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Whakataukī
Hutia te rito o te harakeke
Kei hea te kōmako e kō?
Whakataerangitia
Rere ki uta
Rere ki tai
Māu e ui mai,
‘He aha te mea nui o te ao?’
Māku e kī atu,
‘He tangata, he tangata, he tangata!’
Te whakataukī a Meri Ngāroto o Te Aupōuri has been reawakened!
In a sense, it is directly relevant to Māori Deaf, Pacific Island Deaf and the wider Deaf community who
have had a significant experience of mental illness and addiction. Their stories begin at a particular
point where they remember their lives that were already highly complex. While this whakataukī is
deeply embedded in tikanga and te reo Māori, the connections are there that give it a universal wisdom
that go way beyond the shores of Aotearoa. In a way it adds texture, tone and colour unique to the
beating Deaf hearts that have been ripped untimely from the symbolic harakeke, triggering for them
fractured mental health and disassociated wellbeing. Deaf hearts that were at the time too immature to
have built the resilience to protect themselves and too inexperienced to be prepared for the heartache
that was to come. Māori are imbued with their own cultural heartbeat and rhythm (Pohatu, 2011) and
whether these hearts are Māori, Pākehā or whatever, such damage can result in chronic trauma. We
acknowledge these brave hearts, as they can truly speak to the kaupapa and how they have had to filter
out their personal uniqueness, often losing the opportunity to layer their cultural and linguistic reality
into their own healing processes. The linguistic identity of all but one participant was New Zealand Sign
Language (NZSL) as their preferred language, there were rich variants of this as all participants were
born before 2006 when NZSL became the second official language of Aotearoa.
If we reflect for a moment on the Tohunga Suppression Act (1907) that sought to extinguish knowledge
and practices of Māori experts in health, one of its consequences was to privilege western models such
as the Diagnostic and Statistical Manual of Mental Disorders (American Psychiatric Association, 19522013) as the dominant diagnostic framework for mental illness and addiction, thus defining mental
illness and addiction by dysfunction and disorder and pathologizing those it labelled. This reduction has
had a homogenising influence of analysis to Western collective categories and by exclusion leads to the
suppression of other frameworks, producing an environment rich in bias and prejudice. For Deaf people,
this is compounded with the social complexity of the hearing world that they are expected to align with
whilst plunged into a mental health and addiction system that from entry point is challenging to
navigate and out of sync with their cultural needs. A similar fate shared by the metaphoric kōmako that
have been torn from their tῡrangawaewae and are now defenceless, disorientated and ultimately
rendered voiceless. A common theme throughout this research.
Narratives usually follow a sequence of beginning, middle and end but these stories are very personal
lived experiences charged with varying degrees of intensity that do not lend themselves to a linear form
of order. Also, the rekindling of these memories and how they evolved cannot be explained solely in
terms of memory if they still continue to have sway socially, physically, emotionally, mentally and
spiritually. The dimensions of time and space must be considered in an interior sense of not being able
to ‘move on’ and tensions arise when our relationship with the environment and each other is harmed
or irreparably damaged. It is not necessarily deliberate to disguise the meaning of metaphor through
5

symbolism or imagery of whenua, flora and fauna because these are conscious acknowledgments of the
intimate bond humanity shares with the natural world. In particular for tāngata whenua, this is a living
connection that provides an enduring energy that unites creation and humanity. Tinirau (2017) notes
that within tikanga, whakapapa is not only of people but also of the environment and ngā atua.
Whakapapa and life-force may not be easy to acknowledge yet they exist and demand respect.
This whakataukī predicts an outcome of ecological and cultural crisis and simply reflects deficiencies in
understanding our own qualities of being human. At the same time, it is an invocation that one should
never lose hope. Its timeless message cautions of what the future will bring for our mental health and
wellbeing of ‘humanity without humanity’ and it is the expression of the values and principles of
‘humanity with humanity’ that will avert our downward spiral of despair and whakamā. Traditionally,
Māori and Pacific Island cultures were viewed by historians as oral societies but what they have failed to
notice is the visual, spatial, vibrational and kinaesthetic aspects of communication and language such as
with whare whakairo, tīvaevae and te reo Turi. According to Makareti (1938), early Māori did use sign
language and for the sign ‘hongi’ is one of the contemporary signs still used today.
“A sign of friendship, and often protection is to double the forefinger of the right hand
and place the projecting second joint on the tip of the nose, thus signifying the hongi or
pressing of noses. Many a person’s life has been saved by this sign.” (p. 333)
This kōrero provides a glimpse of a part of the Deaf community who have had a significant experience of
mental illness and addiction. During this early stage it is not yet the time to hongi, though it is time to
embrace the kaupapa!
Sarah-Marie Goodwin (Rongowhakaata me Ngatangiia)
NOTE
Ngā mihinui ki Te Rūnanga Nui o Te Aupōuri Trust mō te taonga tuku iho, Te Whakataukī a Meri Ngāroto ki Te Aupōuri Deed of Settlement of
Historical Claims.
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Experiences of Deaf in New Zealand research
This research has received funding support from
1) J R McKenzie Foundation. The Deaf Development Fund: $5,000
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The Coalition of Deaf Mental
Health Professionals
The Coalition of Deaf Mental Health Professionals (CDMHP) is a nationally focused voluntary group of
Deaf and hearing professionals with experience in Deaf Mental Health and Addiction research and
service delivery. The group formed in response to the Deaf Mental Health Service closures in the Central
region in 2010, and the ongoing lack of accessible mental health services for Deaf people.
CDMHP’s aim is to secure culturally appropriate mental health services for Deaf people across NZ. (see
the Recommendations chapter). CDMHPs initiatives have centred on creating proposals, writing articles
and submissions, doing research and presentations, attending international conferences and visiting
overseas facilities, running seminars with international experts, facilitating collaborative conversations
and translating key information in NZSL and publishing these on Deaf media. This include the following
reports:
•
•
•
•
•
•
•
•

Mental Health Commission (Coalition of Deaf Mental Health Professionals, 2011),
Rising to the Challenge (Coalition of Deaf Mental Health Professionals, 2012a),
Blueprint II (Coalition of Deaf Mental Health Professionals, 2012b),
Mental Health & Addiction Service Development Plan 2012-2017 (Coalition of Deaf Mental
Health Professionals, 2014),
Input into Te Pou’s (2015) Overview of Deaf Mental Health Services
The three city (Auckland, Wellington and Christchurch) national one day Healthy Deaf Minds
Aotearoa seminar series – Feedback Summary, Sainsbury et al.,(2016)
Summary Submission of The Coalition of Deaf Mental Health Professionals to the Government
Inquiry into Mental Health and Addictions (Coppage et al, 2018),
Response to the Report of the Government Inquiry into Mental Health and Addiction in relation
to Deaf people - What needs to change. (2019, See appendix 1).

Members of the Coalition have also made presentations to Deaf View 3 (2012) and Deaf View 4 (2019)
and to the Deaf community, practitioners and Deaf Education services. CDMHP also organised a petition
in 2020 with many Deaf and staff from organisations working with the Deaf signing a letter calling upon
the Ministry of Health to act on the recommendations of the Commission, in relation to the cultural and
linguistic needs of Deaf people – see appendix 1.
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Introduction and overview
This report, sponsored by the Coalition of Deaf Mental Health Professionals, addresses
a gap in the knowledge that we have about the current experiences of Deaf or Hard of
Hearing (HOH) people and their families with mental health and addiction services.
We present findings from nine interviews done in 2017 and 2018 with Deaf or Hard of Hearing people of
who have suffered from mental illness, three interviews from family members of a person with a mental
illness, and one vignette from a family member. These interviews cover the age spectrum,
Pākehā/NZ/European, Māori and Pacific Island experiences and children of Deaf and hearing families.
The participants’ connection with the Deaf community ranges from very little to fully engaged, their
diagnostic labels include most of the major mental illnesses, and their engagement with government
funded mental health services ranges from nil (children) through episodic to ongoing. This information
graphically supports the international and New Zealand data showing the often devastating impacts of
mental illness on Deaf individuals and the Deaf community.
The literature review that prefaces this research describes the demographics of the Deaf population in
New Zealand and the Deaf prevalence rates of mental health an addiction diagnosis. A consensus
suggests that these rates are two to three times higher than for the general population. There has been
a 25-year history of trying to get a culturally appropriate mental health service for Deaf people in New
Zealand, with the first services getting underway in 2001. There are special areas of need in the Deaf
community. Establishing their different identity can be a very traumatic process for children. Elderly
Deaf can easily become the forgotten residents in rest homes. As well as growing into Deaf culture,
almost all Deaf have a hearing family of origin which often cannot communicate effectively with them.
Deaf are also more likely to have a disability and Deaf are overrepresented in prison. The cohort in this
research has participants across the range of these special areas of need
The International models and features of best practice for Deaf services that have been used in the
many submissions and presentations made by the Coalition are described, with a particular focus on
countries that have similar sized populations such as Ireland and/ or similar challenges of geography US State Deaf mental health services.
The chapter on Deaf identity explores the way the participants in this research have constructed their
identity. We introduce the concepts of Deafhood and the harmful assumptions of audism and show
how Deaf identity is stigmatized by a fearful hearing community and how the messages of low selfworth are picked up by Deaf participants (who struggled in childhood to make friends) and the Deaf
community. The participants also show how they have claimed and often fought for a positive and
resilient Deaf identity while at the same time also claiming a Maori, Pasifika, gay or transgender identity.
The chapter on the family system begins with the stories of becoming Deaf and the lack of support from
schools and counsellors for parents and children in this difficult transition process. The world the deaf
child can often be filled with adversity. The death of a parent, sibling or child during adolescence was a
common experience; parents of one third of the participants separated; a quarter lived in hostile or
unstable household environments; a quarter had parents with alcohol and drug problems; and three
quarters lived in families where there was significant financial hardship and/or social isolation. Perhaps
worst of all, three quarters of the participants had been abused in childhood, seven sexually. Of these,
none disclosed their abuse to anyone else until late adolescence or later. The abuse was typically
repeated, at times with multiple offenders and followed by experiences of rape as an adult. Mental
illness was an inevitable outcome of the abuse participants experienced.
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In the chapter on the Education System eight of the 13 participants attended a Deaf Education Centre
for the majority of their school years, four attended mainstream schools only, and one was mainstream
except for one year at Deaf Education Centre. Two from these latter groups had the support of resource
teachers for the Deaf, one, the youngest participant, from infancy. For the older participants school was
a negative experience, with limited or no use of signing and instances of sexual abuse perpetrated by
taxi drivers taking them to school, by Deaf and hearing fellow students, and by a relative taking a
participant out for the day. Where children were subject to abuse or neglect at home or school,
disclosure to a safe adult had to wait until late adolescence or adulthood. Only one of the four youngest
participants, had a history of abuse (this was physical and not at school), but school was still something
that they survived rather than enjoyed, with access to signing support and Deaf aware teachers, erratic
or infrequent. The expectations of audism weighed heavily on this group as they struggled to find their
Deaf identity.
All the participants who relied on signing communication to address their mental health and addiction
needs had some difficulty accessing interpreters for their sessions with doctors, counsellors,
psychologists, and other professionals on the periphery of mental health services, such as the police,
CYFS and schools. The difficulties include outright denial of access, ignorance of the need for
interpreters, reluctant, inappropriate or rushed use of interpreters, difficulties in booking interpreters
for repeated sessions, getting funding for counsellors and interpreters, the need for mental health
training for interpreters and an insufficient number of interpreters. One of the best demonstrations of
the value of well-trained mental health interpreters is their ongoing commitment to clients receiving
counselling, sometimes for many years.
The chapter on diagnosis assessment and diagnosis begins with the issue of diagnostic overshadowing
between mental health and addictions, physical health, disabilities and culture, where multiple
unexamined sources of unwellness contaminate diagnosis and dramatically reduce its value as a guide to
treatment. For many participants their diagnosis was unexplained and remained an enigma until well
into their treatment. The diagnoses commonly applied to participants were psychosis (schizophrenia,
bipolar), personality disorder and depression, but not, until much later, post-traumatic stress disorder
which was a much better fit for the experiences of abuse and the traumas of life such the unexpected
loss of parents and other close family members and the challenging journey to Deafhood. Diagnosis
typically led to medication and at times to incarceration, but little else that dealt with the fundamental
issues that the participants were facing. Māori and Pasifika Deaf participants faced the twin oppressions
of audism and colonization/racism and being from cultures whose understandings around mental illness
are very different from the Western model. The participants who achieved a good understanding of the
assessment/diagnosis process generally did so through an intensive personal exploration of the issues
that concerned them and the solutions needed, with only incidental help from mental health
practitioners.
The chapter on treatment and recovery, begins with O’Keefe et al.’s 2018 six tenets of recovery. The first
of these asks whether the assessment and diagnosis process is strength based, rather, as we have found,
frequently regressive and pathologizing. The second tenet explores “holding optimism for recovery for
all and respecting each service user’s uniqueness, personhood, expertise, and the personal meaning of
their experience”. Some participants after many years of engagement in mental health services are left
in limbo without a plan or a planner holding the hope for them waiting for the next crisis to happen.
Others have achieved a fragile stability – having at least one good therapist/support worker backing
them. In two instances this support person is a Deaf mental health support worker, and in one a
culturally appropriate Pacific Island support staff. Of the eight people who have experienced major
trauma, four have received no counselling support with two of these suffering from the serious effects
of ongoing trauma. Four participants have had significant long-term support from counsellors which
appear to have been very beneficial in resolving their issues of trauma and identity. For those whose
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recovery journey has been substantial, the possibility of losing their key support person remains a real
threat to their mental wellness.
The chapter on discussion continues the evaluation of the quality of mental health services for Deaf
through the further examination of O’Keefe et al.’s (2018) tenets of recovery.
•

•

•

•

There is little evidence of “systems emphasising empowerment, collaborative decision making, selfdetermination, choice, and risk-taking in individualised, person-centred, recovery planning” other
than the Emerge Aotearoa’s tiny Deaf Mental Health Services and a small number of individual
therapists who are signing or Deaf aware.
The next tenet of “services contributing to tackling the social, political, and economic barriers to
citizenship, social integration, and inclusion” points to the huge barriers that Deaf face, particularly
for Māori and Pasifika Deaf, and the importance of Deaf mental health an addiction services being
funded on the basis of all Deaf clients being treated as having “high needs”.
Considering the tenet “Health care organisations prioritising access, engagement, continuity of care,
and the incorporation of user led services” it is clear that there is no Deaf participation in mental
health consumer organizations and no Ministry of Health database that identifies Deaf clients and,
consequently, there is no basic accountability in the health system for the outcomes of Deaf clients.
Some interpreting services have focused on mental health interpreting and Deaf education services
have improved. ACC funding of counselling for sexual abuse trauma has been critical to recovery of a
quarter of the participants.
In our review of the tenet “Discourse among practitioners reflecting a multiplicity of biological,
psychological, social, and spiritual perspectives on the aetiology of ‘mental illness’”, we argue that
mental health and addiction services focus on the biological and that the general lack of signing
specific services means that it's difficult for the stories that contain the psychological, social, cultural
and spiritual perspectives to be told. The spiritual needs of Deaf are largely ignored.

Our conclusion identifies three priority areas that emerge directly from the research
•
•
•

Programmes within the Deaf and hearing communities that address the impact of abuse, particularly
sexual abuse on Deaf children and adults.
A Deaf awareness Mental Health and Addiction training programme for health professionals, and,
particularly mental health professionals, that helps them understand the identity issues that are
typically at the core of Deaf unwellness.
A much stronger system of support for parents of children whose future will depend on some
degree of engagement with the Deaf community.

The conclusion also points to the recommendations from the Coalition for development of
comprehensive Deaf mental health services in the chapter on recommendations and in Appendix 1 to
the recommendations that arise from The Government Inquiry into Mental Health and Addictions. In
summary these are:
•
•
•
•

Nationally coordinated Deaf Mental Health services covering acute services, community support,
counselling, and residential and vocational services
Deaf mental health services largely staffed by NZSL fluent mental health professionals
Services for Deaf children and their carers that will prevent and address the trauma of abuse and
identity formation that many Deaf have experienced growing up in New Zealand
Training programmes for Deaf to become mental health professionals and for mental health
professionals to become sign fluent.
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Literature review
This literature review aims to bring into focus the history and socio-political context
which frames the lived experiences of the participants, presented in this study. It is
hoped that an examination of both local and international experience will assist those at the Ministry of
Health, and among the service provider community, to engage with the factors which promote Deaf
wellbeing, and to commit to a process of co-design with the full range of stakeholders who are invested
in improving outcomes for this community.
Demographics of Deaf
New Zealand literature suggests high variability on the number of Deaf who consider themselves part of
the Deaf Community - up to 9,000 in the Deaf Way Report etc (2010). The 2018 Census reported that
New Zealand Sign Language (NZSL) was used by 22,986 people (or 0.5 percent). In 2013, this was 20,235
people (or 0.5 percent) (Statistics New Zealand, 2018), however this data does not define whether NZSL
is the respondents first or preferred language. Harlan Lane (2003), introduces the unacquainted reader
to the distinction between the medical model of deafness, denoted in academia by a lower case ‘d’ and
the social model, denoted by an upper case ‘D’. Lane strongly rejects the common conception of
Deafness as a disability, defined by degrees of deficit, in favour of the Deaf-world view, which cherishes
the community’s unique identity rich signed languages, espousing deep pride in relation to Deaf cultural
knowledge and ways of being, heritage, and traditions.
Lane concedes that deaf/Deaf identity is not a clean dichotomy, as some hearing people are considered
part of the Deaf world, whilst other authors express Deaf identity as a fluid concept (Mcilroy, 2011).
However Deaf identity is seen, it is important for the hearing community to understand that being Deaf
is highly treasured, whilst denial of Deaf culture and language is deeply damaging to the wellbeing of
this linguistic cultural minority group,
Unsuitable construction of the Deaf-World as a disability group has led to programs of
the majority that aim to discourage Deaf children from participating in the Deaf-World
(programs such as oral education and cochlear implant surgery), and that aim to reduce
the number of Deaf births, programs that are unethical from an ethnic group perspective
(Lane 2003, p291).
Poor access to education is a core example of how Deaf people have been forced into systems designed
for the hearing majority, with detrimental impacts upon educational attainment, wellbeing, self-esteem,
and identity. A 2015 report reviewing the NZSL@schools programme (Kelston and Van Asch Schools for
the Deaf, 2015) found that 56% of Teacher Aids, who are responsible for delivering much of the
programme, were assessed as being at beginner level in terms of their NZSL competency, and less fluent
than the students with whom they were working.
Fitzgerald & Associates (2010a) found that “the academic performance of [high school students] is
generally below that of their hearing peers”, whilst the NZSL@schools Report found that;
The majority of the students are achieving “well below” for Reading (69.6 percent) and
Writing (69.6 percent). Only 5.3 percent of students are achieving “at level” or “above”
for Reading. Only 7.1 percent of students are achieving “at level” or “above” the
National Standards for Writing (Kelston and Van Asch Schools for the Deaf, 2015, p.9).
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A study by Kent (2003) involving mainstreamed Deaf school children aged 11, 13, and 15, found that
loneliness and bullying, were significantly higher among Deaf students than among their hearing peers,
whilst half of the students in the Fitzgerald & Associates (2010a) study sample had significant social and
personal developmental needs, including social isolation, anti-social behaviour, or low self-esteem. The
impact of negative educational experiences upon identity security, are profound – “Identifying oneself
as HOH [hard of hearing] continues to be socially undesirable for mainstream adolescents” (Kent, 2003
p. 322).
In their journal article on culturally competent assessment with Deaf people, Boyarin, Burke, Evans and
Lee (1997), remind the reader that it is not Deafness itself which creates the heightened risk of mental
illness, but rather the experiences of being Deaf within a hearing world, a pathway that is marked by
discrimination, social exclusion and identity challenges. Young’s 2014, review on older Deaf people and
social care, identifies that readily accessible communication in sign language, is the lynch pin upon which
Deaf wellbeing rests.
..being in the company of people with whom they can communicate is vital to their
health and wellbeing. It reduces feelings of isolation and the incidence of depression.
Being able to communicate with care workers about their care needs without the need
to use interpreters is important; it helps to build relationships and ensure that… they are
fully understood, and that they receive the best possible care and support (p. 3).
In the mental health context, Kyle (1998) stresses that clinicians must take the time to form a holistic
view of well Deaf people, and to consider the process by which they reached this point. The validity of
assessment, rehabilitation, and therapeutic process rests upon this understanding.
A brief history of Deaf mental health in New Zealand
Deaf historian Patricia Dugdale’s (2001) timeline history identifies that community
anxiety about Deaf mental health, had existed for many years prior to the 1977
inaugural meeting of the Deaf Association (now Deaf Aotearoa), when concerns over
the number of Deaf people in institutions were first formally recorded. Cyril Allen,
who was in charge of the first North Island school for Deaf children in the early 1940’s,
actively challenged the punitive and common practice of sending children considered to be disordered,
away from their families, to reside in institutions. “He paid regular visits to the psychiatric hospitals, on
several occasions finding misdiagnosed children. they were Deaf, maybe screaming with earache unable
to communicate their dilemma” (L. Goodey, personal communication, 30th June, 2019).
Dugdale (2001) refers to studies which started to appear in the 1980’s, but which failed to leverage
action from authorities, despite the credibility of the evidence presented. These included a 1981 study
by Hans Levan on the many Deaf people held in Auckland psychiatric hospitals. Levan identified baseline
requirements for specialist Deaf service development, including the establishment of a group of
specialist, signing fluent workers with experience working with Deaf, knowledgeable on the impact of
deafness upon behaviour, and supported by the employment of skilled interpreters (Dugdale, 2001).
Lavan’s report also highlighted the need for therapists to regularly check for understanding with the
Deaf client, at all stages in intervention.
In 2000, Dr Geoff Bridgman and a team of Deaf researchers conducted an epidemiological study on Deaf
Mental Health needs involving 200 Deaf people across NZ (Bridgman et al., 2001). This study
demonstrated that the levels the rates of mental illness in New Zealand were almost identical with
international studies (National Association for the Deaf. 2008), and much higher than the rate for the
general population. Participants reported that psychiatrists and hospital/residential mental health
services, with their very limited use of interpreters were responsible for making things worse, whilst
alternative health, Māori health, social workers and interpreters were seen as providing the most
13

benefit. The study also confirmed an adage in the Deaf world that the problem was oppression not
depression.
This study paved the way for the largest investment in local Deaf mental health services to date, with an
agreement made between NGO providers, Richmond New Zealand (now Emerge Aotearoa), and The
Framework Trust, to provide Deaf mental health services under the Northern and Midlands contracts
(Dugdale 2001). The Deaf Association agreed to support an advisory and monitoring role. Services were
launched in Auckland in 2001, and rolled out across the Central Region in 2004, with contract
management undertaken by Hutt Valley DHB on behalf of the 6 Central Region DHBs ((Bridget Allen,
personal communication, 19th August 2010). In the beginning in the Northern Region the service had
dedicated interpreters, the resource to deliver health promotion information, and a limited element of
Deaf awareness training to Mental Health Services. This was later reduced to a mental health support
worker service, characterized by huge cultural isolation, an absence of any training programme either
designed for Deaf mental health or Deaf staff, and (as a consequence) high staff turnover.
Despite promising beginnings, services were not resourced in a way which would allow for their growth,
including development of a critical mass of specialist expertise. Professional isolation, boundary issues
and a lack of support and supervision, have been insurmountable obstacles for the small group of staff
who have taken up Deaf mental health positions over the years (Sainsbury 2009, Bridgman et al.,2001,
Dugdale 2001). Sainsbury’s 2009 Masters thesis, suggests that the positioning of the Deaf mental health
service, within a large hearing-centric NGO, created challenges in terms of the necessary proximity and
relationships with other services where the use of NZSL is important.
A letter to Rachel Noble, former CE of Deaf Aotearoa, from Bridget Allen, General Manager at Hutt
Valley DHB, explains why the Central region contract for the Deaf mental health service, was exited in
March 2010, just 6 years after the service was established. Ongoing concerns relating to the
effectiveness of delivery had prompted a 2007 service review. Issues concerning staff recruitment and
retention, low service user numbers, and service delivery outside Wellington, were not addressed, and a
decision to exit the service, was made in March 2010 (Bridget Allen, personal communication, 19th
August, 2010).
The same letter advised that all DHB mental health services in the Central Region had been contacted to
affirm that they would be able to cater for the needs of former and prospective Deaf clients. DHB
commitment to national specialist service development was also provided: “we support your view that
there is a need for a nationally coordinated service, and would be happy to engage in national
discussions to address the issue” (B. Allen, Personal Communication, 19th August 2010).
Since this time, the Coalition of Deaf Mental Health Professionals and others have developed and
proposed Deaf Mental Health and Addiction service models, drawing upon the core components of
effective service delivery which have driven the success of internationally accredited models since 1955
(Deaf Aotearoa (Fitzgerald & Associates, 2010a), and Coalition of Deaf Mental Health Professionals,
2012a,b), however the development of culturally centred services with clinical capability in New
Zealand, are yet to be established. The un-met needs of Deaf people have been painfully marked by a
number of high profile incidents involving Deaf people (Taranaki Daily News 2007, Ryan 2014, and Reid,
2018), and wide-spread concerns have ramped up and been repeatedly voiced across the community
(Deaf Mental Health Development Group, 2013, and Deaf Aotearoa, 2019), most recently lifted to the
highest level via a collaborative letter to The Deputy Director of Mental Health and Addictions, signed by
a multitude of stakeholders, concerned agencies, and individuals with a connection to Deaf mental
health and addiction, at community conference, Deaf View 4, where a presentation on this research was
given (Coppage et al., 2019).
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NZ Deaf mental health and addiction prevalence rates
The absence of a data set to determine the number of Deaf New Zealand sign
language users accessing mental health services, together with pervasive access
barriers, has meant that the prevalence rate of mental health problems among Deaf
New Zealanders has remained hidden from public view (Coalition of Deaf Mental
Health Professionals, 2012).
The findings of the Bridgman et al. study (2001), are congruent with international studies reporting
significantly heightened prevalence rates among Deaf (Department of Health, 2005, Du Feu, 2010, van
Gent et al., 2007, and Fellinger, Holzinger, and Pollard, 2012 and Young 2014). Bridgman et al. (2001)
claimed that Deaf New Zealanders need for community mental health services was 2-3 times higher
than that of the hearing population, and that “‘the Deaf community has a high risk of mental illness, a
high need for mental health services, and a perception of current mental health services as being
inaccessible and inadequate”’ ( p. 7).
Bridgman et al’s survey compared the CGHQ scores of NZ participants with the scores of an English
sample (Ridgeway, 1997), and found that the data was very similar, corroborating high mental health
prevalence rates among Deaf, irrespective of where they live. The study showed that “9.6% of Deaf at
the chronic and severe end of the mental illness spectrum were using mental health hospital,
residential, and community services, that are designed for 3% of the population – “2-4 times the
expected level” (Bridgman et al., p. 4). Including counselling, 20.2% of Deaf were using a mental health
service or professional, however this was still less than half of those who stated they wanted some form
of counselling or medication (43.9%)
Low use of mainstream services among Deaf in New Zealand has been attributed to the common failure
among clinicians to use interpreters and the inadequacy of services in addressing socio-cultural needs.
These factors impact profoundly upon community trust, whilst obscuring prevalence rates, which are
further exacerbated by service failings (Bridgman et al.,2001, Sainsbury and Coppage 2011, Coalition of
Mental Health Professional, 2018).
In their submission to Blueprint II (Mental Health Commission, 2012), the Coalition of Deaf Mental
Health Professionals (2012) identified key factors impacting levels of community trust and service
uptake. These include the threshold for referral, the positioning of the service, the cultural framework,
and the skills of the team. International Deaf expert and clinician, Margaret Du Feu, corroborates these
concerns, asserting that the ability to gauge Deaf mental health and addiction prevalence rates, rests
upon the provision of a culturally centred service, with a signing fluent multi-disciplinary team, clinical
competency in the Deaf context and adequate national coverage. Without these components, service
uptake will remain low (Du Feu & Chovas, 2014).
Recent local research further validates Du Feu and Chovas’s proposition. The Ministry of Health
commissioned scoping study in response to ongoing concerns raised by advocacy groups regarding the
ongoing unmet needs of Deaf New Zealanders. The report by Te Pou (2015) provided a conservative
estimate of prevalence rates, whilst highlighting the low client numbers of the small Deaf support work
service, which continues to operate from Auckland.
We would expect about 1500 Deaf people nationwide to be living with a mental health
issue….a caseload of 29 people for the existing mental health service team appears to be
very low. This may be due to under-reporting by the service agency, but may also reflect
Deaf people’s reluctance to use the service (p. 6).
The Te Pou report fails to acknowledge the residual staffing model in place, with an equivalent of 2.5
mental health support workers, lack of training and cultural isolation, as well the additional time
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required to work with Deaf people because of their hugely limited knowledge about mental illness
indicators, prevention and recovery strategies, and access to supportive resources (Du Feu & Chovas,
2014, Monteiro, 2015), as contributors to the low caseload.
The Queensland Deaf mental health Best Practice Guidelines (2018), affirms the increased time required
to work effectively with Deaf people, focussing on multi-disciplinary input. Contemporary authors and
leading international clinicians (Glickman, 2010, Du Feu & Chovas, 2014) extend this thread, referring to
the need for linguistic assessment and pre-therapy among Deaf people for whom language delays,
social, and emotional deprivation, are common. These deficits must be addressed in order to support
conceptual understanding and to optimise therapeutic outcomes. Monteiro calls this process,
“habilitation before rehabilitation” (Sainsbury et al., 2016).
In her co-authored text, Mental Health and Deafness (Du Feu & Chovas, 2014), Du Feu refers to a means
of predicting Deaf mental health service need, regardless of where the community resides. The formula
draws upon mental health service use statistics within the general population (Goldberg, 1995) and
estimates of problems in the Deaf population (Fellinger et al., 2012). Transposing service use figures to
the Deaf population, with the increased morbidity, Du Feu suggests that a Deaf mental health service
could expect in the region of 40 referrals per 1,000 Deaf per year, however she points out that the
actual pattern is much higher. Deaf often bypass primary care, and the Deaf service will see subgroups
of Deaf who would be treated within other specialist services if they were hearing, e.g. child and
adolescent, intellectual disability, and elderly services. Partially Deaf, Deafened, and Deaf blind may also
attend the Deaf mental health service.
Specific areas of need
A fifth of participants who attended national Deaf mental health conference, Healthy Deaf Minds
Aotearoa (Sainsbury et al., 2016), stated that they wanted access to more information about specific
approaches to serve the needs of specific groups of Deaf people with mental health needs, including
children, the elderly, being part of non-Western cultures, gender (issues for women), and families
(Bridgman et al., 2016).
Children
‘Deaf children face very real challenges associated with being in a world
designed for hearing people. Communication difficulties and isolation are
common experiences, which are also profoundly felt by families and whānau.
Most deaf children are the only ones in their school and family, and as a result
they have significant issues in terms of social isolation. Frustrations are also
felt at home as parents try desperately to develop communication within the family
(Auckland Parents of Deaf Children, 2020).
Ninety-six percent of Deaf children are born to hearing parents (Leigh, 2017), who are usually
unprepared for the arrival of a Deaf child, and many struggle to meet their developmental needs in the
first few years of life (Wright et al., 2012), especially if they receive conflicting advice from professionals
(Glover, 2003).
Several authors have canvassed the heightened prevalence of behavioural and emotional problems
among Deaf children (Denmark, 1994; Edwards and Crocker 2004; Hindley, 2005; Schick, de Villers &
Hoffmeister, 2007; all cited in Wright et al., 2012). Forty percent of children and adolescents in British
community samples experienced clinical mental health disorders. Left unnoticed or untreated these
enduring issues arising from the adolescence phases of development may have a lasting effect on the
mental health of Deaf adults’ (Izycky & Du Feu, 2010).
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Hindley (2005), Du Feu (2010), and Wright et al. (2012), examine risk factors in early childhood including
late diagnosis, developmental delays as a result of language deprivation, abuse, and co-existing
neurological conditions. The experience of abuse in early childhood has significantly shaped the life
trajectory of 58% of Deaf participants in this study, and demonstrates the extreme vulnerability of Deaf
children to abuse in New Zealand culture, with life-time impacts.
A number of international authors have discussed the heightened prevalence of child abuse, neglect,
and bullying among Deaf children, as a causal factor in the development of mental health problems
(Kvam, 2004, Øhre et al., 2015, and Schenkel et al., 2014). Schenkel et al (2014) found that 76% of Deaf
and Hard of Hearing participants reported some type of childhood abuse or neglect, increased incidents
of lifetime trauma and elevated PTSD symptoms. The severity of deafness was found to increase the risk
of maltreatment (Schenkel et al. 2014). The paper by Wright et al. (2012), explains that these issues are
frequently not picked up until referral to a mental health service.
There has been little research into the mental health needs of Deaf children in NZ, whilst the system of
support which surrounds Deaf children and their families is disjointed and highly complex for families
and whānau to navigate (Deaf Children NZ, 2018).
Twenty-four professionals from Deaf Education and Deaf child and youth services attended the national
Deaf Mental Health conference, Healthy Deaf Minds Aotearoa in 2015, with a high level of
representation from the staff of the two Deaf education centres (Sainsbury et al., 2016). One
respondent articulated the urgent need for early specialist intervention to meet the unique challenges
for Deaf children, families, and whānau, and to support education specialists who currently have limited
resources to guide them.
Often school is seen as the experts, but we’re not the experts in mental health or social
work. It’s important that we develop a working partnership, and that children do not
leave school without issues being addressed. We need to have a one-stop shop. Students
are attaching themselves to inappropriate role-models and making poor choices. (p. 8).
Factors inherent to the relationship between Deaf parents of Deaf children, including the acquisition of
language through naturalistic modelling and a shared Deaf identity, are supportive of consistent
parenting behaviours, whilst also protecting and promoting psychological wellbeing. These attributes
are not readily available for hearing parents and their Deaf children (Du Feu and Chovaz, 2014). The
educational shift to mainstreaming of Deaf children, has seen many children left drifting alone with
limited opportunity to connect with others who are Deaf (Gascon-Ramos, 2008).
An article in Sunday Star Times reported that out of 3,600 children in the Deaf education system, 70%
have permanent hearing loss from birth, and 96% of Deaf children attend their local school with support
from Deaf Education Centre teachers, sign language interpreters, and teacher aides (Redmond,
2018). McKee (2008) describes the position of some Deaf children in the mainstream as impaired
monolinguals and/or marginal bilinguals, whereby semi-lingualism is the outcome, “a status in which the
child struggles and falls between mastery of the spoken language of home and school and the sign
language of the Deaf community….”. In this context, sign language is frequently treated as an adjunct to
support the acquisition of English, rather than “as a native language for mediating learning and social
identity” (p .536). Access to social and academic life, cognitive growth, literacy, and social identity are
each negatively impacted as a result.
Hyde and Punch’s 2011, study dispels the myth that cochlear implantation provides a solution for the
social emotional and educational challenges faced by deaf children.
Issues around friendship and “fitting in” with hearing peers were as real for these
children with cochlear implants as for other deaf or hard-of-hearing children without
17

cochlear implants… the proficiency that many of the children had in one-to-one spoken
communication situations seemed to mask the difficulties that they encountered within
group and multiple participant contexts (p. 490).
Early connections between families with a deaf child are of vital importance (Du Feu & Chovaz, 2014,
Schenkel et al., 2014 and Young 2014). Successful family and peer relationship building, and
sustainability depends upon the availability of skilled early support and guidance (Du Feu & Chovas,
2014). There are no specialist services to support the emotional wellbeing needs of this group currently
in New Zealand, with the Deaf mental health support service limited to serving needs in the 18-65yr age
group.
Brice and Strauss (2015), discuss the range of complex factors which interact and contribute to Deaf
adolescents’ experience as they transition from childhood. Parental decisions made in the early years,
including whether to pursue cochlear implantation, school placement, and communication modality
have a continuing impact upon development, whilst good quality communication at home predicts
better outcomes. Like other adolescents, Deaf youth need peer groups to align themselves with, and
finding a good fit leads to better adjustment.
Establishing a secure identity is a continuing and complex challenge for well supported Deaf and hard of
hearing children (Brice and Strauss, 2015), and hugely challenging for those with mental health
concerns, many of whom will have experienced some form of abuse, neglect, cultural isolation, parental
loss and separation, discrimination, and bullying. As well, it’s not identity singular – it’s what is my
identity as Māori Deaf, as Chinese Deaf, as Pākehā Deaf and so on? Being able to safely explore the
multi-faceted dimensions of identity is a prominent concern for many young Deaf people. To address
these complex factors, it is essential that educational psychologists are knowledgeable in Deaf culture
and can sign. Where this expertise is not available, there is a high risk of misinterpreted
behaviour/communication and inappropriate interventions (Kelston and Van Asch Deaf Education
Centres, 2015).
Elderly
Young’s 2014, study highlights the predicament faced by many Deaf sign language
users over the age of 65 years old, requiring increased levels of care. Whilst the study
is UK based and refers to British Sign Language (BSL) and the broader context of social
care, the concepts have equal applicability to the NZ Deaf mental health context.
..the dilemma of moving into residential care services which do not use BSL, near their
families, or moving some distance away to live with other BSL users in a residential care
service. We believe this is not a choice Deaf people should be forced to make (p. 3).
Young aims to reform standards in social care planning for elderly Deaf people, and summarises key
findings the key finding in this area as:
a) The maintenance of cultural and social networks is regarded by Deaf people as a
priority, and there is evidence of its efficacy as a primary preventative measure in
supporting older Deaf people’s health and well-being;
b) Being Deaf is associated with much poorer health and mental health outcomes on a
life-long basis which means older Deaf people are likely to be more vulnerable to
the challenges of older age;
c) Poor communication access and lack of cultural competence in service provision will
adversely affect the kind and quality of assessment and service provision available
to Deaf older people (p. 5).
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In NZ options for elderly people to maintain social contact and independence are particularly restricted,
as there are no residential facilities bringing together older signing Deaf people. Over the last decade,
the CDMHP has proposed that Deaf residential accommodation be developed as a core component
within national Deaf mental health services. Shared accommodation provides a therapeutic signing
community, and a means of addressing common isolation among this age group. A residential
component also helps to aggregate cultural resources needed for national specialist services (Coalition
of Deaf Mental Health Professionals , 2012, 2018).
Deaf with a disability
DeafBlind people and deaf people with disabilities, including Deaf Plus, are
fully-fledged members of deaf communities and have the right to participate in
these communities and in society at large on an equal basis….deaf people on
the autism spectrum and deaf people with intellectual disabilities, have the
right to live their lives with self-determination and with access to sign language
environments (World Federation of the Deaf, 2019).
A number of authors address the aetiology of Deafness and the prevalence of co-morbidity among Deaf
people (Martin et al. 1981, Fellinger et al., 2005, Wright et al., 2012 and Du Feu & Chovas 2014). A
report commissioned by Ministry of Education suggests that,
30% – 40% of deaf and hard of hearing children have co-existing disabilities (Wiley et al.,
2007), including learning disability, intellectual disability, cerebral palsy, attention deficit
disorder and emotional/behavioural problems (Luckner, 2001). The combination of
deafness with an additional disability is multiplicative rather than additive (Wiley et al,
2007) and can result in degrees of impairment across several domains (e.g.
communication, cognition, affective, social, behaviour or physical) (Fitzgerald &
Associates, 2010b, p.46).
The UK report, Towards Equity and Access (Department of Health, 2005), highlights that some Deafblind
people may exhibit unusual behaviour, including self-harm and destructiveness, in an attempt to
communicate. An earlier report, A Sign of The Times (2002), similarly talks about the acute vulnerability
of people with dual sensory impairment, to social exclusion, whilst Hersh (2013) refers specifically to
heightened depression rates, low expectations and overprotection commonly experienced by deafblind
people across age groups, alongside a lack of tailored support. Access to support and counselling that is
sensitive to individual, and changing needs over the life span, is essential for this group (Brice and
Strauss, 2015, and Hersh 2013).
Prisoners
The over representation of Deaf in prison is an international phenomenon (Harry and
Dietz, 1985, Young, Monteiro and Ridgway 2000, Department of Health, 2005; Carroll,
2009; Gahir et al., 2011). A study by Young et alt. (2000) found that rates of Deaf in
prison were 12 times higher, however a paper by Gahir et al., (2011) explains that the
prevalence is under-reported as Deaf prisoners do not present because they cannot tell staff how they
are feeling, and mental health problems are made much worse by the environment. In an earlier
presentation, Izycky & Gahir (2007), stated states that assessments are not accessible to Deaf prisoners
given the absence of signing staff and poor Deaf awareness, and that “many Deaf end up serving either
their full sentence or sometimes even longer because there is no access to relevant offence-focussed
work, drug and alcohol awareness, anger management or violence programmes’ ( p.3).
The UK Department of Health document, Sign of the Times (2000) and Izycky & Gahir’s (2007) and Gahir
et al.’s work (2011) highlight Deaf people’s heightened vulnerability to social isolation and exclusion
whilst in prison, where fundamental human rights fail to be upheld. The Towards Equity and Access
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report ((Department of Health, 2005) refers to the incidence of Deaf being held in higher security
forensic environments than is required, with some remaining there due to a lack of suitable health
facilities, and being refused admission to specialist services due to perceived risk.
New Zealand research suggests that Deaf people are vastly over-represented in prison, with numbers
estimated at 400 (Carroll, 2009). This special population group is particularly disadvantaged, and their
opportunity for parole and participation in rehabilitation programs is significantly diminished by
communication barriers. Given the high prevalence of mental illness and addiction in prisons, it is likely
that most of this group will have a diagnosable mental illness (Coalition of Deaf Mental Health
Professionals, 2012 and Bridgman et al., 2016), whilst skilled assessment, and access to effective
therapeutic interventions are unattainable.
The Taranaki Daily News reported that the defence lawyer for a 2007 high profile case involving Deaf
remand prisoner, Wiremu Parker, described in media as a ‘deaf mute’, and accused of assault, told court
that it had taken 5 months to get him assessed. “He has not been given the services he is entitled to…. I
have struggled to get what I would submit are the bare essentials in regard to assistance for this young
man.” The lawyer asserted that finding funding or the people to assess Parker whilst in jail, was
extremely difficult, whilst the District Court Judge said the case had troubled him for weeks, and had
almost moved him to tears. “‘I’m lost for words that we can’t find some place, somewhere where you
might get the guidance or assistance to help with the areas of your life that there are problems”
(McLean, 2007).
Parkers’ case is not isolated. The NZ Herald reported that It took the High Court 10 years to rule that
Deaf woman, Boushra Rahman, who had been charged with the murder of her sister in 2008, was unfit
to stand trial. Ms Rahman was reported to be suffering from psychosis and borderline personality
disorder, amongst other mental disabilities. After many years of wrangling, Justice Woolford determined
that "Rahman will not be able to follow the court process with sufficient degree of understanding to
make it fair. Nor will she be able to process information adequately in order to instruct counsel”. He
stated that Rahman would likely remain a special patient for a period in excess of 10 years, and that
“given the circumstances of the case, the Attorney-General, the Minister of Health, the Director of
Mental Health, or the director of Area Mental Health Services should be involved in decisions regarding
Rahman's status, leave and eventual release.” (Hurley, 2018).
Being part of two cultures - Deaf and hearing
Being Deaf is never a matter of being engaged in just one culture. Different cultures
engage with being Deaf in different ways, with many having their own natural sign
language or systems of gestural communication. Additionally, most cultures have far
less differentiated models of mental illness than do western cultures, and thus may be
less likely to use exclusionary practices in relation to Deaf. On the other hand the culture that a Deaf
person is born into may itself be subject to many forms of exclusion, discrimination, and a lack of
recognition of the form in which mental illness is understood in that culture, all of which is likely to lead
to higher levels of distress and higher rates of western diagnoses of mental illness (Leigh, 2010, Nettles
and Balter, 2011).
Niania, Bush & Epston (2017) offers a rich text featuring Māori stories of healing and demonstrates the
distance between Māori and western approaches. Niania et al. introduce indigenous mental health
approaches and healing methods and examines the interface between cultural concepts and medical
practice. They use his own experience to demonstrate the centrality of wairua in Te Ao Māori and
encourages clinicians to look beyond western paradigms of psychiatry which have contributed to
frequent misdiagnosis, in order to better understand the needs of Māori.
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Since I was young I have often seen things; heard things; or even felt, tasted, and smelt
things that others were unable to see, hear, feel, taste, or smell. If I had been seen by a
mental health clinician and they asked me, ‘Are you seeing things?’ I would have said,
‘Yes’ (p. 2).
In New Zealand, the majority of healthcare interactions for Māori patients do not involve clinicians from
the same cultural background. There is therefore great potential for misunderstandings and reduced
effectiveness (Cram et al., 2003; Jansen et al., 2009). This is a particular problem for Māori with
disabilities, including Māori Deaf. Cultural barriers to healthcare for Māori Deaf, are compounded by a
lack of qualified tri-lingual interpreters (Jansen et al., 2009). Wilkins (2019) reporting for Newshub on a
Māori Deaf sign language user who said that “there is only one trilingual interpreter in the country…[
creating} a “huge barrier for Deaf Māori…. we really feel blocked and that we miss out. There's a gap
there". The lack of access to Māori signs and signs for concepts that are integral to te Ao Māori impacted
across all domains, including his ability to fully participate at his local Marae.
Literature exploring Māori Deaf mental health is sparse, however Smiler and McKee’s (2006) discourse
on Māori Deaf identity, assists the reader in understanding the multi-faceted dimensions of identity
among Māori Deaf. 2009 research by Jansen et al. enriches insight into preferences and experiences of
Māori consumers of health and disability services within the health setting. Whilst trilingual interpreters
were used as part of the interview method to remove communication barriers, the presence of trilingual interpreters in day to day health appointments is extremely rare, and Deaf consumers are doubly
marginalised in this regard.
Friesen et al. (2016) provide a chapter on realities for the wellbeing of Pacific Peoples in Aotearoa. The
work lends valuable perspective to the interrelated factors which have created low health equity for this
community, including significantly heightened prevalence of mental health problems.
Pacific young people have a higher prevalence of mental health problems than the rest
of the population, they are twice as likely to suffer from depression and anxiety, and are
twice as likely to attempt suicide (p. 125).
The text from Tamasese (2005) builds upon this understanding via exploration of Samoan perspectives
on mental health and culturally appropriate services. The Samoan concept of self provides a theoretical
foundation for understanding the mental health needs of Samoan people and a basis for developing
appropriate services. Whilst neither of these texts directly address the specific needs of Pasifika Deaf
peoples, they help to alert the reader to the complexity of the two cultural worlds Pasifika Deaf inhabit.
There is very little literature about the needs of Deaf people who are part of other minority ethnicity
groups in NZ. Internationally, the UK Towards Equity and Access report (Department of Health, 2005)
discusses cultural sensitivities and the challenges of multilingualism for Deaf within the home
environment. The Department of Health stipulates that needs assessments must consider the
implications of cultural and ethnic diversity. Leigh (2010), an American psychotherapist with Deaf clients
from diverse groups, is also helpful in providing insight into the additional socio-political challenges for
Deaf who belong to marginalised cultures, and how practitioners can work to address stigma and
internalised prejudice.
Review of local context and current services
Despite the intentions and assurances of the Central Region DHBs laid out in Allen’s
2010 service closure letter, subsequent reports have revealed the same failings in
respect of interpreter use, and poor Deaf awareness among staff (Best and Allen
2014, Te Pou 2015, and Sainsbury et al., 2016).
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The repeated pattern of under-resourcing of Deaf mental health services, has further entrenched the
isolated position of Deaf people, and extended their sense of hopelessness and acute vulnerability
(Bridgman & Manning, Sainsbury 2009, 2001, Sainsbury & Coppage 2010). Combined with the lack of a
dedicated training pathway for those who are interested in pursuing work in this area, services have
been rendered unsustainable, obscuring Deaf needs, and limiting the untapped potential of specialist
service provision for Deaf New Zealanders (Coppage & Sainsbury 2011).
International stories detailing the very poor outcomes linked to system wide failings in the care of Deaf
people with mental health problems have been well documented, including the Daniel Joseph Inquiry in
the UK (McDonald, 2000), and the Inquiry into the care and treatment of Sarwat Al-Assaf (Downham, et
al., 2004). Resulting policy development has focussed on giving Deaf mental health services a higher
level of priority within the wider mental health and addiction context, setting standards for interpreter
use, training and vetting of staff competencies (Department of Health, 2005). These changes have been
supported by significant investment and ring fencing of funds for Deaf mental health services, alongside
the commissioning of new specialist Deaf mental health services, including the National Deaf Child and
Adolescent Mental Health Services (Wright et al., 2012)
Recent UK reports including, Sick of it; how the health service is failing Deaf people (SignHealth 2014),
provide personal accounts indicating ongoing challenges in the UK health care system for Deaf people,
however they also chart the positive impacts of advocacy and developments in provision. One Deaf
reported:
with an interpreter, I started to express my feelings and got carried away. I was referred
for counselling with three-way communication. My feelings and frustrations were still
held in my chest. But, when I met a Deaf counsellor I felt all my thoughts pouring out,
emptying the tension in my body (p. 2).
New Zealand specialist service development has not achieved the traction experienced overseas,
despite high profile cases reported in the media (Fitzgerald and Associates, 2010a, Ryan 2014; Reid (for
NZ Herald), 2018). Participants attending the 2015 national Healthy Deaf Minds Conference, commented
that the current model of service provision frequently delivers an “ambulance at the bottom of the cliff
approach to treating Deaf people, which must be replaced by targeted early intervention to provide
Deaf people with the opportunity to develop resilience, and to promote their own recovery”’ (Sainsbury
et al., 2016, p. 8).
Since closure of the Central region Deaf mental health services in 2010, a number of people within the
Deaf Community, including Deaf and hearing professionals who had worked for the former service,
raised concerns in relation to how DHBs would be able to cater for Deaf needs. National mental health
advocacy group, The Coalition of Deaf Mental health Professionals (CDMHP), was established in 2011,
alongside a further two collectives in Wellington. The findings of studies commissioned through these
groups have provided a picture of the painful reality for Deaf people in need, indicating little change
since the original Bridgman et al. (2001) study.
A consultation document (Sainsbury and Coppage, 2011), captures the views of some of the most
acutely affected by the Central region service closures in 2010 including ex-consumers, staff and allied
professionals.
many Deaf people do not want to use hearing hospitals or mainstream community
services, because they are insensitive to their needs, exacerbating their problems, so
they tend to keep quiet and tell no one, with devastating impacts upon their wellbeing
(p. 4).
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The Report of the New Zealand Sign Language Inquiry in September 2013 contains a number of telling
accounts which further illustrate the depth of unethical practice being undertaken with Deaf consumers,
and their acute powerlessness to intervene. Reports included a care manager conducting home visits
without an interpreter, instead writing notes to a Deaf consumer with high needs, a hearing support
person with limited sign language being used to explain treatment to a Deaf person in acute mental
distress, and a worker attending the home of a Deaf person without prior arrangement, using a thumbsup gesture, before proceeding to consult with family members (Human Rights Commission, 2013).
Clinician’s reliance upon those with sign language ability to act as interpreters, was highlighted in the
Coroner’s report in the aftermath of the Diane White murder in 2010. Christine Morris, who is
profoundly Deaf with severe and enduring mental health issues, was convicted of Mrs Whites’ murder in
2012, and sentenced to life in prison. Immediately prior to the offence, her mental health support
worker was used by the clinical review team to interpret for Christine’s psychiatric review (Ryan, 2014).
The clinical notes relating to the review, record that an interpreter was present, but this was an
incorrect reference to the nature of this support workers role with Richmond (NZ) Deaf mental health
service. The mental health support worker emphasised that she had felt pushed into being an
interpreter/translator for Christine in official situations such as psychiatric reviews, but that she was
very uncomfortable with this role. In November 2009 (the year prior to White’s death), the mental
health support worker wrote a letter to the HBC management expressing her concerns about being
expected to act as an interpreter for Christine. Whilst the DHB service Directors had responded to the
support workers letter, acknowledging the DHBs obligation to provide official interpreters for Deaf
people, this practice continued (Ryan, 2014).
A study by Best and Allen (2014), also focussing upon views of Deaf in the Central region, reaffirms the
acute power imbalance between Deaf people requiring support and the professionals charged with their
care. Best and Allen report that none of the Deaf interviewed were aware of any transitional plans to
cater for their needs following service closures, despite the assurance given by DHB managers.
those interviewed reported feeling left in the dark….and all reported they are not
currently accessing mental health services. The reasons cited were relationship
breakdown [no communication] between the provider and the clients, resulting in undue
stress on the consumers and their families. When consumers have tried to access
services, they reported it was unhelpful due to deficiencies in understanding of Deaf
culture (p. 8).
Best and Allens’ research found that most professional participants were unaware that Deaf people
faced challenges with literacy, corresponding with the findings of the Human Rights Enquiry (2013), and
subsequent reports by Te Pou (2015), scoping community needs in this area, and Witko et al., (2017),
exploring New Zealand Sign Language users access to healthcare.
The Te Pou (2015) report revealed little awareness among DHBs and consumer groups, of the unique
cultural and linguistic needs of Deaf people. DHBs reported the use of writing tools to engage with Deaf,
that services do not know how to book or use an interpreter, and that communication resources like
‘Let’s Talk’ are not used. Over reliance upon family members to help, and a lack of requisite knowledge
among assigned staff including interpreters, within the areas of both mental health and Deafness, were
considered barriers to effective practice. Furthermore, DHBs stated that irregular investment in Deaf
awareness training is ineffective, given staff turn-over and the low incidence of Deaf coming into
services.
Similarly, the Witko et al. study (2017) reported a prevalent view among mainstream practitioners, that
lip reading, writing notes, and family/friend ‘interpreters’ provide a fully accessible and reliable means
of communicating with Deaf patients. Eighty-seven percent of GPs who participated in the study thought
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that lip-reading was a successful and appropriate method of conveying information. Similar findings
have been reported internationally (Munro et al., 2005, cited in Munro et al., 2008, and SignHealth
2014).
The Queensland Best Practice Guidelines (Metro South Heath, 2018) make clear that interpreters must
be consistent, familiar with the linguistic nuances of patients, and knowledgeable on the topic of mental
health. The guidelines warn hearing practitioners unfamiliar with Deaf, of the pitfalls related to common
assumptions about Deaf needs.
be careful not to: mistake Deafness for intellectual impairment, assume that a Deaf or
hard of hearing person’s illness will manifest itself in the same way as a hearing person,
assume that engaging an interpreter will address the shortfalls of current assessment
tools and therapy styles (p.36).
Both Best and Allen (2014) and Witko et al. (2017), highlight that a Deaf patient’s ability to give informed
consent and to understand and adhere to treatment plans, hinges upon uninhibited access to NZSL.
However, NZSL interpreters continue to be used in an inconsistent and ad hoc manner and as Witko et
al. report: ”Deaf people often do not have the confidence (or are too ill) to question their care and
advocate for full communication. Instead they accept procedures with little understanding of what is
going on, often leading to considerable distress” (Witko et al. 2017, p. 59).
A study exploring preventable medical errors (Bartlett et al., 2008) found that patients with
communication difficulties were three times more likely to fall victim to medical mistakes than other
patients. Coined the “triple threat” (Schyve, 2007), Deaf people commonly have low health literacy,
experience cultural barriers and limited English proficiency.
Both Bartlett et al. (2008) and Witko et al. (2017) report upon the high vulnerability of Deaf needing
emergency care, where the likelihood of there being an interpreter at the time of admission, is
particularly low. In 2016, Deaf man, Kim Robinson had to wait 64 hours for a qualified interpreter, in
Whangarei, despite being critically ill.
Robinson said following what was happening through pen and paper made for "a
horrible struggle. It's like trying to communicate drunk when under heavy meds, or
severely affected by a medical event. The same article reported that in some cases,
children of Deaf patients have been used to communicate with hospital staff (Thomas
2016 for Stuff).
The 2015 Te Pou report refers to the raft of policy and legal statutes which establish DHB obligations to
provide equitable service access to Deaf people. They include the New Zealand Sign Language Act 2006,
The Bill of Rights Act 1990 and Human Rights Act 1993, the United Nations Convention on the Rights of
Children (2006), The NZ Disability Strategy 2016-2026, The Mental Health Act 1992, the Code of Health
and Disability Consumers Rights 1996, the DHB’s Crown Funding Agreements and the 2014/15
Operational Policy Framework. For example, the Mental Health Act, 1992 states: “‘A person’s mental
health state should be reviewed in the context of their culture. An individual’s cultural beliefs are key
components of assessment, and need to be incorporated into the individual’s assessment and
management” (Te Pou, 2015, p.9).
The Te Pou scoping study identifies inconsistent knowledge of these requirements, as they relate to
Deaf people across DHBs, with a direct impact upon the implementation of these statutes. Findings from
Witko et al.’s (2017) study in the Central Region, have been used to develop an NZSL Plan in the
Wellington sub-region, however this practice has not invoked the same response from other DHB’s.

24

CDMHP representation at the 6th World Congress for Mental Health and Deafness in 2014 in Northern
Ireland, led to a connection with UK based Deaf mental health consultant psychiatrist and service
development expert, Dr Brendon Monteiro. Monteiro, agreed to headline the first national Deaf mental
health and addiction conference, Healthy Deaf Minds Aotearoa, in 2015, following a similar conference
in Australia. The conference drew enormous interest, and was attended by 196 Deaf and hearing people
who attended in Auckland, Wellington and Christchurch in November 2015 (Sainsbury et al., 2016). Staff
from Deaf Aotearoa and Corrections also expressed an interest in attending, but were unable to do so.
70 people had attended the counterpart conference in Australia, including some delegates from NZ
(Deafness and Mental Health State-wide Consultation Service Newsletter, 2014), a testimony to the
level of local need and interest among New Zealand professionals.
When asked which aspects attendees would like to know more about, 79% identified training in the area
of Deaf mental health. A fifth of respondents wanted better information around assessment, diagnosis,
prevention, treatment and models of practice across the mental health and addictions field, and a fifth
wanted information about approaches for different groups (Bridgman et al.,2016).
The Healthy Deaf Minds Aotearoa Conference, Participant Feedback Summary (Sainsbury et al., 2016),
supported the findings of the 2015 Te Pou report, in naming workforce capability as a key deficit which
inhibits the development of equitable service access for Deaf with mental health needs. “Health
professionals feel unprepared to provide support as they do not have access to specialist support, and
do not see Deaf people frequently enough to remember or utilise previous training.” (Te Pou, 2015, p.9).
Attendees were unanimously supportive of the need for a nationally coordinated approach to specialist
service advocacy, acknowledged in policy frameworks including Mental Health Commission’s Blueprint II
(2012), and more recently in the Report of The Mental Health Inquiry (Allen, 2018), which advocated for
bringing together currently isolated expertise, alongside commitment to ongoing funding and
development of shared resources. To start the process, resources are needed to support consultation
with local communities across NZ and the wider health sector to identify priority areas of work and how
these might be addressed (Bridgman et al., 2016).
New Zealand’s’ limited experience and success in providing specialist services for Deaf people, demands
closer consideration of the components and structure through which international services models have
been successfully delivering equity of access and outcomes.
International models and features of best practice for Deaf people
The UK John Denmark Unit and Queensland’s Deafness and Mental Health State-Wide
Consultation Service
In Deaf friendly English the UK’s John Denmark Unit describes its purpose in 2020 as
the following:
JDU important what? Positive self-image, help see yourself in good way, improve
feelings of self-worth (self-esteem). Feeling good about yourself helps people to stay well
and to have good life in deaf community.
The UK Deaf child and adolescent services were designed to remove prevailing barriers to care for Deaf
children and their families, and structured to lift the capability of local health and social care providers,
by sitting in a care pathway alongside these services (Wright et al., 2012). The national network of Deaf
and hearing staff is able to communicate in sign language, supported by trained interpreters. National
coordination, multi-disciplinary teams which foster integrated cross-sector partnerships and
collaboration, alongside innovative use of tele-video conferencing, have contributed to the services
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success in improving outcomes for children and their families across the UK. Acceptance of referrals
from outside the health domain from any professional, has helped lift service barriers, whilst supporting
rapid access when needed (Wright et al., 2012).
Queensland’s Deafness and Mental Health State-Wide Consultation Service, despite vast differences in
terms of scale and cost from the UK based services, such as John Denmark Unit and the National Deaf
Child and Adolescent Mental Health Services share a complimentary value base, and perform a similar
range of functions. Their mission is:
To assist people who are Deaf or hard of hearing to access culturally-affirmative and inclusive
mental health care and treatment. This is facilitated through:
●
●
●
●
●

offering education and training to professionals and organisations
supporting mental health clinical staff and other service providers
support for Deaf and hard of hearing people accessing Metro South Mental Health as
well as other Hospital and Health Services
ensuring culturally sensitive and inclusive strategies for professionals providing services
to people who are Deaf or hard of hearing
Comprehensive consultation and liaison services. (Metro South Health, Service
Brochure, 2018)

Republic of Ireland Deaf mental health services
The Irish experience of service development described by Du Feu & Chovas (2014) is particularly
relevant to our experience in New Zealand, in terms of the similar population size of The Republic of
Ireland, geographical spread, and the history of difficulties in getting services established. In Northern
Ireland, services were initially delivered on an outreach basis, from a distance. 44 referrals were
received in a 3-year period, however when services were established locally, 125 referrals were received
in the subsequent 3-year period. The Republic of Ireland Deaf mental health service early experiences
were similar to those in New Zealand. “Evidence shows that when a service is established and trust has
been engendered the people will come” (Du Feu & Chovas, 2014).
As a point of comparison, The Republic of Ireland has two dedicated Deaf mental health services
comprising consultant psychiatrist, occupational therapists, mental health nurses, social workers,
support workers, and admin staff, whilst New Zealand has the equivalent of three full time support
workers serving a small segment of the upper North Island (Sainsbury, 2015).
US State Deaf mental health services
US Deaf mental health service design and implementation challenges. Three State-wide models of Deaf
mental health services in the US provide the framework for analysis, and examples reaffirm the
importance of attending to the unique profile of the population, establishing a signing fluent workforce
and coordinating specialist resources and funding to maximise outcomes (Critchfield, 2002, Gournairs et
al., 2010).
The impact of providing culturally appropriate community resources is perhaps most dramatically
illustrated by Deaf inpatient admissions rates in the State of South Carolina. Since the development of
these services there is no Deaf individual on an inpatient basis, most days. When an inpatient stay is
required the length has decreased from an average of 15-plus years to an average of 14 days.
Other models with populations of similar size to New Zealand
Overseas models support aggregated services. For example, the population of 2254 culturally Deaf
people around the city of Birmingham (2.3 million in 2007) have access to an inpatient unit that has 32.7
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staff. This unit is one of four units in the UK. Additionally, there is a Deaf community mental health
service, a six-bed and a four-bed 24/7 Deaf residential service, and a telepsychiatry service linked into
the National Deaf Mental Health Service based in London (Sign and BID, 2007).
Another example is Alabama (population 4.8 million) which has a hospital-based 10-bed Deaf mental
health unit, four three-bed Deaf residential homes (one for the deaf-blind), and a network of regional
Deaf mental health coordinators based in community mental health centres. This service is wanting to
further establish 10 foster homes of 5-7 beds each with four full-time staff plus night staff, backed the
central unit, a psychiatrist, psychologist and telepsychiatry services (Hamerdinger, nd, Hammerdinger &
Hill, 2005).
Virginia (8 million people in 2011) has a state-wide Coordinator for Deaf mental health, a Mental Health
Centre for the Deaf. adult residential and day programmes, outpatient and inpatient children and
adolescent psychiatric treatment programme, seven regional services each with a regional coordinator,
and six family and consumer engagement projects funded at $US10,000 each (Virginia Department of
State and Social Services, nd).
Each country will have different service needs and models that will be constrained by geography, the
centres of Deaf population and the structure of local health and mental health services, but what is clear
is that the resources needed for a reasonable standard of services to the Deaf community are far in
excess of the 1998 Mental Health Commission’s Blueprint formulation. New Zealand’s geography is very
stretched out, making telepsychiatry very important. Our Deaf population is centred around the two
schools for the Deaf in Christchurch and Auckland, with Wellington/Palmerston North being the third
major region of Deaf population. Our emphasis on hospital-based services may be much lower than in
Britain and some other countries, and there may be a need to have stronger community-based services.
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The Interviews
We present findings from nine interviews done in late 2017 and early 2018, with Deaf
or Hard of Hearing people who have significant experience of serious mental illness
and/or addiction problems (lasting for at least one year), and who have received
mental health and addiction services; two family members of older Deaf adults, one mother of a deaf
child, all of whom have had a recent experience of mental illness, or emotional problems; and one
vignette from a mother of a deaf adolescent. The ages of the participants ranged from 10 years (the
mother was the interviewee) to 67 years. Three of the participants were Māori, one Pasifika, and nine
were Pākehā or of European origin. Four participants had a cochlear implant.
The diagnoses attributed to the participants included schizophrenia, bipolar disorder, psychosis,
depression, anxiety, dissociative disorder, post-traumatic stress disorder, alcohol and other drugs
addictions, panic disorder, borderline personality disorder, and gender identity disorder. The services
used include Deaf, DHB community, Māori, Pacific Island, NGO, youth, and acute mental health services;
hospital and community residential services; vocational and art therapy services, consumer run services;
school counsellors, counsellors, and psychologists. Most services are Health funded, but counsellors are
Education and ACC funded. Included in this sample are Deaf recently paroled from prison and Deaf living
in cities across the length of New Zealand.
The research questions were:
1. What was happening when you first became aware that mental illness or a drug or alcohol addiction
might be a problem for you or for a family member? (Prompts: time, place, situations of difficulty,
worries, understanding of mental illness and addictions, reactions of friends, family, work colleagues,
doctors, support needed and found)
2. What happened when you sought help from mental health and addiction services (prompts: when,
who, communication, interpreting, support received, diagnosis, medication and, therapy
(counselling, occupational, skills training); what happened over time, programme plans, range of
services/support agencies, access issues, costs; how are you now?
3. What worked well with services and support and what wasn’t so good? (Prompts: services/support
agencies, family, friends, therapies/plans, individual professionals, interpreting, overall how useful
were the services)
4. What should be done to improve mental health and addiction services? (Prompts: refer to major
issues arising above)
5. Demographics (age, gender, culture, educational attainment, occupation, understanding and use of
speech and sign language, level of literacy, relationship to the Deaf person (family members only)
With two Māori participants and a Pacific Island participant a mihi whakatau or talanoa process in NZSL
was the framework for the interview (Rachel Coppage and Sarah-Marie Goodwin). Another five of the
12 interviews were done in NZSL (Rachel Coppage), videoed and transcribed/translated into English and
four were audio recorded (Catriona Sainsbury) and also transcribed/translated into English. Translations
were done by Rachel Coppage and Sarah-Marie Goodwin, or by accredited NZSL interpreters.
In this report no participant names or pseudonyms are used and minor changes to story elements and
contexts have been made, because in the small communities of Deaf, and the internet connected Deaf
world, identifying participants could be easily done from contextual information in many cases.

28

In the analysis of the data we looked at core thematic areas covering Deaf identity, family structure,
education, interpreting, assessment and diagnosis, and treatment and recovery. As much as possible we
have used participant descriptions to justify the themes that emerge in each of these six sections and on
many occasions the same transcript is used in more than one section, each time supporting a different
context. We have chosen to repeat the transcript rather than to refer back to its first iteration.
This research was ethically approved by the Unitec Research Ethics Committee in 2017.
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Deaf Identity
Introduction to Deaf Identity
Deaf Identity formation confirms a Deaf individual’s membership and identification
with the culturally Deaf community, where sign language and cultural heritage are greatly valued.
Attitudinal Deafhood describes the individual’s understanding of their conscious mind, liberated from
the colonisation which enforced the oralist teaching method that controlled Deaf Education all over the
world for at least 100 years, prohibiting sign languages to be used as the medium for teaching Deaf
children in schools (Lawyer, 2018). This colonisation was the product of societal attitudes reflecting
beliefs that speech and English were superior to sign language. The majority of Deaf individuals were
taught to idealise these values, and to dismiss the positive contributions made by Deaf community to
enhance Deaf wellbeing and sense of belonging.
There are stages of Deaf identity formation that support and scaffold the individual’s growing selfawareness in their Deafhood journey, from being colonised, to the liberation state of a balanced
bicultural identity (Ladd, 2005). This is where the individual is comfortable with who they are and who
they are connected to, in both the Deaf and hearing worlds and hopefully free of major mental health
concerns.
This section explores the connection between the suppression and distortion of Deaf identity and risk of
mental illness in the stories of 13 participants in this study. Deaf identity is personal, but is shaped by
community, both Deaf and hearing. The strength of the Deaf community will have a huge influence on
Deaf identity, and thus will be considered first.
Negative Deaf Community – friendship and stigma
Deaf friendship is often a key part of wellness and recovery, but most participants experience the
absence of genuine friendship in childhood. In particular, sexual abuse at a Deaf school, by children and
others in positions of responsibility in the Deaf community, has left a lasting scar on many of the
participants, making them ambivalent in their relationship with the Deaf community.
One participant was subject to multiple events of rape as a child, some perpetrated by fellow Deaf
students at a school for the Deaf. She remembers “for a long time being sad and hurt. Deaf were fighting
about me a long time ago. I was frightened and scared. They hated me ….. No one friends”. Later, she
was sexually abused by some of her “boyfriends”. She was one of two participants, first abused by a
school taxi driver. For the second participant, this led to her becoming a “blackout drunk - I was raped a
lot by people within the Deaf community”, including a “friend” of her mother. This “made it hard for me
to be involved with the Deaf community”. She did have “a few [Deaf]} friends”, to one of whom, she
eventually told her story, when confronted by the same perpetrator in a social setting many years later.
Even now, after years of counselling she feels that:
I just have to really look after myself. I can’t be myself - like sometimes I’ll go and feel
fine, and then start to drink and suddenly just feel uncomfortable and want to go home.
And I won’t know why. It’s hard. I prefer not to be involved with the Deaf community
much. I’ll only go every so often, because I want to look after myself and value myself.
But it’s really hard to find that balance.
For a third participant, “friend” was synonymous with her sex-worker mother’s clients. As a child she
wasn’t “allowed to make friends”, and in foster care she was emotionally and sexually abused. As an
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adult she became “very good at walking away from people… if I don’t want to know you, I just carry on
walking, I don’t even see you, because I learnt at an early age not to trust anybody”. In small Deaf
communities, like the one she lives in, backstabbing can be rife, exacerbating intentional hurt to their
members, whose relationships and connections can be complex, life-long and intertwined. She says:
You know they have their little groups, and they can be very violent, very back-stabbing,
very quick to take [umbrage]. …When a lot of people know that you are from …, they go
stupid, ..[it’s not just] a bit of ribbing every now and then, …they are outright hostile.
Another participant concurs. She grew up with her Deaf mother, sister and brother and hearing father.
She felt that “it is normal for Deaf people to talk about you behind your back. It was extremely painful
for the whole family. Deaf can backstab, and [her mentally unwell Deaf sister] could have taken it
seriously”.
In the Deaf community, one participant felt that he was resented because he had a cochlear implant and
because he can speak and lip read well. He recollects painful memories of attending school where he
was educated in a Deaf unit. “I was being bullied by the Deaf kids and the hearing kids”. He felt that if
the hearing community “were more accepting of me, I wouldn’t worry about the Deaf community”.
While another participant’s alienation also begins with an incident of sexual abuse as a teenager,
complicated by the stigma of being gay. This participant "never told my friends … who I am because of
the stigma. …. In the Deaf community if I say 'I'm gay', they are quick to judge.” As a result, he has been
uncertain about his own membership within the Deaf community - “I've been ostracised for a long time,
because people see me as different, and thought 'we don't need that sort of person' and gave me the
brush-off.” However, he is reluctant to blame the Deaf community for his situation. “I get it [prejudice]
from the Deaf community and from the hearing community, because there are barriers everywhere I
go”.
The participant who was born deaf but has never signed or had friends or contacts in the Deaf
community, has little of the ambivalence towards friends or members of her own community that is
found in the transcripts of the other participants. Her friends seemed to have remained friends, as do
her ex partners. This suggests that even if you're audiologically deaf, the feeling that you're part of the
hearing community can sometimes be a more direct pathway to a secure identity.
This has been true for a transgender participant who has found that there are one or two hearing
people that he can talk to about that journey. He believes that the intense physical abuse that he
suffered at the hands of a hearing family member left him with severe and permanent damage, but this
has not led to alienation from the hearing community, unlike the alienation of some Deaf participants
who have suffered abuse from members of the Deaf community.
Finally, we need to be reminded that it is the prejudice or audism from the hearing community that is
primarily responsible for the sense of identity fragility felt by the Deaf community. Audism is defined as
“occurring in all levels of government and society in the form of direct, indirect, and/or systemic
discrimination, and discriminatory behaviour or prejudice against Deaf people” (Canadian Association of
the Deaf, 2015). The belief by the hearing community that Deaf people are not very capable, underpins
why a hearing participant felt ”weird inviting my friends over” where they might interact with her Deaf
mother, and why none of the mother’s Deaf friends ever visited her hearing-controlled home. If the
daughter’s friends did come over, her mother “would stay in her room all the time”.
A second story exposes the fear of being Deaf felt by the hearing world, and their desire for a reduction
of the Deaf community. A participant, after becoming pregnant, was “told by two nurses I should never
have had children [as I would] pass on my disability and chances of mental health problems.” During her
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second pregnancy different nurses ”told me I wasn’t as deaf as I said, and could hear well, …[but] I
shouldn’t have children if I reckon I’m so deaf, cos I can pass it down and also my mental health
problems”. This story, or myth as it is, suggests that the Deaf community causes problems that the
hearing community has to fix. Another hearing myth is the perception and fear that Deaf people damage
the hearing community. One participant painfully recalls that “one of my sisters told me that if I wasn’t
Deaf [my parents] probably would have stayed together. I just thought really, they split because I’m
Deaf? Horrible!”. These are some of the features of audism. Others are noted throughout this chapter
on identity.
Negative Deaf Community – mental illness stigma
The challenge for the Deaf community is that even in the main centres “how small the community is”.
One participant found herself in a depressive slump after spending time in overseas.
I felt disconnected. I was isolated. I felt I was trapped because New Zealand is small with
all of the water surrounding us. Overseas has more flow. My friends [over there] were
good. Like always coaching, asking me questions, I asked them questions, exchanging
information. Their thinking is similar to mine. Here I think no one thinks similar to me. I
came back feeling like a different person. Inside I was changed. No one could understand
what I'd be feeling, what I'm missing, so it had an impact. It was hard. Things went
downhill…
This provincial sense of isolation and intolerance increases when Mental health becomes the topic. As
one participant says:
I know some Deaf people have mental health issues, but I don’t see them talking about
it. I feel like this is stigma, and still feel that they are seeing me [like that]. I'd be happy
to openly say 'Yes, I have depression and anxiety', but I feel people will look at me
differently, will [wonder] if 'I'm still capable'. Yes, I have it, and it can sometimes affect
me really badly, but it doesn't mean I'm always like that. I can be better.
Another participant wonders who else apart from her “has mental health issues?” She only knows of
one, and is not sure whether they “are happy to share or trust?”. She thinks that “it’d have been good if
we could talk about it, but … I understand if they want privacy, the same as I want privacy” The Deaf
community needs to have “someone to look up to, kind of, or to have someone who can understand”
what people who are struggling with mental health issues are feeling.
One of the carer participants agrees that this issue is “really important” as she has found “it hard to talk
about mental health because Deaf people see black or white, this or that. They don’t say, ‘How can I
help?’” However, she, herself, admits “that I never knew [what mental illness is]. I have a member in the
family who has mental illness, but I didn’t know”. Her friend, a mental health nurse, “had to explain [it]”,
and this has helped her understand the nature of mental illness and to gain confidence to speak about it
in the Deaf community.
Some participants want a programme of psychoeducation, to combat the harmful assumptions of most
Deaf people, because of the lack of resources and information available in NZSL. One of the men thinks
“there's lots that the Deaf community needs to be educated on: about Deaf mental health; things
happening in life: emotional development; the development of how to understand and process
information”. Another participant argues that more could happen now if key agencies for the Deaf took
mental illness more seriously. A suggestion was made to a Deaf organisation to run “a well-being
workshop”, but the response made some feel that the organisation “looked down at that, and thought
'mental health and well-being. What's that for? I don't need that. What do people need that for?’” Deaf
who have experienced mental illness think “it is important, but other people don't”.
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One of the women puts the issue of education more bluntly, particularly in relation to men. “Most Deaf
don’t know what ‘no’ means [in a sexual context], they just keep going. But it’s serious. But maybe that’s
because they haven’t been taught that as they’ve been growing up.” She stresses the value of
psychoeducation within the community, empowering Deaf people to protect themselves and share
personal stories safely, as part of collective healing and retention of culturally Deaf values of deep
bonding and social identification for positive mental wellbeing.
She gives a warning that patriarchal stereotypes and toxic masculinity may be prevalent, and that Deaf
women are more aware of this problem than Deaf men, and are choosing to
go off and have better relationships with hearing people instead, because there is
respect involved. The women get to experience more positive things. If you stay within
the Deaf community it can feel like it’s the same thing every time, it gets a bit boring.
She suggests “ a ‘men’s shed’ discussion group to educate people” about sexual abuse and mental
health and wellbeing.
The resources put into helping the Deaf community understand how vulnerable they are to mental
illness and what they can do to protect themselves are minimal. The awful consequence is that in the
absence of services (another form of audism) to promote the understanding of the causes of mental
illness (Deaf colonisation and oppression, Deaf invisibility, abuse of Deaf people, Deaf poverty) and the
need for early intervention for Deaf, may lead to increased distress and illness. The stigma of mental
illness felt within the Deaf community, is a product of this stew of marginalising forces and the
internalisation of the discrimination experienced by Deaf people.
Negative Deaf Identity
A negative Deaf community, as we have argued, is debilitating to one’s mental health, as sufferer’s
acceptance of a Deaf identity is predicated by a cultural and audistic assumption of low self-worth. This
may lead to the idealisation of hearing and speaking, believing that if Deaf could become thus
“normalised”, they would be valued by hearing people. Their desire to separate from the Deaf
community can create social isolation, and even ostracization, increasing their already fragile state of
mind and vulnerability. They can go from a fragile Deaf identity into limbo.
We can see some of this transition in the story of the participant with the cochlear implant. When he
just had a
hearing aid, some Deaf didn’t like me anyway because I could talk and have an aid, so I
thought I might as well get a cochlear implant, because the Deaf community doesn’t
really like me anyway, and I thought maybe I will fit in more with the hearing
community, but nothing has really changed.
But it's not so straightforward, because over time he felt that he was “more accepted in the hearing
community”, but the problem was now that he also wanted to be accepted by the Deaf community “some Deaf see me with a cochlear implant, and they think that makes me hearing, but it doesn’t”.
Other participants described the conflict that they experienced because of their ability to communicate
in both the Deaf and hearing worlds – the ability to be bilingual - a supposedly positive stage of identity
development. Firstly, for one participant, at “mainstream school growing up, I had two hearing aids and
always spoke. At home, I'd sign, but at school I'd speak. I had an itinerant teacher, but I still spoke to
them and they signed to me. It was strange”. Later at a school for the Deaf she was
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talking at home with my parents in Sign. At school I signed. I knew I was Deaf, but I
didn't feel Deaf. Inside, I decidedly didn't feel Deaf. Not really. At that time, I was a little
“d” deaf ...I still had lots of identity issues, like, am I hearing? Or hard-of-hearing? Or I'm
a little bit deaf? Or capital “D” Deaf? Which? [of those].
Changing back into a mainstream high school, she was patronised for her hearing and speaking skills
(another audism process)
plenty of people told me I acted like a hearing person” [as a compliment]… so maybe, a
hearing person's better than a Deaf person … I still felt hearing in some way. ….I think
just for high school years I was trying to navigate between both worlds around then,
hearing, Deaf, small d, big D, hard of hearing, which?”
And behind it all, the pressure to deny one’s Deaf identity. “[they would] always say I was like a hearing
person.. 'Oh, you're Deaf, but you look hearing'. Always say that.”
In the case of another participant, with good speech and an ability to hear, the reverse applies. She feels
frustrated because many in the audistic hearing world will not accept that she is Deaf.
If I go in and say, ‘I am Deaf’, they should automatically accept that I’m Deaf, I don’t
look Deaf, I don’t sound Deaf, but I should be accepted as Deaf, coz I am Deaf. In that
case they need to give pen and paper and write things down, and because I enjoy
signing and I can follow Sign, they should get an interpreter.
It's not as if this participant does not value her abilities to hear and speak. In fact, she feels resentful that
more was not done to improve her hearing as a child – “they knew that there was hearing loss in my
family. They should have known that I was hearing wrong, and done something about it”. But after she
got her first hearing aid even her mother was surprised at how deaf she was.
I was standing at the kitchen window and there was one of those big palm trees out the
window and there were hundreds and hundreds of birds, and I was just standing there.
…Mum said, “what are you doing” and I said, “I’m listening to the birds”, and she looked
shocked and said “I didn’t realise you were so deaf”, so that opened her eyes…. Because I
speak well…., people say Deaf people don’t talk properly.
What has been most galling for her has been the audistic response of mental health professionals who
insist that Deaf conform to the hearing community standards or are unwilling to accommodate
someone's auditory needs. Every time she has been in hospital, they “tell me I can hear perfectly fine,
and when I asked them to use pen and paper they said, ‘you can hear’”. If she tried signing “a lot of
them, they would just look away and walk off, they didn’t want to know about it”. She finds hearing
over the phone difficult, and ”when I’ve asked someone to make a phone call, I’ve … been handed the
phone to use, and they have said I’m perfectly capable to make a phone call”.
When she is doing stone carving at a community mental health programme, she takes off her hearing
aids because
I don’t want noise, I like quiet …. and I’ve been told to go home because they can’t talk
to me, because I can’t hear. One moment they are saying I’m not Deaf, and then they
are sending me home. I was talking to someone, and I said, ‘I’m Deaf and if I don’t want
to wear my hearing aids that should be my choice’, and she agreed with me. …I said ‘so
why have I been told to go home’, and she said [it was for safety reasons]. There are
people there who are blind, and they accommodate those people and they should
accommodate Deaf.
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Her Deaf identity has been hard won because as a child “I used to get made fun of …and I couldn’t speak
properly, people used to make fun of my voice, and then for ages I didn’t want to talk, I was too scared
to talk as I hated my voice”. She enjoys switching her hearing aids off, and resents that people “get
angry at me for being me, because I am not fitting into their world to hear”.
All of these stories involve cochlear implants and hearing aids, and address the essentialist argument
that Deafhood in no way excludes Deaf who can speak and hear well in some circumstances but prefer
to use sign language in other circumstances (Kusters & De Meulder 2013). To some extent this assertion
has been challenged by the hearing community, who see cochlear implants as eliminating the problem
of deafness, and the Deaf community who see them as destroying their culture (Denworth, 2014). One
carer’s story reflects on her young son’s journey, made complicated by adult role-models, both positive
and unhealthy, depending on their own attitude toward Deafhood.
When he first started school, because he started with quite a few kids that he'd been to
kindy with, so they all knew, they knew him, they knew his ears, his cochlear implants,
they knew his signing. He had a wonderful Deaf Resource Teacher … and he had his
whole class learning his sign with him. It was really good. He really thrived.
But things changed – some resources were withdrawn (another feature of audism). He subsequently had
three years of a Resource Teacher of the Deaf that didn't sign … [and] as he's gotten older, he
has been more and more reluctant to stand out as anything different. He's a kid, he doesn't want
to be different to everyone else. And he very much identified himself as a hearing kid. I'd ask him
if he was Deaf, and he said “No, I don't want to be Deaf'. He does very well with his cochlear
implants, but is very disinclined to say if he doesn't hear, if he missed something. He's really
struggled up to this point.
It wasn't as if the school and his “wonderful” teachers weren't trying. The son was experiencing the
same dismissal by the hearing world of the Deaf world and his potential Deaf identity as we have seen
described by the adult participants above. His mother provides a compelling description of how this
occurs.
I think the biggest trouble, and we've heard it so many times that I could just scream, is
people will say 'but he speaks so well', so they forget he's Deaf, and they get this awful
propaganda that goes around saying that the cochlear implants are magic, and he's now
hearing. People get caught up in that, and they don't realise that he still struggles, and
he still needs people to be looking at him, and he still needs to be able to see to lip read,
loud noises that don't help, so they kinda just think he’s fixed, and he doesn't have the
confidence to say when someone is talking at him 'actually you know what, I can't hear
you, I don't know...'
Positive Deaf Community
Deaf Club, the heart of the Deaf community, is the second home for many Deaf community members to
meet, socialise, share information and to empower each other in making good decisions that can
improve their lives. Belonging to a group of like-minded Deaf people gives them status and the ability to
pursue personal and political interests for recreation and the development of Deaf language and culture
Five of the participants commented on Deaf Club’s role in making new friendships and sustaining lifelong friendships from their school days. They commented on how important Deaf Club was, and is, for
their wellbeing, their sense of belonging and acceptance and for accessing and sharing information to
‘survive’ in our daily life challenges. One carer describes how her mother got into a relationship with a
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Deaf man through Deaf Club: “When you know that the Deaf Community is such a small community. …
You know they were actually very lucky to find each other and to fall in love.” Another carer (a CODA)
says that “really Deaf Club was my second home, going there all the time. I loved meeting people”. Two
of the participants either had key roles on Deaf Club committees or had a family member with that role,
and for another participant, Deaf Club was a place where he could talk to other Deaf people with mental
health issues.
For two participants church has been a valuable source of community support. One participant’s pastor
asked her
“how would you feel about us doing some sign language classes?”, and I said, well if you
can get a tutor, … and then the next Sunday in church [it] was like, “what?!”, and now
we have sign language classes on a Thursday!
The sister of one of the carers attends “two churches, one Deaf and one down the road, the hearing
church with an interpreter. She goes to one in the morning and one in the afternoon. She has… friends
and people to help her from both churches”.
Informally, of course, Deaf people have strong connections and friendships with other Deaf people, and
this is an important feature of Deaf identity. All the participants talk about friends and friendships,
particularly a Pasifika participant whose transcript accounted for one quarter of all the occasions when
friendship or friend/s were named. She talks about her experiences with her sometimes hard drinking
friends, friends that give her “smiles and hugs and chit-chat”, with whom she can share the joys of being
a grandmother, and who are supportive of her in the challenges she has with her Deaf and hearing
voices. However, some of her friends helped her become an alcoholic, and at times her “Deaf friend was
putting me down”, and she had to cut ties with some of them. In her later life she is “meeting all my
friends again. Sign language! Hugs!” Deaf friendship was the vital ingredient for another participant in
getting help to recover from her traumatic experiences of abuse. She was able to tell “the whole story …
to my Deaf friend who was shocked … and [insisted] that I actually needed to go and see a doctor for
some help”.
Positive Deaf Identity
Positive Deaf Identity is the proud acceptance of your own status as a culturally Deaf person, and
maintaining healthy and meaningful social connections in the Deaf community, as an active member. It
relieves the common struggles a Deaf person has to endure in an everyday society that often
misunderstands Deaf culture, and helps us feel grounded and resilient, as a ‘survivor’.
Being a Deaf parent or grandparent of a Deaf child, creates a long view of Deaf culture across one or
more generations. One participant’s confidence in her Deaf identity has soared, upon becoming a
grandmother to her Deaf granddaughter. She describes it as a transformational experience:
I stopped abusing [alcohol]. I stopped being violent. I love my granddaughter; I look after
her. She is deaf and I hug her with affection. I like it…. I say to my friends, too, about our
Deaf granddaughter. They say Wow! Very good. My ex told my friend how much I
improved, and the friend told me that he said that our relationship used to be bad
before and now it’s much better, improved.”
It has boosted her self-esteem and increased her confidence, as if the granddaughter gives her
validation and acknowledgement of their Deaf ties.
The mother of the young son describes her son with two different identities, subject to communication
and language use. He predominantly uses speech with his hearing parents and siblings, and Sign with a
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close Deaf adult friend. At family ‘voice-off’ dinners, he is reluctant to sign wholly, which seems ironic.
However, Deaf identity development studies (McIlroy & Storbeck, 2011) indicate that this can be quite
normal, given that there are stages for a person to process, from conformity (to majority/hearing
culture), through dissonance, resistance, and immersion, to introspection, and awareness.
The mother points out that her son, and a Deaf male adult friend could converse with each other with
such ease, that she recognized her son ‘coming out’ of himself, and this had a wonderful flow-on effect.
She recalls a memorable conversation between them in the car one day, when her son was asking the
friend “’If you could hear, would you? Do you like being Deaf?’ I was like woah, OK that's not a
conversation he's ever had with me, or could ever have”.
The shift to a more positive Deaf identity occurs when Deaf are supported by signing professionals. One
participant has always wanted to learn sign language. Her Community Support Worker signed with her,
inspiring her to acquire sign language from her, and consequently through the sign language dictionary
and the internet – “I love Sign” she says.
Being freed of ‘home-town’ expectations, and being able to take things in from a different perspective
can also create a positive shift. One participant spent time overseas, and through meeting Deaf people
from different parts of the world, she discovered her identity and felt empowered:
It's changed the way I think, the way I feel. It's taught me so many different
things…Reflecting [on this], I see myself as someone who has skill. It's brought me out of
myself, out of my hiding. Looking in the mirror, I can say ‘This is me'.
The positive effects since the acquisition of her rightful identity are still felt today.
[It] has helped me understand I need to look after myself, to put myself first; that … I like
to have someone to talk to if I need. It helped me understand so many things. I will talk
endlessly about it.
Deafhood and culture of origin
Deafhood doesn't just exist within the context of hearing. The Deaf biculturalism that Ladd (2005)
promotes, exists in New Zealand within te Tiriti Waitangi framework and a cultural context that
includes many cultures that make a significant contribution to the New Zealand population. No Deaf
person is simply Deaf, they are Pasifika Deaf, Māori Deaf, Pākehā Deaf, and so on, and for good or ill
their first culture, the culture of their parents, is almost universally hearing and frequently more than
singular.
This project did not specifically try to address the issue of identity, across the many hearing cultures
that Deaf emerge from, but it is clear that three of the Māori and Pasifika participants, identify with
their cultures of origin, and want to be part of them. The Pasifika participant draws her many friends
from both the Deaf world and the world of her Pasifika culture; she lives in a home that has four
generations, including her mother and her deaf granddaughter; and she enjoys the support she gets
from the two Pasifika mental health support staff who she regularly sees. The Māori participant who
signed a karakia at the beginning of his interview, and who had a year at in a kaupapa Māori classroom,
wanted to be able to access his whakapapa, and was looking forward to his Māori Deaf girlfriend
coming to live with him.
For both these two participants, their cultures of origin have been a useful and probably powerful force
in their recovery, but for the Māori woman who had one of the worst experiences of abuse as a child,
and the most challenging experience as an adult, with CYFS uplifting her children, it seems that she was
marginalised and oppressed as much for being Māori, as she was for being Deaf. The issue of culture/s
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of origin did not come up with the third Māori participant, possibly because the identity issues that he
was resolving were to do with being Deaf and being gay, and that was enough.
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The Family System
Deaf/Hearing Impaired diagnosis
Ten of the twelve core participants in this study, were either born profoundly Deaf, or
became profoundly Deaf pre-lingually. The remaining two participants experienced a
gradual deterioration in their hearing, and reported that they had significant difficulties in accessing day
to day communication by their teenage years. One of these participants moved into state care, and did
not receive audiology services and hearing aids until the age of 15. The other did not have access to
testing or assistive technologies, until later in life, at which point they were not very effective (“It’s
whistling” she says of her hearing aid).
After completing the interviews, we were contacted by a mother of a teenager with mild to moderate
unilateral hearing loss. She provided us with a narrative of her family’s journey which we have added to
the study in these first two chapters on the participants' responses, because the needs of teenagers
have not been otherwise included. Whilst this study is primarily focussed on the needs of those who
depend upon New Zealand Sign Language to communicate, we felt that this account should be included
as it illustrates the precarious position of families with children with mid-range, aidable hearing status.
Becoming Deaf
As we have stated in our introduction, Deaf with a capital D refers to a person of Deaf culture for whom
sign language is a key means of communication. Most Deaf People are born into hearing families that
are not connected in any way to Deaf culture, and have no experience of using sign language, deafness,
and being of Deaf culture, with the former referring to hearing loss. Being able to hear does not
necessarily mean that you can easily understand speech. Many of our participants have some hearing,
and five have cochlear implants, but with one exception all have turned to NZSL in order to have a
greater fluency of communication and, ultimately, connection with Deaf culture.
The process of becoming Deaf, of recognizing one’s identity as a Deaf person, can be very painful, and
have major implications for mental health. One account describes how the loss of hearing in early
childhood impacted on her.
My mum was sick when I was born, and when I was 5 my hearing changed because of
it….for the first time I was hearing, but it went wrong. Gosh, I remember it was really
sad when I changed, and became deaf. I wished I was hearing, but I’m Deaf now, and
can’t change that.
One participant attributes her deafness as a causal factor in her parents’ separation saying that “They
split up when I was three. one of my sisters told me that if I wasn’t Deaf, they probably would have
stayed together. I just thought really, they split because I’m Deaf!” This account and the interpretation
of the impact of diagnosis, highlight the acute stress which can be experienced by families, upon
learning that their child is deaf, and of the susceptibility of Deaf children to internalise and take
responsibility for parents’ and siblings’ negative emotional responses.
Communication barriers both at home and at school, pervade the narratives of participants in this study.
Ten out of 12, were born into hearing families, in which spoken language was the primary means of
communication, not readily accessible to the participants. One parent held a strong intention to become
fluent in NZSL, but this was hampered by the availability of people to teach them how to sign. Bad
professional advice made it worse for some – “my parents were told to teach me to talk first and not
sign, as it would make me talk better, but it did the opposite, as I’m not fluent [in speech] … [and]. I
can’t sign properly” says one participant.
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For the older participants, 45 and over, oralism was the only method used in schools to teach Deaf
children. Only two attended a local mainstream school, and one had no exposure to NZSL. Her father,
who had no other options available, “drummed English [and lip reading] into me… I think my father was
a good teacher, and he rammed into me what was what, and that’s what I had to do”. The other
participant, who also went through mainstream schooling, did not have access to supportive parenting.
She remembers her first day at her foster home as a four-year-old, being hit by her foster mother
because she “refused to call her ‘mum’”. Her early connection with signing was through her dad, who
was Deaf, but was largely absent from her upbringing.
Despite the absence of NZSL in their formal education, it has become the preferred language of the four
other participants in this group. Their attendance at schools for the Deaf, supported their proficiency,
because even though NZSL was banned from the classroom prior to 1979, it was used prolifically by
attendees, out of teachers’ sight. One in this group, had a further advantage of having a Deaf mother
with some NZSL skills and siblings who signed fluently.
More typically, for another participant in the same age group, development of NZSL and the quality of
relationship with her children, were both compromised by growing up and living as an adult in a
household where spoken English was the dominant language, and where she was pushed to the margins
of family affairs. The daughter feels that the resultant mix of spoken and loose signed communication,
which she and the mother continue to use today, has been a barrier to meaningful interaction. They
have “very basic conversation, because my vocabulary and her vocabulary are very limited”. There has
never been an opportunity for a mother/daughter relationship with my mum. It has
never been a possibility. There have never been any supports put in place for her to be a
mum. She may have had more fulfilment if she had been able to do more for us.
For the younger adult participants, descriptions of strained family communication, high levels of
frustration, isolation and vulnerability are common. One said that from about the age 5 “I never
communicated; there were always communication breakdowns. I was very quiet. I had no one to talk
to. People would talk to me; I could not talk back so I was silent”. Another said his family “didn’t sign
and my parents didn’t understand Deaf”. This feeling of invisibility pervades a third participant’s
comments. Her family were “staunch believers in TC [total communication]”, but
it was a hearing environment so there wasn’t really any communication between us.
Everyone would talk away over dinner…, but I felt really left out. Nobody seemed to be
concerned about how I was, or how my day was, nobody really asked … I didn’t feel like I
had much love growing up.
Total Communication (using NZSL and English at the same time), was brought into Deaf education as a
concession to the need for teaching in sign language. Total Communication was replaced by teaching in
NZSL in 1996. This meant that six of our participants should have had access to NZSL in the classroom at
either a school for the Deaf, at a Deaf unit in an ordinary school, or a support teacher in a mainstream
classroom. However, as one mother has recently discovered, the teachers in these schools and units
were not always capable of communicating in NZSL.
Having to manage a third language alongside English and NZSL created an additional stress for one
participant. A Pacific Island language is her family's first language, and whilst she uses NZSL, her
experience of hearing voices features all three languages, however NZSL “voices” are clearer to her – “If
they are talking fast, I would not understand them. If they talk fast in English, I don’t understand. If they
speak fast in Islander language, I don’t understand”. Other participants were also trying to straddle
three cultures. As well as going to a school for the Deaf, one spent his last year of high school in a
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kaupapa Māori classroom where he was “an excellent rugby player, and helped the school win games”.
However, when his Māori mother died, he said that although he “was close to her…, I don’t know her iwi
and whakapapa. I can’t hear, so I don’t know”. For him, there was a double sense of loss, and his journey
is not just about becoming Deaf, but about becoming Māori Deaf.
More recent changes in the Deaf education system, and a more positive approach to Deaf culture by
professionals, have improved the support for parents of children with deafness and hearing loss who
have identified as Deaf. However, even with positive and supportive parents, the struggle of Deaf
children for connection and identity can be intense. A parent writes about her daughter:
[her] hearing loss journey has been an emotional roller coaster for both her and us as a
family. A late diagnosis [of mild to moderate hearing loss] and four surgeries in four
years (the last reconstructive surgery failing), have taken both a physical and emotional
toll.
She describes her daughter’s immense struggle with coming to terms with hearing loss, managing
communication needs and navigating through formative experiences and transitions on the periphery of
the hearing and Deaf world:
On being told last year that she would have to wear a hearing aid for the rest of her life,
it was devastating for her. [She] ran crying out of the audiologist’s office, and shouting
that she just wanted to be normal. [She] was struggling as a teenager to work out where
she fitted in life and her identity. She felt she didn’t belong in the hearing world, due to
her hearing loss, but also didn’t belong in the Deaf world, as she could still hear with her
left ear. Emotionally she was damaged.
She hated wearing her hearing aid, as it made her not normal. But she struggled without
it in noisy social and school environments to hear. She lost her confidence, and her selfesteem was low. {She] took a drug (morphine) overdose in March at School. She nearly
died. In hospital she told the mental health crisis psych team that she did it to take away
the emotional pain.
Despite being sensitive to the issues of Deaf culture, the possibilities of sign language, and working “as a
family, … [to do] our best to emotionally support [her daughter]”, the mother was “often not knowing
what to say to her, or how to emotionally help her. All the while we, as her parents, were struggling to
come to terms with this ourselves, and what this meant for her future.”
Unlike this mother, who had no NZSL, no exposure to Deaf culture or Deaf education, the mother of the
young boy with a cochlear implant had had some exposure to all these, and thus was much more
prepared for the challenges that were to come. Her feelings of grief and loss weren’t about the cultural
and communication chasm that might emerge between the family and the child, but about the trauma
of identity her son was facing with his peers.
She reports that her son “very much identified himself as a hearing kid. I'd ask him if he was Deaf, and
he said “No, I don't want to be Deaf', He'd get himself very, very upset”. Despite both parents' proactive
initial response, the limited availability of NZSL teaching resources to support their commitment to
becoming NZSL fluent, was a painful early realisation. This mother felt that the lack of family NZSL
learning opportunities directly impacted upon her son’s language development, and was a significant
stressor for the family: “we were only learning Sign at a much slower pace than he was needing it, so his
language was quite delayed”. She also recounted feelings of being overwhelmed by the plethora of
practical demands following diagnosis, whilst feeling guilty in her struggles to balance these new needs,
alongside the needs of her other children.
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The first year was cochlear implants, going to Auckland every fortnight, and there was
always that awareness that the other kids were missing out on things. I think a lot of the
time, you know, I would get very stressed, and we'd just feed off each other.
One participant was born to two Deaf parents. NZSL was the natural language at home, however her
identity and language use remained in a state of flux. Negative peer appraisal of her hearing status at
primary school, and further deterioration in her hearing as a teenager, impacted upon her fragile selfperception and choice of language modalities.
I didn't speak a lot. I remember when I was at mainstream school growing up, I had two
hearing aids, and always spoke. At home, I'd sign, but school, I'd speak. I had an
itinerant teacher, but I still spoke to them, and they signed to me. It was strange. … I still
had lots of identity issues, like, am I hearing? Or hard-of-hearing? Or I'm a little bit Deaf?
Or capital ‘D’ Deaf? Which? I knew I was Deaf, but I didn't feel Deaf. Inside I decidedly
didn't feel Deaf. Not really. At that time, I was a little ‘d’ deaf. … Plenty of people told me
I acted like a hearing person. So maybe, a hearing person's better than a Deaf person. At
that time, I was undecided and unsure of which of both worlds I fit into.
The young Deaf boy has similarly battled with identity issues, particularly linked to a disjointed linguistic
environment at home and school. His mother described the emancipatory impact of having regular
contact with a fully signing Deaf adult and his Deaf children. This interaction with a signing adult role
model, has opened up a safe space for the boy to explore Deaf identity, and has served to alleviate the
frustration associated with being the only Deaf child at school, where missing out on incidental
conversation has been a daily reality – “he's really come a long way in the last year having that. He's
been able to have conversations with another person who is Deaf and who gets it, and he seems to
really come out of himself”.
However, another cycle of language isolation and distress can start for the adult Deaf, trying to
communicate with their hearing children. A Deaf mother relies upon her daughter to translate written
information, letters, and phone messages, because written English is not readily accessible. She is
shamed, feeling like a child in terms of this ongoing dependency and distant from her daughter.
I ask my daughter, ‘Excuse me. I forget. What is this for? What does it say?’ She reads
them for me what they are for, and she explains clearly. I understand clearly, but inside
my head I feel embarrassed. My daughter doesn’t understand me a bit in Sign.
Whenever I want her help, I stop myself, and behave politely and quietly. I don’t much
talk with her.
Family system and related socioeconomic stressors
We have shown that the process of becoming Deaf, of establishing a Deaf identity, and of having
anormal and healthy level of communications with family and peers is fraught even for the children with
supportive and signing parents. The communication challenges exist alongside a complex web of multidimensional, socio-economic stressors within the family system that are additional sources of trauma. A
summary of these stressors follows.
● Five participants experienced the death of a parent, sibling or child, during adolescence, and one
older participant was also profoundly affected by the grief of losing a parent, who had been her
principal support.
● Four participants experienced the separation of their parents during their upbringing, and three, who
were raised in households with both parents or care-givers, lived in a hostile or unstable
environment.
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● Three participants had parents with an AOD issue, and a fourth participant’s parent had chronic
health problems.
● Nine of the 13 participants were abused, seven sexually, as children. We will address more fully the
experience and consequences of serious abuse in the following section.
● The stories of nine participants indicate the strain of financial and social hardship.
● Ten participants in all, were affected by one or more of the issues discussed here. Some of those
traumatised by abuse, experienced additional childhood trauma, with life-long impacts. There is little
in these ten testimonies to indicate that any resources were offered to help them navigate these
acute periods of stress and vulnerability.
● With the three youngest participants, none of the above apply other than one chronic health issue
and parental separation being part of all their histories.
Because her Deaf mother had alcohol and drug issues, one participant at the age of four was taken into
care. She vividly remembers the trauma of being uplifted from her mother’s care, and placed in the care
of an emotionally and physically abusive foster parent
I remember the day that I got dumped there, yeah. They turned up at the house, and my
mum was holding my sister and I was standing beside her, and a big lady came up to
take us, and mum didn’t want to let us go and we started crying. Then another lady
came, and they basically just dragged us and put us in the car. They never said a word to
us, and they took us to the foster home, and they spoke to the lady there and they said,
‘we will see you in a week’, and we never saw them again. … Then me and my sister
were standing outside and they were all going inside, and we didn’t know what to say. …
I wanted to go, and I didn’t know what to do with my sister. If it was just me, I think I
would have left… She said we had to call her mum, and I said, ‘no, I have a mum’, and
she got angry, and we went inside. … I was still refusing to call her mum, and she
showed us some paper bags half full with clothes and said that’s all we had, the clothes,
and then she said ‘no, they are not your clothes, they are the Governments clothes, the
Government bought them for you, because there’s no one else that’s interested’… I still
refused to call her mum, so she got one of the kids to get the fly swat and used that on
me. She used the handle.
This was the beginning of a cruel relationship that lasted until she left her foster home.
A second participant’s mother also had AOD issues, and separated from her partner during the
participant’s childhood. With an unstable family life, she left home at a young age, however the legacy
of her upbringing, resulted in the participant experiencing multiple instances of trauma and personal
loss. She bore a child out of rape, and later endured the profound grief of losing a second baby. Her
sister and closest support suffered addiction problems, and died at a young age. These losses occurred
within a 6-month period. Very little support was offered as she navigated this harrowing string of events
essentially alone.
This next story has many of the same themes - her father, who taught her how to lip-read, died when
she was 13, she left school at 14, and fell pregnant at 15. She left home, and with limited means, was
forced to adopt the baby out when she was 16. This participant went on to adopt a son herself a few
years later, but lost him to suicide. There is no indication in this participant’s story that she received any
support to help her process these deeply upsetting events.
In contrast, the next participant, abused as a child, rejoiced when her father left the family home - “Yay!
My parents divorced. Yay! I was so happy! … I knew my father was a real liar, and lied to my mum. I was
so shocked. I hated him so much!”.
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Another participant, abused as a child, had a chaotic young adult life. Four out of five of her children
were taken into care. When her last baby was taken into care, she expressed her despair
It is so, so, so sad for me that we can’t see each other! I was always asking CYFS if I could
see baby, but no. …. It’s so mean that I am not allowed to see [baby]… [The father] is
involved with CYFS, and I’m left out of it. ...Wall after wall after wall, I have tried with CYFS,
but it is so stressful.
Traumatic grief and loss are also present in the lives of the adult male participants. Two participants
both lost their mothers, with whom they had a particularly close bond, at critical stages in their life. For
one, his mother’s passing followed the suicide of a close confidant, to whom this participant had
disclosed the longstanding abuse that he had suffered.
I had accessed a support group …. They came to [my school] to see me, and they brought
in a youth support worker for me. We worked together for about six months, then one
time I emailed them to see about arranging the next meeting, and I received an email
back saying, 'Sorry, that person has committed suicide'. I was stuck because not only had
he been supporting me, but also, he had been the only person in my life to know what
had been going on in my life, and we'd developed a friendship because we had a mutual
understanding.
Following the death of his trusted support, he shared his story of abuse with his mother. Her passing a
few years later, left him in a profound grief state, with nowhere to turn.
I had my mother who was supporting me. She wasn't just my mother, she was more my
best friend, my rock, my confidant. I could talk with her about everything. In the end she
passed away from cancer. … That was when my world basically collapsed. Trying to
access support was impossible. I was just left floating in life, not knowing what to do.
At the same time, he was grappling with his identity as a gay man. Self-acceptance has taken him many
years, impacted by stigma from the Deaf and hearing communities and a lack of qualified support.
This is also true for another participant, who struggled with a transgender transformation and being told
by his dad: “‘why can’t you just be a lesbian?”. He “tried to be a woman, I tried to wear girls clothes, I
bought lots of makeup, but I didn’t use it, it just didn’t work for me”. He says that coming to terms with
this difference and the lack of acceptance from his family, has impacted on his mental health.
I haven’t had much family support. Sometimes, even now, if I feel like crap, mum just
says you should go to bed early tonight, like that’s really going to help. My … [siblings}
don’t want to hear anything about me being trans, or that journey. Everyone accepted
my younger sister as a bisexual in 5 minutes, but for me it took about 5 or 6 years.
The stories from family members interviewed confirm the difficulties faced by their Deaf relative in the
family, the community, and the Deaf community. One participant has been part of her Deaf mother’s
multiple experiences of grief and loss. She believes that her mother and her Deaf father had a happy
relationship. However, the daughter felt that, for her mother, “motherhood … was [not] a very
enjoyable or pleasurable experience, apart from when we were little babies''. Also “the negativity my
grandparents put on to my dad affected their relationship, because my mum was always fighting to be
with him”. This forced her parent’s eventual separation, and resulted in her mother and her children
living with and becoming very dependent on the grandmother. The mother recently had an acute
mental health relapse when she was told that her mother, her chief advocate, “hadn’t responded well
to surgery”. The daughter saw “straight away … that my mum was falling into a path, very, very quickly
declining in her eyes, she wouldn’t look, so you could tell that she was very quickly not herself”. Despite
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the immediate deterioration in her mental health, the mother was not offered any support to process
her grief, nor was the daughter, now her mother’s primary caregiver and preoccupied with her mother’s
needs.
The sister of one of the older Deaf women explained how “difficult it was for Deaf “in the old days,
remembering that for her Deaf sister there was “no … Deaf awareness, [no] interpreters”. They had a
Deaf mother and a hearing father … Her sister’s problems may have started when “two not very nice
teachers” and “backstabbing” by Deaf peers upset her. It “is normal for Deaf people to talk about you
behind your back”. It was extremely painful for the whole family, and particularly for the Deaf mother.
The parents were active members of the Deaf Community, and the fear of being judged and shunned by
community members, influenced their decision to keep the sister’s mental illness a secret. They felt
“helpless trying to understand her …. we had police and doctors coming over… She was crying for help
…. she tried to kill herself a few times“.
While avoiding the trauma of parental death, AOD challenges and the experience of abuse, younger
participants have also had to deal with difficult circumstances, such as marriage breakdown and other
major upheavals. The story of a parental struggle many years ago, trying to get help for a mentally
unwell daughter, is reflected in the testimonies of current practice from the hearing mothers of Deaf
children. Their stories suggest little improvement in resources for Deaf children and their parents,
seeking help for a young Deaf child in need. Attitudinal factors, lack of avenues for early intervention,
and a lack of professional understanding of the holistic support needs of Deaf children and their families,
hampered hearing mother’s attempts at early help seeking for their children. One recalled:
I had to try and find people who would talk to me without a GP referral, and that was
really tricky. And as soon as you got into the fact that he's Deaf – 'Oh, okay disability
services'. No, it's not a disability service that I'm looking for, it's a mental health service. I
just felt like we went round and round and round in circles. …. I'm sure some of his issues
had to do with being Deaf, but that didn't define him
Another mother’s account closely follows this experience. Having gone through a marriage breakdown,
she feels that the social and emotional impacts of her daughter’s hearing loss have been consistently
ignored, resulting in a desperate attempt to take her own life. “From a medical/surgical point of view
she was well……, but her hearing in the right ear was permanently damaged. At no point during this
journey was she offered counselling or support.”
This parental desperation, when faced with an ongoing paucity of support is described thus.
Nothing I did, or said, would help, and that's a horrible feeling as a parent, to know you
can't actually provide the things that your kid needs. Again, it's that fear, that constant
fear, what if we're not enough. And at what point do you say, we're not enough, before
your kids become one of these hideous statistics.
There really wasn't anything else, it just, you know, kind of felt like, well we just have to
Google whatever we can. Google and try and find strategies that we can work on with
him, and just get more and more scared to be honest, that we were just, you know,
bailing out something with holes in it.
These mothers didn’t give up, and eventually both were able to engage some skilled support. However,
the cumulative toll of rising stress, multi-faceted family issues, and limited avenues of support has been
significant. One mother has been prescribed medication herself. She believes that the lack of response
to help seeking efforts for her child, in spite of the fact that mental illness is present in her family, has
contributed to her own mental health problems – ‘they were waiting for [things] to get worse before
they would do anything’.
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Participants reflected upon the enormous challenges for Deaf parents in attaining skilled support to
cope with parenting and the pressures faced by their children, some of whom as adults, are having to
step into major carer roles. Pervasive communication barriers, lack of access to appropriate resources,
low levels of health literacy, a lack of Deaf friendly information, community stigma, and additional family
demands, have all contributed to their experiences.
One participant’s Deaf mother has experienced long term health issues and, like the Deaf mother noted
above, she found it extremely difficult to know how and where to get help for her Deaf daughter.
My mother felt that, yes, I did have something [wrong]. But she couldn't do much
because she had her own health problems, as well as looking after me, as well as
everything else - lots of things she needed to handle. She didn't know what to do, what
the next step was, what information was needed. Things weren't clear.
Health has also been a big issue for this participant growing up with a solo parent with significant health
problems and whose upbringing was isolated and uncertain. She felt an acute sense of responsibility for
her sick mother, alongside a tangible fear that she may be left alone. Deteriorating hearing loss as a
teenager, social isolation, and increasing anxiety about keeping up with school-work, occurred within
this context of existing uncertainty, whilst the inter-play between these complex factors, was left
unaddressed.
I think just from looking after my mother from an early age, making sure she was okay.
Anxious about making sure she was fine. Not wanting to go to the hospital. She went to
the hospital a few times. I always felt I was alone. There was no family support. My
brother was in another town - somewhere else - never knew where he was, so I felt
alone. Friends, mum's friends didn’t help much. I felt like I was the responsible person. I
think that was the cause [of my unwellness].
The experience of Abuse
The high level of stress and isolation, low self-esteem, and weak identity formation of Deaf children that
we have evidenced so far in this report provide a fertile ground for abuse.
●
●
●
●

●
●
●
●

Nine out of 12 (75%) participants reported suffering some form of abuse in the formative years.
Six participants were exposed to abuse in early childhood, continuing through adolescence.
Four out of six abused in early childhood, were abused without parental knowledge.
Six participants were abused by family members, including four parents, whilst two were abused in
transport on the way to school by drivers and peers, whilst at school and elsewhere in the
community.
Deaf and hearing community members made up the extensive list of perpetrators.
Seven of the participants were sexually abused, and two were seriously physically abused (one
resulting in head injuries and the other being regularly drugged with sleeping pills).
Major instances of neglect and emotional abuse also occurred.
None of the children disclosed their abuse to anyone else until late adolescence or later. For one
participant, the research interview was the first time that she had spoken about her abuse as a child,
suggesting that her whānau are still unaware of what she had suffered.

Sexual and physical abuse and neglect were prominent among those abused in early childhood. Verbal
and psychological abuse were more apparent among Deaf adult participants. Five of the participants
who had experienced early childhood abuse, went on to experience further periods of abuse at the
hands of additional perpetrators, and it is easy to see how these deeply traumatic events shape the life
course, poisoning self-respect, and confidence on what it means to be a Deaf person.
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One participant was sexually abused many times in her life, starting at primary school, where four boys
took her behind the school buildings and “sexed” (i.e. raped) her. This appears to have happened more
than once, as she says “I don’t know who sexed me when I was growing up”, but later on this included
episodes in the school bus, perpetrated by the driver and, in later adolescence, “walking home, and a
van/car … [with] I think … three hearing men in it, who grabbed me, and chucked me into their white
van, and then they sexed me, three men”. Her understanding of her rights and workings of her body are
reflected in her observation that “when I first started my period, I was a bit surprised when I looked, and
saw “gosh had a period! I couldn’t tell my mum, and dad about it”. This lack of autonomy comes
through in later description of rape at a secondary school where “a deaf boy … had a hearing friend who
sex me again. Again. I don’t know!”. When the interviewer checks “so you never agreed, and were
forced into it?”, this participant replied with exasperation “yes, every time it was forced!”. She gained a
reputation at school. Students would bully her saying “you always have sex, sex, sex”, and there was
“fighting .. all the time! … I hated it, and had really had enough! … [It] hurt so much, and I was so
depressed”.
There was no counselling, no teacher support, and she was unable to tell anyone of these school
experiences up until the time of the interview. She is an extreme example of what happens to many
Deaf children and particularly non-Pākehā Deaf children, where their rights as an autonomous being
with their own cultural identities are crushed, and unless they get intensive support, this pattern of
subjugation continues into adulthood. The confines of the interview provided her with a safe
environment, through which she felt liberated to disclose her experiences of childhood abuse, for the
first time. There were repeated instances throughout the interview, where it was apparent that she was
seeking reassurance, using the interview itself to make sense of troubling situations, where this process
of meaning making has not been available to her.
Another non-Pākehā participant also suffered long standing abuse, but this was from a family member.
Despite the threats from her abuser, she “decided to draw [the abuse] on a piece of paper”, but her
mother scolded her, and “said that it was rude”. It was not until she was in her late teens, and being
forced to meet her abuser in a family gathering that she was able to write down details of the abuse and
have this accepted by her mother. Her summation of the impact of the abuse on the suppression of her
identity was that “all my childhood, I was always quiet and polite. Yeah, what a waste of my life”.
A Pākehā participant’s mother had alcohol and drug addiction, and this participant remembers the
extreme drug-fuelled abuse and neglect that she and her siblings endured in early childhood.
My mum fed us pills from a very young age ...anything and drinking. She would have
men friends come around, and she would give us kids pills to knock us out, when she had
visitors. It didn’t always work, and then she would get angry. I used to try and follow my
brothers and sisters to school, because after they left for school, she would give me and
my sister pills, she would put newspaper under me, and if we vomited, she would give it
back, just so she could do what she wanted during the day. … I have a vivid memory of
when my sister came home, and she said; “you’ve done it again” you’ve drugged the
babies, and she insisted, “no, I haven’t done anything, they were just asleep”.
I remember her locking the house, and I’d be outside and whatever, the day would go
past, my brothers and sisters would go to school, and I would be outside locked out of
the house, they would come home and the house would open again, and we went back
inside.
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She and her youngest sister were rescued from this environment, but sent to foster care where the
emotional abuse and neglect continued and, in addition, she was abused by boys at the foster home.
One of the boys would tell her that she
had to do the things he said, otherwise he’d tell on her [saying] that I wanted to play my
dad’s games, and we knew for a fact I could deny it until I was blue in the face, but she
[the foster mother] would believe him.
The foster mother would call her “a slut” and “my dad’s little whore”, and when she escaped from foster
care and went back to live with her mother for a while, it is unsurprising that her young adult life was
filled with drug abuse and “blackout” sex – being raped while unconscious – which validated the
dismissal of her as a human being that she had experienced as a child.
This powerlessness of Deaf children is mirrored by another participant’s early experience, being told
that she must continue to use the school taxi, driven by an abuser.
It started when I was about 7 or 8 years old. It was by the taxi driver. He drove a taxi van
of Deaf people back and forth to the day school every day. Deaf teenagers played with
me physically. So, the taxi driver was interested in that and liked it. I didn’t really know
what it meant, and whether it was okay for him to do that or not? I didn’t really know
what was going on, so I kept it to myself. I became upset and didn’t want to go in the
taxi. The communication between my dad and I wasn’t very good, so he just forced me
to go in the taxi (spanking my bottom and pushing me into the taxi). I kind of had to
accept it, but I worried about it a lot.
My dad didn’t pick the abuse up, even when he bathed me with soap, when I was young
that the abuse started. I said to him that was sore, I cried out in pain, but he didn’t link
that to the abuse, the pain I had down there…
The low levels of communication with her family and her school contributed to the abuse remaining
undetected by them. She was simultaneously threatened and abused by peers, who forced her to meet
them, and was then further punished by her parents for flouting their instructions.
Teenagers threatened me, saying that I must go to a park. I asked Dad if I could go
there. He said, “No”. Then I asked my stepmother. She said, “No”. But I still had to go
there because I was frightened by the threats, and they did something [abusive] to me.
When I got back home, I got another punishment.
As with the participant who felt that her childhood had been “wasted” because of abuse, this
participant felt gutted by the absence of protection on all sides (home, school, peer group), evoking an
acute sense of learnt helplessness.
That definitely affected me emotionally. I felt like I didn’t know who I was, like my soul
had gone. You know, life went on, I didn’t really have any communication with my
family. I just kept everything to myself, and did what they told me. I became suicidal. I
drank poison because I wanted to die. I didn’t feel happy at home, or in my local area. …
I didn’t know what any of it meant, I didn’t know if that was okay or not. Nobody had
told me what something like that meant, what were and weren’t allowed.
Our stories so far have been of the abuse suffered by most of the older woman participants, but of the
three older men, two suffered from serious and long-term abuse, which in one case was physical, and in
the other, sexual. One participant was abused regularly by relatives (not his parents) and by Deaf boys at
his school. His school knew that he was being abused but failed to tell his parents, who only found out
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when he had left school. His early introduction to abuse left him without boundaries for his own
protection - “I didn't know what it was. I just thought that's what people do”.
This normalizing of abuse was exacerbated by the huge gap in knowledge that many Deaf children have
had around sexual behaviour and safety. Another participant was often beaten by his father. He said:
“when my older sister was naughty, she would get slapped around the legs, but when it was me, dad
whacked me around the head”. But unlike, the participants who experienced sexual abuse, as
adolescents, he realised that the beatings he was receiving were not allowed. “The only way I got [X] …
to stop was when we were home on our own, I said, ‘if you hit me again, I will tell the cops that you
have been touching me’”.
The damaging impact of childhood abuse for these seven participants is overwhelming. They spoke
bravely and freely about its influences and consequences. For some the abuse carried on into adulthood
at the hands of partners or fellow inmates in custodial settings. As adults, three participants were
assaulted by police officers. For all, mental illness was an inevitable outcome of their abuse.
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The Education System
NZSL family learning, to support communication with young Deaf children
The enormous early language and communication struggles encountered by
participants and their families, casts light upon family NZSL learning needs. Whilst
older participants were denied access to teaching and learning in NZSL, due to it being deemed an
inferior form of communication at the time of their schooling, the parents of the children in this
research also encounter significant barriers to NZSL acquisition, despite the status of NZSL as a national
language of New Zealand.
One set of these parents had no idea where to turn following their child’s late onset hearing issues. The
other had access to the First Signs service, which provides a two weekly or monthly learning session, to
families and whānau with pre-school children, however this level of support wasn’t sufficient to help the
parents achieve their aim of building upon pre-existing NZSL skills, to achieve a higher level of fluency.
When their child went to school, he received 1 hour a week NZSL tutoring through the NZSL at Schools
programme, however this support was short lived due to NZSL tutor shortages, and there was nothing
provided through the programme to support the parents' own NZSL learning.
Fully motivated, the parents attended night classes at their own expense, however the timing was
difficult, with their young children at home. Grandparents helped with childcare, however this meant
that they were not able to participate in the course to support their own communication, as they had
hoped. The parent explained that there is a chronic shortage of NZSL tutors in the area where they live,
that affects NZSL availability for children at school and for families and whānau wishing to learn.
Another participant reports the same issue - that there are no sign language classes for families available
in her area.
Eight of the 13 participants attended a Deaf Education Centre (DEC), four of these attended the DEC for
the majority of their school years. Four attended a DEC for a significant part of their primary or
secondary schooling, or intermittently in one case.
Four participants were schooled exclusively through the mainstream system, three of whom were only
identified as deaf in their later school years, while the fourth, whose deafness was apparent in infancy,
has had access to both signing, and non-signing Resource Teachers for the Deaf for 3 hours each week.
One participant’s education was primarily mainstream with some support from resource teachers for
the Deaf, with just one year in a school for the Deaf.
In this chapter we explore the schooling experience told to us directly by the Deaf participants and by
the parents whose Deaf children are currently at school
School experiences - older participants
Older participants saw their years in mainstream schools as a negative experience with little support,
where they were viewed as naughty children. “ I would always sit at the back of the class”, said one “
and do nothing. I was always in trouble; I was always in detention. I used to get a blue report, blue
paper, after every class”. She, however, was hoping to get her school certificate and driver’s license
through school but her foster mother forced her to leave at age 15 saying that it was “a waste of time
spending money on you, you won’t pass”.
A second older participant “hated school” because she couldn’t hear or lip read her teachers when they
were speaking to the class. Her school reports indicate that she was absent for about one third of her
classes, and showed little understanding among teachers of the challenges she faced, saying that she
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“makes no effort to improve her very low standard”. She recalled regularly being sent “to the
headmasters office at lunch time because I wasn’t working”.
The third participant in this group said that she gave her teachers “a hard time…[when I was] around 14
or 15 at the time and there was nothing for me”. Struggling with the nightmare of her abuse, she went
to the school counsellor who “didn’t understand me – we were trying to communicate via pen and
paper”. The result was she “started using drugs and alcohol even more to cover up my emotions”.
The abuse suffered by two participants, was perpetrated on the way to school and at school, whilst in a
third case, the participant felt that the school was complicit in arrangements which allowed the abuser,
who was outside the school community, to have access, whilst also keeping concerns hidden from
parents.
They started to notice something was not right when they saw [the abuser] was asking
regularly. Also, I was acting differently when I got back to school. So they put one and
one together to make two and got a psychologist to come, but they never explained to
me why we were talking. I was put in the position where I felt vulnerable and defensive.
This participant felt betrayed and punished by school staff, at the time when he most needed their
support and protection. Whilst the school provided him with a psychologist, personal information from
the session was divulged to school staff and there was no attempt to explain to him why the service had
been initiated.
The information from that discussion with the psychologist and interpreter was given to
the head of department. So, they were in breach of confidentiality…..That resulted in me
being sent home for the rest of the day. The information that I had disclosed was used
against me.
For another participant, the school was unable to provide support for her (as a teenager), or her migrant
mother, both of whom were struggling to understand the mental health consequences of the
participant’s undisclosed sexual abuse which had started many years earlier. Her “mother gave me a
piece of paper to read and I asked what it was. I read at the top ‘mental health services’. What for? She
told me to give it to my teacher for her, please”. Her mother had been seeking help because of her
daughter hearing voices, and was confused by a referral letter that she had received. The participant
knocked on my teacher’s office and said this was from my mum, and if they could read
it. They said okay, and got the file book, then copied and wrote on the paper, and then
gave it back. I was thinking ‘mental health services’ and wondered what was going on.
Scratched my head. Suddenly, why. I remember that I self-talked! I was about seven, or
nine years ……
There is no attempt at this point by the school to inquire further about the child's well-being despite the
fact that her mother didn't understand how mental health services work in New Zealand. The
participant “went home and gave the document to my mum who read it” and her mother tried to
reassure her, saying that “she would give [the document] to someone… [and] that’s all good and no
worries”. Meanwhile the participant has “no idea” what is happening “thinking that it was strange that
the paper was to give to the doctor or something like that. I could not be sure… I give up, I didn’t
understand. I couldn’t work it out.” She was effectively locked out of the dialogue happening around
her, concerning her own wellbeing.
Subsequently, after an extended period of absence from high school, she made an impromptu
disclosure of the abuse which she had suffered since early childhood, to the principal. This time the
principal sensed that something was amiss and pro-actively sought to discover and respond to it.
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The principal asked me how I was, and how the family was. Good. How are you? Good. I
could feel myself crying, tears down my cheeks and the principal asked what was wrong.
“Tell me what is wrong. You are upset.” I was writing things down on a sheet of paper
and my English was not proper. Wrong way around, like a child. Then I gave it to the
principal. The principal read and understood. I was asking if it was ok, or all right or
wrong? The principal said, “Don’t worry. Don’t worry at all.” The principal explained that
the letter would be shown to the police, WINZ, the interpreter, just the three.
However, the final participant in this older group never got the chance to disclose her abuse even when
welfare services were involved. Not only was she being abused by the taxi driver taking her to school,
but also regularly by other school children. It is hard to believe that nobody knew. As the Australian
Royal Commission report into child sexual abuse (Australian Government 2017) reported, the
institutions of this era tended to suppress the stories of sexual abuse that happened within their four
walls, denying support to the victims. The specific report on Schools states “when a child had a
communication or cognitive impairment” it was difficult for them to disclose, and if they did “their
harmful sexual behaviours were sometimes dismissed because of their disability or ….. in other cases,
quite innocuous behaviours displayed by a child with disability were misinterpreted as harmful sexual
behaviours” (p108). Whilst the above school experiences relate to past eras, their description of school
as a place where you have to fight for survival is a continuing theme expressed in the narratives
concerning the youngest participants.
School experiences - younger participants
We have previously discussed the shift to NZSL teaching in the contemporary educative landscape, and
the early support systems for Deaf children in primary education. The major shift away from specialist
Deaf education, in favour of integrating Deaf children with their hearing peers at primary and secondary
levels, has created new support challenges. The younger participants in this study have all experienced
versions of this integrated format.
One mother links fragmented access to signed language, and the fluctuating quality of in-school support
during her son’s first few years at primary school, to his disconnection from peers, erosion of
personality, and emotional fragility.
He started school at 5 very happy, very comfortable in himself, bubbly and excitable and
all of those things. He was just a really outgoing confident kid at 5, and then over maybe
the first two or three years at school, it just got sucked away from him. He'd get himself
very, very upset. He would just shut down. He couldn't function. He'd get very angry over
very small things. He'd lash out at his brother, lose the plot at home, and then he said to
me one night, when I was trying to get him to explain what these feelings were like, he
said “the whole world feels heavy”. Over a couple of years, it was just like some of that
spirit was being sucked out of him. He got to the point where he had nothing left to give.
In the first-year things seemed very promising –
It was really good. He really thrived … When he … started school, he started with quite a
few kids that he'd been to kindy with, so they all knew … him, they knew his ears, his
cochlear implants, they knew his signing. He had a wonderful … Resource Teacher of the
Deaf with him that year, … and he had his whole class learning his sign with him.
He “had wonderful, wonderful teachers”, but “he then had three years of a … Resource Teacher of the
Deaf that didn't sign!” His signing Resource Teacher of the Deaf (RTD), in the first year at school,
supported him and those around him to adopt a positive frame of reference in relation to his deafness.
These initiatives were pivotal in ensuring that he could participate fully at school, accept his deafness,
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and claim a valued social role. However, when the RTD moved on from her job and the resources and
processes to nurture a sign inclusive language environment were no longer readily available, the
relationships between him, his peers at school, and his family were affected. He became increasingly
aware of being different from his peers. He
very much identified himself as a hearing kid. I'd ask him if he was Deaf, and he said ‘No,
I don't want to be Deaf'. He does very well with his cochlear implants, but is very
disinclined to say if he doesn't hear, if he missed something. He's really struggled up to
this point ... I think a lot of it is he does struggle to hear what's being said. He does feel
very left out a lot of the time and I think that's got to be a horrible feeling to be dealing
with.
Once the Deaf cultural and language awareness facilitation done by the signing RTD was no longer
available, awareness within the school dropped away. As the only Deaf child in the school, feeling
increasingly marginalised, this six-year-old did not have the confidence required to advocate for his
needs. In fact, his desperation to cling on to an identity that was the same as his hearing peers, meant
that he would actively avoid any additional attention, or help seeking. Periods of natural social
interaction during the school day, were lonely and painful times. He’d hold himself together but “when
he came home … everything just crashed and burned. … He'd tell [his mother] 'I don't have friends…
he'd come home and say 'I sat on the rainbow chair and no-one came and played with me”.
The school didn’t notice what was happening. His mother would raise the issue and they would say ”'but
he speaks so well' … and forget he's Deaf”. She decried “this awful propaganda that goes around saying
that the cochlear implants are magic, and he's now hearing … [that she’s] “heard … so many times that I
could just scream”. She needed the school to recognise that her son “still struggles and needs people to
be looking after him”, and that there are basic things that must be done such as “people to be looking at
him [when they speak to him]; he still needs to be able to see [them] to lip read; loud noises don’t help”.
Most important is that her son “doesn't have the confidence to say when someone is talking at him,
'actually, you know what, I can't hear you’”, so RTDs and teachers must routinely and unobtrusively
check that he does understand what teachers and students are saying. The mother’s account highlights
the need for continuity of support for Deaf children at school, and of the fragility of this support, when a
key advocate is no longer available.
The mother also experienced reluctance from those in the school community to accept her concerns
regarding her son’s unhappiness, and social exclusion. Instead, teachers tried to reassure her, and it
wasn’t until her son returned home that the angst which had accumulated during the school day
became apparent.
The school's response was very much 'well he's fine at school, you know’. He'd had a new
teacher every year so no-one could track what he'd been like originally as opposed to
what he was now, and you know the comment was always 'He's where he should be
with national standards, taking part in the classroom - yes he is quiet'. Nobody really
took it seriously as what I was fearing.
The special educational needs co-ordinator (SENCO) at the school was proactive, and suggested a
number of strategies, however when the child became very low, the situation moved beyond the
SENCOs scope of practice, and she suggested referral elsewhere. Through her informal networks the
mother found an experienced child therapist who, for free, provided practical strategies, including
whole family strategies, which the mother credits as being the most effective support for her son, and
the family unit.
Following this, the appointment of a new signing RTD has helped the son to re-establish a secure
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position, where his unique skills can be shared and celebrated. The new RTD
has [my son] … teaching the class with her….I think it has given him a thing that's his,
that he can share, and just having (the RTD), there at his back, you know. It was
something we talked about before, but he just didn't have the confidence to stand up
and do it. So (the RTD) just started doing it, and then she turned around and she asked
[my son], 'What's the sign for something?' She knows perfectly well, and he'd tell her. I
think that's helped him. That's given him that confidence and courage to say that this is
actually a positive.
Whilst the son did not want to be part of an initiative to establish a New Zealand Sign Language club at
school, this has served to build the platform of Deaf awareness within the school community. These
positive changes, in addition to developing connections with adult Deaf role models, has enabled this
young boy to engage in a process of positive identity exploration.
He's come up with some very random conversations to [a Deaf adult friend]. you know. I
caught one in the car where he said “If you could hear, would you? Do you like being
Deaf?” I was like woah, ok that's not a conversation he's ever had with me, or could ever
have’
Another participant’s experiences at school reflect similar periods of linguistic and identity uncertainty,
isolation, and insecurity, but with a focus on secondary education. This participant, fluctuating between
using NZSL at home, and speech at school says that although
I knew I was Deaf, … I didn't feel Deaf. … At that time, I was a little d Deaf…..I still felt
hearing in some way, plus plenty of people told me I acted like a hearing person. So
maybe, a hearing person's better than a Deaf person. At that time, I was undecided and
unsure of which, or both worlds I fitted into.
To complicate matters, as can often happen, hearing further deteriorates, compromising the hard-won
language and relationship achievements. This happened to her in adolescence, where peer group
relationships are critical as children become less dependent on their parents. She
didn't fully understand all of this, if I was getting behind in my work, and I was not sure
...whether I was doing OK or not. .. I felt I was missing lots of information., I didn't feel
socially connected, and began to feel alone.
She experienced major anxiety issues switching between a school for the Deaf, a unit for the Deaf, and
mainstream, with and without itinerant teacher support. Being with Deaf peers improved social
connections but the anxiety issues, including acute physical symptoms of distress, continued. She felt
repeatedly discredited and disbelieved by her teachers and unsupported in gaining a better
understanding of her experiences and identity. However, she credits the teachers at the Deaf school,
and the itinerant teacher, for making an assertive attempt to get her some help.
Missing increasing time off school, she was eventually provided access to counsellors, however of three
counsellors, only one was Deaf aware, fluent in sign, and could relate to her. Having only intermittent
support, had a destabilizing impact for her, further feeding her anxiety and low self-confidence. She also
received short term intervention from a psychologist, but gained little understanding of what the
diagnostic terms ‘depression’, and ‘anxiety’, meant. In the absence of any other means to support her
understanding, she turned to research on the internet to gain an understanding of her symptoms. This
participant’s experience mirrors to some extent the experience of another young participant still in
mainstream school, struggling with increasing hearing loss, disorientation, distress, family strife, lack of
support services, and a need to learn NZSL and to be part of a community that can converse in that
language.
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The final participant in this section had profound hearing loss from birth and received a cochlear
implant. He believes that the head injuries he sustained through long standing abuse, resulted in the
need for surgery, and account for his ongoing physical difficulties. He “had headaches every day. …. My
whole personality changed”. He was in and out of the Deaf unit at his school, he was struggling with
exams because of his “memory problem … and being bullied by the Deaf kids and the hearing kids. … My
teacher aide hours [were] taken away from me and given to those who were signing only”. He tried to
talk to the teachers about the bullying he experienced over five years until he left the school, however
much of the bullying went under the radar, happening at break times, and the teachers took little
action.
The combined impact of physical abuse (at home) - migraines, memory problems, and communication
difficulties at home and at school - isolated him from both Deaf and hearing communities. Poor access
to support from school (no access to counselling) led to his first serious suicide attempt. He had “been
collecting Panadol, I had collected lots from different places, and when my mum and dad went out, and I
took about 160-180 tablets.” While deafness is just one of this participant’s challenges, it can be argued
that failure to address it holistically at an early age, and throughout his schooling, has been a major
contributor in the challenges that he has faced..
These four more recent stories show that the impact of providing linguistically appropriate support, and
then stripping it away again, can be particularly damaging for vulnerable Deaf youth. The removal of
signing support, based upon the level of oral language used by a Deaf young person who is yet to
establish a stable identity, deprives them of a holistic language environment that many, including those
with cochlear implants, will need if they are to gain equitable access to education.
The tireless advocacy and support of the mother of our youngest participant and her informal networks
enabled her son to get the support he desperately needed, however, none of the other participants
now, or in the past, were so fortunate during their school years. These participants had little, if any
opportunity to talk about the distress, or in nine out of 13 cases, extensive abuse, which they suffered
throughout childhood. For most, attending a Deaf school or a Deaf unit afforded little protection, whilst
communication barriers at home served to entrench their silence and powerlessness.
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Interpreting
Denial of interpreter services
The events that define the onset and progression of mental illness are traumatic, and
sufferers and their families and support people need to have clear, detailed, and
repeated information about what is happening to them, why, and what can be done to support
recovery. Good access to interpreters is vital for the survival of most Deaf with a mental illness, and nine
of the 12 participants in this part of the study describe how they have been in critical and often
repeated situations where access to interpreters has been denied. The worst cases may be historic, so
one Deaf woman had no interpreters for the three months of her treatment when she was being
injected with “a lot of drugs”. Later when she was trying to access counselling and inpatient support, no
interpreter support was going to be available to make these options work. More recently, explains a
family member, she had an MRI scan on her sore knee, and got, “paranoid and ran away”, because “no
interpreter had been booked to explain things”. These scenarios can happen often – a physio is needed
for the knee, and a family member “will need to interpret, which makes it harder”. The outcome of
family members of Deaf having to step in as interpreters, is not always successful, and throws up many
ethical concerns.
Another family experience is similar. Their Deaf relative goes to doctor’s appointments and there’s no
interpreters. She “really wants them to listen to her needs, but they don’t listen and say nothing. The
doctor even didn’t take any notes”. A family member repeats the concerns above - she “needs to be told
exactly what is going on, not just giving her the drug and asking her to take it. She needs someone that
understands her 100% in sign language, and knows her [mental health issues]”. Her care manager says
they would only book an interpreter for “a big meeting”, explaining “one-to-one ,…. we don't need
them; we just can write”. The family member points out that the care manager “has been [working in
this way] ... with[the participant] for ten years!”, that the participant’s writing is ”limited, so isn't the full
expression of how she feels”, and that she’d much prefer signing “if she has a choice”. Another
participant recounts when she was in a mental health “unit staff refused outright to use pen and paper”.
She could speak; therefore she could hear, was the approach.
A second participant was not given a choice when she was with two mental health services who asked
her to “sign a form ….. [acknowledging] there were no interpreters”, and she was one of a majority of
participants who had experienced sexual abuse, and who struggled to get interpreting support from the
police or the prison service. She was fortunate in that when the police interviewed her about her
abuser, she had an interpreter. However, the consequences of not getting access to interpreters can be
severe. Another Deaf sexual abuse victim’s experience with the police, after she had been gang raped,
was that, with no interpreter, she was unable to tell the police what had happened, nor was she able to
talk to the doctor or the nurse, for the same reason, when she experienced morning sickness as a result
of the rape. A few years later, her hearing husband believed that a CYFS staff member had told him that
he was not the father of his young son. As a result, the whole family, son, daughter and wife received a
bashing.
Two of the men in the study were sexually assaulted as children, and all three men in the study have had
trouble with the law. One, a good lip reader, about to be charged with assault, recognised that
“because of the reflections and shadows on the glass” in the interview room, he wouldn't be able to lip
read, but was denied an interpreter. He only had an interpreter for part of the time he was in court. The
second man was also denied an interpreter, and felt the police were “really awful to me”. He was sent to
prison where he laid a complaint about the sexual abuse he suffered whilst he was there. The police
interviewed him with an interpreter, but didn’t believe him, and asked him to sign a paper which he
understood as preventing him from any further complaint. In prison “they only provided … interpreters
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for group meetings, larger meetings, assessments by probation, and that's all. Access to other therapyrelated activities in prison was blocked because it cost too much for the prison to pay for.” The third
man didn’t have an interpreter in court, or when being interviewed by a psychiatrist who was in the
process of sectioning him to a mental hospital. He “didn’t understand … {the psychiatrist’s} questions”.
Even in group meetings where it is clear that writing and lip reading won’t do, services won’t get
interpreters. One service tells one participant “we are too busy to do it, we haven’t got time to organise’
or they say they don’t know how to do it, they need to get approval from their boss, or there’s no
money. This is a repeated experience, and this woman is unable to participate in meetings as a result.
Staff can’t work out how to get interpreters – “most of them just barge on in as if they know it all”.
When you can get an interpreter for a medication review it’s all so rushed, a family member tells us. The
doctor says “’yes yes yes’ [and ]… ticks these 3 boxes, ‘let’s give her these pills for schizophrenia, these
are the pills that go with it’ and ‘see you later’”. Some services, like ACC, do better, but often it’s “hard
work” to get funding to start with, and you have “to know your rights”. Two participants eventually got
funding for interpreters as part of ACC funded counselling support, but were also aware that “the
money is running out” and they could be left without support.
Finally, there’s the position of Deaf who can make themselves understood orally and can lip read
possibly aided by partial hearing, but who at times of crisis, or in groups or marginal hearing
environments want interpreters, but don’t want to have interpreters thrust upon them. One such
participant was annoyed that his Deaf psychologist had to have an interpreter to understand him, but
acknowledged that he needed an interpreter in a group setting as “lip reading is exhausting too. If it’s
too noisy, it is not worth it, I am not really taking in the information”. One of the women says
I don’t look Deaf, I don’t sound Deaf, but I should be accepted as Deaf, coz I am Deaf…..
They need to give me pen and paper and write things down, and because I enjoy signing,
they should get an interpreter so that I can.
One older participant who says “I don’t believe in [signing]”, never wanted to use an interpreter, but
with a reliance on reading and writing and limited eyesight, some form of signing may become more
important for her.
Erratic, variable or limited Interpreter services
In many situations interpreters are present and competent, but are used inappropriately by the health
professional, often in a hurry to move onto the next appointment, and not appreciating that because of
translation issues and information deficits it will take much longer to communicate effectively, and
ensure that the Deaf client understands the issues under discussion. A family member describes a
typical instance:
The doctor was in a hurry, looking at their watch. They just wanted a quick “Everything
alright? Good. Easy and then go” visit. Really, usually Deaf need longer meetings
because they [the doctors] are not patient with the interpreters. They did speak over me
when I was still talking. I had to say to them, “Stop, I’m still talking and not quite
finished”. They didn’t seem to understand how interpreters work.
A participant gives a Child Youth and Family example of just how confused staff get when using
interpreters. She explains “CYFS know I lipread and talk. Aarh! Because I was talking, CYFS think I’m
hearing” and thus the CYFS staff member thought she didn’t need an interpreter and started talking
directly to her, but she “didn’t understand what CYFS was saying”. Her interpreter had to tell her “to
turn off my voice so that I was [seen as] Deaf”. A family member tells how her mother had a good
interpreter (“the same lady who came each time”), but “the doctor’s appointments were always
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directed towards my grandmother’s views on how mum was, as opposed to how mum was feeling and
what she wanted”.
Access to tertiary education is often vital for the prevention of, and recovery from, mental illness.
Interpreters are often provided, and one participant got a scholarship to pay the interpreters on a
course that he was doing. “They had an interpreter and communicator which was fine, but at lunch time
no-one wanted to talk with me. I felt quite isolated”. For any hearing learning process, it’s a given that
connection and socialising are a vital ingredient for success. This Deaf man gave up because there was
no interpreting to help in the establishment of a relationship with other students. A young participant
summarises the challenges: “Deaf can go to university? Can succeed at work? Can't, can't, can't!
Interpreters aren't provided - making lots of barriers.”
Putting an interpreter in the middle of a relationship building process comes with confidentiality and
privacy issues that need careful management. Counselling requires interpreting or a signing counsellor.
One participant got access to a psychologist and an interpreter and “the information from that
discussion was given to the head of department [of his school]. So, they were in breach of
confidentiality!”. Another participant also worried that she “couldn’t trust an interpreter”. In her area
there are “13 or 14…. [interpreters, but] the good ones are always booked. Always booked! So, you have
to use OK interpreters. I always felt the options were limited”. She went to three counsellors and had no
interpreter for two of these, one of whom could sign, but not fluently, However, “even if [a counsellor]
signed, I would feel ambivalent whether they would tell, spread the information in the Deaf
community”. A third participant agrees “finding an interpreter is just not enough … with addiction and
stuff like that, and you can't go to that kind of counselling with an interpreter because chances are you
know the interpreter.” The solution for one participant is to always use the same interpreter: “I can’t
use another interpreter, because she already knows all of the history and the links there. If there’s an
emergency and if she can’t make it, I would refuse.”
As well there were funding problems paying for the interpreter and counsellor. Essentially both had to
be free, as most Deaf are on a very restricted income. At times for one participant funding was cut off or
was not available because “it had been given to another person and … I felt lost as to what to do”. When
she got an interpreter sometimes they were “not good enough for fluent conversations .. I felt I was
always saying, 'Could you repeat that, again?’” and this became “part of why I stopped going”. Finding
new interpreters is very stressful for one family member as her mother “doesn’t like the stress of
strangers.” Where one participant did find good interpreters, ones that she had known for years and
with whom she had “a good relationship”, the struggle was with the booking agency trying to ensure
that she got “consecutive appointments” week after week with the same interpreter – “I'd have to keep
asking, and asking and asking”.
Interpreter training is another issue. Family members comment on this - “the interpreter didn’t know
anything about mental health jargon. Nothing.” The family member was also concerned that the
interpreters weren’t able to deal with linguistic variations in signing (some local, some older, and some
idiosyncratic family variations). Although her relative’s interpreter was “very good” she was not used to
her “sign language [which] was old fashioned” and needed help from a family member to “interpret
with jargon and with … family signs as well.” The presence of interpreters can be awkward if supporting
a Deaf child needing counselling support. What one parent wants is “somebody who actually gets the
fact that there is nothing wrong with his brain – he’s Deaf - but that just brings its own challenge”.
Effective, helpful interpreting services
Interpreters can turn up in unexpected places. One participant goes to “two churches, one Deaf and one
down the road, the hearing church, with an interpreter”. For some participants access to interpreters
was reasonably straightforward. One uses “the same three, one not too bad, and two great”, but after
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having a male interpreter she switched to women “which is really great .. I prefer a woman”. Another
was pleased with CYFS that when she informed them that she was Deaf, they visited with interpreters
and the result was good. However, using an interpreter in a meditation class can be a conceptual
challenge when “you’re supposed to have your eyes closed, with music. How can that work?” Where
there are mental health trained interpreters “it's useful to have them” as it is for health professionals
that have a good understanding of the need for interpreters, and how to use them, the outcomes can be
very positive. One person says of his new doctor:
He likes to listen to me through an interpreter. I like him a lot. He’s a good man. I want
to talk with him about my medications, if I can stop or reduce them. I have not had any
trouble with the police in the last 10 years now. I try to be well, stay well and am looking
after myself. I don’t always have the same interpreters.
ACC was praised for long-term funding of
a counsellor who has been supporting me for the last seven years. I have an interpreter
who comes with me all the time. Both of them have developed a good understanding of
how to help me. I really lobbied … ACC and the interpreter and I lobbied to the
corrections department to allow me to have my counsellor visit me in prison every two
weeks to provide me with the necessary service that I desperately needed.
However, this participant also states that professionals and interpreters are unprepared for work with
Deaf with mental health concerns. His counsellor has learned on the job “how to communicate with a
Deaf person”, helped by having just one interpreter over the seven-year period. Of necessity, the
relationship between the Deaf person, the interpreter and counsellor is intimate and sensitive. Another
participant who has had long-term funding describes how she sees this working:
I monitor the interpreter’s voicing to make sure she’s passing on the right information,
it’s hard work for me to try and follow along and make sure the counsellor understands
me. That’s important. I think the counsellor finds it hard to understand my emotions
sometimes, because she likes to use sound to identify emotions, like through tone of
voice. But the interpreter has her own way, she’s not involved in my emotions. So, she
finds it harder to pick up my emotions visually, …. So, she’ll watch my body language, like
if I’m tapping or fidgeting or something...
Despite the fact that this has been very helpful, this participant wishes “I could have a counsellor who
was Deaf for that instant communication, and so that she was involved in the Deaf community and knew
all the implications of that herself - how small the community is”. A family member sees the difference
when her mother gets to interact with a signing professional. There was a good response “because it
wasn’t through an interpreter, so it wasn’t prioritising me or my brother over mum, she was here for
mum, and mum recognised that, so she responded really well to her”.
Finally, because the Deaf community is so poorly resourced for signing professionals, it’s interpreters
who sometimes act as advocates and support workers outside their interpreting role. One participant
was having family difficulties that were impacting on her options for education. WINZ got involved, and
at a meeting also involving her supportive mother and an interpreter, she was resigned to being shoved
out to work. Then:
the interpreter asked me if I wanted to look for a job. I shook my head. The interpreter
asked if I wanted to go back to school. I nodded. “Want a school certificate, right?” I
said, “Yes, I need the certificate.” “OK” and the interpreter went off .... to talk with my
mum. They talked and they agreed that I could go back to school again.
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In contrast to the story above, where a participant felt that the interpreter had acted unethically and
stepped out of their role, this participant was pleased that the interpreter had stepped out of their role
and saved the day.
Discussion
All the participants who relied on signing communication to address their mental health needs had some
difficulty accessing interpreters for their sessions with doctors, counsellors, psychologists, and other
professionals on the periphery of mental health services, such as the police, CYFS and schools. The
difficulties include outright denial of access, ignorance of the need for interpreters, reluctant,
inappropriate or rushed use of interpreters, difficulties in booking interpreters for repeated sessions,
getting funding for counsellors and interpreters, the need for mental health training for interpreters and
an insufficient number of interpreters. Interpreters are highly valued and the best can ensure that Deaf
get good treatment and therapy and have a good understanding of their illness and their options.
Interpreters are standing in for the almost complete absence of signing mental health professionals, but
even participants who have been in counselling for a number of years with strong interpreter support,
believe that this is not sufficient.
The situation will get worse if mental health promotion to the Deaf community ramps up. One
participant points out that “the depression website recently added new Sign Language information
(which is good), but it didn't say where you could go for help”. She sees this as “one massive gap”. She’s
not sure that one of the largest employers of NZSL-English interpreters can help as “not many Deaf feel
comfortable with [this organisation] at the moment”. The solution for another participant is that “the
moment somebody knows that somebody is Deaf, and the person working with them can’t sign, they
should … bring out pen and paper [or use] a smart phone … (speech to text) and sort out an interpreter”.
Witko, Boyles, Smiler and McKee (2017) report on general health services, notes that there is
“inconsistent interpreter provision” which contributes to a ”lack of informed consent for treatment via
communication in NZSL; limited access to general health information in NZSL, and the reduced ability of
Deaf patients to understand and comply with treatment options (p53)”. Our findings confirm Witko et
al.’s findings for mental health where, for a range of reasons, outcomes may well be much worse.
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Assessment and Diagnosis
Definition of diagnosis
Diagnosis has two basic functions in mental health. It tells the client what their
condition
“has in common with others with similar problems, what treatments are most likely to
work, and what the prognosis is likely to be (Kendall 1975). Having a diagnosis enables
health professionals to communicate with patients about the nature of the problem, and
also with each other” (Suicide and Mental Health Research Group, 2010).
Secondly, a diagnosis of some sort is usually a prerequisite for receiving funding or some other form of
support for the condition diagnosed. Consequently, not having a diagnosis or having the wrong
diagnosis means that service users are unable to understand why they are unwell, what treatments
may help them, what funding they are entitled to, and what the future looks like.
Potter, Poulton, Gluckman, McNaughton, & Lambie (2017) argue that mental health diagnostic and
treatment services are well below the quality of those offered in physical health, and New Zealand’s
Mental Health Commissioner, Ken Allen in his 2018 report notes strong concerns for people with two
or more overlapping conditions, which includes “diagnostic overshadowing” (p74) between mental
health, physical health, disabilities and culture. Allen supports the conclusion of Elder & Tapsell (2013)
that “unless cultural factors are formally considered during assessment and diagnosis, the gap between
the mental health status for Māori and other consumers will never reduce” (p82). Thus, Deaf people
with their unique language and culture, their very high likelihood of abuse and trauma during
childhood, associated health problems, and isolation from preventative mental health programmes, are
hugely vulnerable when it comes to access to diagnosis, misdiagnosis, and information about access to
appropriate treatment.
Diagnosis without explanation
Diagnosis can be impenetrable for Deaf exposed to it for the first time. One participant was diagnosed
with depression and anxiety, and she asked her psychologist to explain to her what teenage depression
is. 'Can't say for sure” was the response.
Nothing was explained to me about what it meant; what it makes you feel like.
Depression can make you feel like, separated from the world, feel alone, feel like... um...
Depression is like feeling low all the time. Not feeling hope. Not feeling happy, just
feeling the same, flat level or always down. They didn't explain it to me at all. Anxiety
was never explained to me. I knew anxiety was about nervousness but the physical
effects or the mental effects like, for example, if I have an anxiety attack, what's that...
how do I know that's happening? Or if depression occurs and my feelings/moods drop
quickly again, what does that mean? How would I feel? How do I know? No-one really
explained it to me. They just said, low mood, depression and anxiety and that's it. They
didn't explain it anymore. They have like, steps on how to get better, like more exercise,
more reading, doing things you enjoy, but what that actually means, what it feels like,
what the symptoms are, aren't really explained.
It was only when she received a letter form ACC that one participant learnt of her diagnosis of “alcohol
dependence disorder, PTSD and major depressive disorder” Even here she has to rely on her counsellor
to decode what ACC understands and requires around diagnosis
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“I receive emails from the ACC but am not bothered to read them in English. Too difficult
to understand. I would forward them to the counsellor and bring them up in a session,
face to face. I can’t be bothered to fight, communicate and justify my case with the ACC,
the police. The counsellor is like a middle person”.
It's one thing to be Deaf and depressed, as another participant explained, there are also physical health
conditions that interact significantly with your mental health conditions. This participant had been
suffering from a physical health condition from high school onwards, which led to many days off school,
but it wasn't until she was into her 20s that this was diagnosed, and its connection to anxiety and
depression explained.
All those years … I felt like no-one believed me. I tried to talk to my teacher aide but I
felt that the teachers didn't believe me …. It was 'don't know, don't know, don't know'
then finally I got the official diagnosis … last year. I researched more and found [this
physical illness] can be related to depression and anxiety. I was like, finally!!!
It's not as if the focus could at last shift to a proven drug treatment of this condition, as the stress
experienced was also a reflection of what this participant faced in her day-to-day life, including
supporting an ill family member “from an early age”; the understanding of herself as a Deaf person’;
struggles with teachers; being denied access to subjects that she wanted to learn; and major local
traumatic events. Her victory was in the mastery of the explanatory power of the diagnostic process, and
of being more in charge of the therapeutic process, setting out to find the dietary and exercise
approaches to her physical concerns as well as the psychological.
Diagnosis as a reason for medication
Some of the stories are current, but several stories from Deaf participants or their family members,
stretch back 2-3 decades. One of the older participants, living independently, struggled as a Deaf
woman, reliant on lip reading, being a solo mother and on the benefit after losing her job. She is first
diagnosed as bi-polar and was sent to a mental hospital with her preschool daughter, “but they put
down schizy [schizophrenia] too”. Although she “didn’t really swallow that” (the diagnosis), she “went
along” with the doctors who “did not explain [anything]”. It was “not easy communication”. All she got
was “pills. No support plan” and was sent back home. This was happening to a young woman whose
father, whom she was close to, had died suddenly; who “always hated” school, because she could never
keep up in group situations; left school and home, and had a baby who was adopted out, all before she
turned 16. This level of trauma reflects the experiences of many of the participants. Just to take on one
element of the story - death of a parent during childhood, which happened with five of our participants.
This is an extremely traumatic event for children. A recent 27,534 cohort study of people who had
suffered the unexpected loss of a parent, found that this experience was “most likely to be rated as the
respondent’s worst, regardless of other traumatic experiences” (Keyes, Pratt, Galea, McLaughlin,
Koenen & Shear, 2014, p. 864), and was connected with increased incidence of a psychiatric diagnosis
and medication.
With disability, parents are often left with the responsibilities of care of their adult children, and in some
instances play a big role in the support of their grandchildren. One of the family members in this study
lived with her siblings, and her sporadically mentally unwell Deaf mother in the downstairs flat of her
grandparents’ house. Bipolar and schizophrenia were the primary diagnosis given to her mother,
however “various cognitive dysfunctions … every label” have been applied at some time or other, but
always with medication being the primary, and typically, the only treatment. The family member
participants, after the death of her grandmother, effectively became her mother’s primary caregiver,
after her mother had a sustained episode of illness. She felt that it was difficult to know just what her
mother’s diagnosis should be. The psychiatrists ask “ridiculous questions - ‘do you feel that the person
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in the TV monitor is talking to you?’ and I am thinking … she’s Deaf so she can’t hear the news
reporter”. One of her recent psychiatrists
had written down a list of all the [negative] symptoms [that had happened] in the past trying to run away, and sleeping with a knife under her pillow because she is paranoid.
…I feel he has really gone with what’s in the textbook of how to diagnose someone,
rather than understanding that mum’s Deaf, and her behaviours are unusual to any
hearing person, because her culture is different.
So when a relief doctor, a professor of psychiatry, at her mother’s clinic said to her “OK, I understand,
let’s take her off the medication and see what her real behaviours are, and give her a proper diagnosis”,
the family member was encouraged, but with the constant change of clinicians, this reassessment
process did not occur. The family member has friends who are doing well despite a diagnosis of bipolar,
and is disheartened. They are “allowed to get better, [they have] the chance to get better, but my mum
she will never have the chance to get better. …They have always had that mind-set, and that’s been
quite disabling”.
With another Deaf service user, her family aren’t certain what her diagnosis currently is other than what
is suggested by her being on sleeping pills, and low dose antipsychotic medication. A family friend, a
qualified mental health practitioner, had reviewed the service user documents and reported that there
was “not even a visual plan with sections set out, 'my mental health diagnosis', 'my physical', 'things that
need improvement'... There was nothing, nothing on a recovery plan - 'what I like to do'. Nothing.”
However, it is clear to the family that their relative hears voices - “ she appears as if she is listening to
the person, and making a response to them in a conversation. e.g. laughing or saying, “oh…” etc. If I
asked her, she’d say that she was praying to God”. The family worries her ”friends from church have
been encouraging her (egging her on) saying, ‘Yes, that’s God!’ So that is making things worse”.
According to the family, their relative wants her medication to be re-assessed, not just because of the
voices, but more because she is hugely overweight (“she can't go for a walk or do activities”). But “the
doctor would just look at … [the medications] and say that they look fine. He really didn’t care…”. Her
doctor would claim that the Deaf relative has never “told me that [about hearing voices] in the last
seven years, she seems fine” possibly because of the absence of an interpreter in most clinical review
meetings, and reliance upon written notes. The audism and lack of Deaf awareness of the doctor was
demonstrated in his explanation of the voices that they were possibly just “outside traffic” noise.
The three women described in this section have all been left in the wilderness of the psychosis
diagnosis, a diagnosis which had two possible outcomes, that of medication, and occasional
incarceration with no further exploration of what trauma might lie behind their distress. One family
member complains that
the time they allow for us to have a conversation about what’s going on is … half an
hour and that’s not enough time. They say schizophrenia, these are the pills that go with
it, and ‘see you later’ and that’s it, on to the next patient.
Only now are family members able to take an advocacy position based upon the right to a signing
service, and the listening that this implies.
Childhood Trauma and misdiagnosis
For a younger cohort of participants, their narrative is very much one of fighting back against the
diagnoses of psychosis and personality disorder to get acknowledgement of the traumatic events that
have happened in their lives, and access to therapy that allows them to come to terms with those
events, and achieve balance. One says ”I don’t let myself be labelled”, and backs up the family member’s
experience.
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Psychiatrists at XXX love labels, and they love medicating, and they will give you any
label for you to accept a medication, and if you are feeling down, they up your
medication, they don’t talk to you they don’t get to understand you, there is no
communication proper, it is just more pills.
She was one who had horrendous abuse as a child, and who ultimately rejected the variety of
medications that she was given to address her “borderline personality disorder”. She had no idea what
her label meant, and what the medication was supposed to do. Her clinicians “never took the time to
actually talk to me, never took the time to get to know me, understand me, never took the time to say,
‘look we are doing this because of this…’, it was just, ‘here’s your script’.” Things were made worse
because, although she had good hearing for some frequencies of sound, she couldn’t understand most
speech, and would “get confused, and … get angry because I was confused”. Clinicians “rather than
accepting that I couldn’t hear what was going on … put it down that I was aggressive!… put me down as
psychotic!”.
Even having a diagnosis around one’s degree of deafness can be troublesome, and follows the same
pattern of being ignored and discounted. One participant “was seeing an audiologist” who she thought
“was very good”, and she wanted “a hearing test to see if I could be assessed for a [cochlear] implant”,
but every time she asked at the front desk for this she was told “it takes a long time, it takes years to
do”. Eventually she came to the conclusion that the staff member did not ”believe that I am as deaf as I
am. She talked to me as if I could hear”. After asking three times, she “snapped …and … said it’s my life,
it’s my choice, it’s up to me to do better for my children, and if that’s having an implant, I want to be
assessed for an implant!”. Six-months later she was assessed, and 18-months later had her implant.
Another participant, as a child, raped by her taxi driver, and abused by her Deaf peers, and subsequently
by a Deaf man, has accessed her mental health support through ACC funding. Consequently, in the initial
assessment for ACC support, evidence of the sexual abuse is more critical than the actual diagnosis of
mental illness, of which post-traumatic stress disorder (PTSD) almost automatically qualifies. Other
diagnoses, depression and alcohol dependence disorder, common bedfellows of PSTD are also applied.
This participant receives medication for depression, and the only other therapeutic support that she
receives apart from ACC counselling, is the gym, and the physiotherapist provided by a community
mental health service. Her concern is that ACC funding is not ultimately diagnosis dependent, it’s timelimited, goal oriented, and regularly reviewed. She tells us a little about that assessment review.
I’ve been through the assessment process three times. But they don’t understand Deaf
people, they don’t know the issues we face. When I’m involved in the Deaf community,
they don’t understand how many triggers come along with that for me. Socialising is
important for everyone, but they don’t understand what being involved in the Deaf
community means for me.
This participant and her counsellor struggle to manage the requirements that the ACC psychologists ask
for as part of the approval of continuation of counselling funding. She needs to socialise, say the ACC
reviewers, not understanding how small the Deaf community is, and how difficult it is for her to avoid
meeting with her abuser or others who are connected with him. It was such a meeting, a few years ago,
that led to her mental health collapse. She recounts the distress of her counsellor, when she wanted to
go against the ACC psychologist’s recommendations.
She said, “damn” because the psychologist from the assessment recommended to the
ACC because of my continuing to pick my toes that I [should] try to reduce [this] (that I
take pills). But I didn’t want to because I felt that the pills were very addictive. My
counsellor tried to assure me that they weren’t addictive, but I was a bit suspicious of
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that, so we’ve been having a bit of a debate about the pills. But I like my rights. I’m
thinking about my future.
Just as when one participant exclaims “it's my life, it's my choice”, the assertion “I like my rights” is a
stake in the ground against the oppression of treatments that rely on a diagnostic category, and the
denial of hope that the family member above referred to.
Another participant, also a victim of childhood sexual abuse, asserts his rights in one of the most difficult
environments for a gay Deaf person, prison, where again he was abused. Using the diagnosis of PTSD
that he had previously been given by a doctor prior to his imprisonment, he “decided to get in touch
with ACC, and say 'I have this problem and I have been arrested by the police'… ‘I think you need to help
me'”. He “lobbied and wrote to …ACC and the interpreter… to the corrections department to allow me
to have my counsellor visit me in prison every two weeks to provide me with the necessary service that I
desperately needed”. This was the start of counselling and interpreter support, once a fortnight, which
has been continuing for many years inside and now outside of prison.
The clinician who diagnosed his mental health state (a GP), which started with chronic depression,
prescribed Prozac, later adding PTSD, panic attacks and anxiety disorder. Even with an interpreter, his
experience of diagnosis was similar to stories given by other participants - no reflection, no explanation,
medication.
We were short for time really. Not much information was given; I just explained what
the symptoms were, and what was going on in my life. The doctor entered it on his
computer and wrote me a prescription for medication, and went on to deal with the next
client coming in. It was not really helpful.
We have had one participant being labelled “aggressive” because she persisted in trying to understand
the situation that she was in. In this case above, because of his success in getting resources, despite the
barriers of the prison system, this participant was labelled “manipulative”. He is determined to hold the
Department of Corrections to account for failure “to protect my right to safety when I was in their
custody”. These labels are informal attempts at diagnosis with the intention of skewing treatment in the
direction of greater control over, and less choice for, the person with mental illness.
Being gay or “trans” are additional labels that Deaf people have to contend with. One participant
struggled with the “stigma” of being gay, and what that term means in the Deaf community – “if I say
'I'm gay', they are quick to judge. That has also …[affected] my mental health as well”. While he is happy
being gay, he attributes this to “the abuse that I grew up with, because I have never had any emotional
or spiritual relationships with females”. The “diagnostic overshadowing”, referred to in the introduction
to this section, is very much in play with people who are Deaf and part of the LGBTQI community, and
this makes diagnosis by clinicians who do not have a rich understanding of these subcultural areas prone
to offer very limited treatment options, unconnected to the experiences and cultural conditions that
have created distress.
Another participant’s trans journey to become a man, adds yet another layer of complexity to this
process. In itself this journey is one that is associated in the literature with a higher degree of diagnosis
of mental illness (Dhejne et al., 2016). This is a participant with experience of childhood abuse, and of
sexual assault as a young adult. He becomes addicted to sleeping medication for 13 years; “400
overdoses … pain meds, Zopiclone, and [even] oven cleaner” and is diagnosed as having ”borderline
personality disorder and depression, a mild touch of OCD”. However, it's not until he is in his 30s that
the label of PTSD is applied to him.
The complexity of health and mental health conditions experienced by Deaf make diagnosis and
treatment challenging. A participant describes the helter-skelter of diagnoses and treatments that she
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received from the age of 12, including complex surgery. In addition to being profoundly deaf from birth
(but with an implant), she was identified as having “behavioural problems” (possibly related to the
surgery), “major depression” at 15; “massive migraines” and “memory problems”, issues of being
bullied, and anger management throughout her teenage years; and an episode of “hearing voices … [and
being put] on antipsychotics”, and a number of serious physical health problems.
One can argue that there has not been a shortage of assessment or lack of energy applied to diagnosis
with these participants. With the trans participant, his first therapist was a signing counsellor and there
was support for his journey as a Deaf trans person. However, despite the range of different diagnoses,
he ties everything back to the physical abuse he experienced as a child, and thus the most recent PTSD
diagnosis, picking up on nightmares where his abuser “wants to kill me, and he is running after me with
an axe”, is the one that makes sense.
Alignment of diagnosis with culture
Four of our participants are of Māori or Pacific Island culture, adding a further dimension to the data.
Because the categories and processes of diagnosis within mental health are drawn almost entirely from
western culture, the detail of which is largely absent in NZSL, when a diagnosis is applied to Deaf people,
there is at least the likelihood that the hearing members of the family and community that the Deaf
person is part of, will have some understanding of the meaning and purpose of that diagnosis, and be
able to communicate some of that to the Deaf person. This is much less likely to be the case for people
of Māori and Pacific Island descent in which mental illness, traditionally, is much less differentiated from
ordinary behaviour, and where treatments overlap with those of physical illnesses, and can rely to a
considerable extent on faith in God or spirits (Tamasese et al, 2005, Poltorak, 2010). The consequence of
such can be that, firstly, people with a disability or a mental illness are more included in day-to-day life
in Māori and Pacific Island cultures than in western cultures, and that individual diagnosis in its positivist
western sense of having a direct link to treatment and prognosis, is of much less importance.
For example, when one of these participants tells her story, she doesn’t talk about diagnosis, instead she
describes in simple, graphic and non-judgmental language her experiences of mental illness. For
example, her description of the onset of hearing voices.
When I got up and said good morning to people, we went to my friend’s car. All of a
sudden, I started to hear voices and I was shocked. Looked at the radio and it was off.
People’s voices were on. I took my hearing aids off, but I still heard voices. I put them
back on and still heard voices. I felt a bit ill. People continued to talk to me. I nodded,
giving a thumb-up as if all was OK. Then we went home. I was confused. I didn’t
understand what was going on from what was in my brain. Then I just told my mum that
the voices were in my head. Mum couldn’t believe me. I said that it was true. She still
didn’t believe me. Oh well, so I talked to myself. My family was shocked that I talked to
myself and to the wall. I was following the voices in my head. I was hearing and listening
to them, and I was talking to the wall. They were puzzled.
Neither the participant, nor her mother understood what was going on. Her mother gives her a “piece of
paper … to give it to my teacher”. On the top is “Mental Health Services”. When the teachers read it,
they ”got the file book then copied and wrote on paper” a definition of what she was suffering from. She
was thirteen years old, and “nothing was explained’ to her or her mother. Meanwhile, the story of
repeated sexual abuse over many years by her father, in her eyes, the cause of her voices, was untold.
At a young age, she drew a picture of what was happening, but her mother “was shocked and said that
was rude” and it was not until she was 16 and her parents had divorced (“I was so happy”) that she was
able to disclose her abuse to her school principal and her mother. As a mature adult, she is able to talk
to a counsellor about that period of abuse, and reflects (clicking her fingers) – “what a waste of my life.
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All my childhood, I was always quiet and polite. Then I had communication breakdowns. Going back
again, I feel like a child.”
Throughout, she held onto belief in her own integrity and the right to care and respect which was
sustained by the warmth of her mother, her siblings and extended family. A second participant in this
group, a mother for many years, comes late into mental health services with a diagnosis of
schizophrenia which she doesn't refer to, instead talking of depression. There is no mention in her
transcript of voices. Hers is a story of confusion, marginalization and oppression, both as a Deaf person,
and as a non-Pākehā person, and like so many others in this research, at the heart of her story, is potent
and ongoing sexual abuse, starting pre-teen with the school taxi driver, sexual assault by Deaf and
hearing students at two different schools, and gang rape by strangers, all merging into an adulthood
where the boundary between consent and assault were difficult to gauge. Her right as a Deaf person
and person of a minority culture to her own voice, was never clear. She couldn’t tell anyone about her
abuse.
I didn’t tell any teachers or anyone, just held it in and kept it to myself. I was scared and
nervous…. I couldn’t tell my brother and sister, and I know my brother and my sister
would have gotten really upset and angry. No, no, calm down, calm down. It’s important
for mum, as she is sick”.
At the School for the Deaf she was teased.
They would all say “you always have sex, sex, sex”, it was awful! It was happening all the
time which hurt so much, and I was so depressed. I didn’t want to go back to transition
but stay home. I was so sad alone.
This pattern continues in later life when her husband beats her and her children, and she “couldn’t tell
anyone, that wouldn’t have worked, and I feared for my family ... I didn’t tell my brother or he would
have got angry, gotten into a fight, fight. No, I didn’t want my brother going to jail”. She was a pariah
within the small Deaf community, and she viewed her brother’s authority as only resting with his fists,
and not as a New Zealander able to call on the law or social services for help. Some of her children have
been uplifted by CYFS or transferred in custody arrangements, demonstrating how the twin oppressions
of audism for the Deaf and colonization/racism, come together for Deaf people of Māori and Pasifika
cultures. Her silence around her early abuse is finally broken by being able to tell her story in the
interview for this research.
The third person in this group refers to the traumatic event of his Māori mother dying of cancer when
he was an adolescent. He feels that he “was close to her” and because neither of his parents learnt how
to sign despite having two Deaf children, he doesn’t “know her iwi and whakapapa. I can’t hear so I
don’t know”. His Māori side was seen as important, as his parents sent him to a kaupapa Māori class for
his 7th form year. A year after his mother’s death, he had his first admission to a mental health service.
He rejects the “thought that I was mental'', but says that he “was very depressed” with his four-month
stay in hospital which was “like a prison. I was always in bed and there were other people, who looked
crazy, worse than me”, an experience that many survivors described as leading to PTSD (Piper & Berle,
2019). However, he describes a series of slightly bizarre events, such as a policewoman “flirting” with
him, “juggling knives … on the street” outside a shop, and “a red flashing light… watching me; the police
were spying on me, perhaps - they were teasing me”, suggestive of schizophrenia. Thus, it's possible that
hospitalisation may have contained the mental health issues brought on, or accentuated by the death of
his mother, but the incarceration that he had to endure to get help was, in itself, a form of abuse which
will have delayed recovery.
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Mastery over Diagnosis
Mastery over diagnosis, is where we use its explanatory power for our benefit, rather than it setting the
limits of what we might potentially do and be, and is critical, particularly when diagnosis is being applied
to young children. In this story, a mother’s “very happy, very comfortable in himself, bubbly and
excitable” Deaf son had become
very, very upset. He would just shut down. He couldn't function. He'd get very angry over
very small things. He'd lash out at his brother, lose the plot at home and then he said to
me one night when I was trying to get him to explain … what these feelings were like, …
he said ‘the whole world feels heavy’.
The change in his personality “was hideous” and this frightened the mother whose extended family
include those with diagnoses of “depression and schizophrenia and bipolar disorder, and all sorts of
joyous genetic fun” and she set out to find someone who could understand what was happening and
what was needed. The family network includes both Deaf and hearing adults and children who can sign.
At times the family has periods when only sign is used to communicate. The son, who is the focus, has a
cochlear implant which has enabled him to develop good speech and understand spoken language one
on one, but not well in group situations, and this is what causes him to struggle in his peer group at
school.
He very much identified himself as a hearing kid. I'd ask him if he was Deaf and he said
‘No, I don't want to be Deaf'. He doesn't quite fit anywhere. He doesn't have any peers
who, you know, one glorious friend at school who will tell him what's being said. He does
feel very left out a lot of the time.
Looking for help, first the mother approached her GP who:
did blood tests… to rule out any physical issues, [but otherwise] was surprisingly
dismissive. The school's response was very much 'Well he's fine at school, you know’.
He'd had a new teacher every year so no-one could track what he'd been like originally…
[However] the SENCO at school is incredible and she took things quite seriously … [but
things] stepped outside of her realm of understanding when he started to get so very
down and very dark… [Then] I was trying to contact someone through the DHB to put me
in touch with some kind of mental health services and just to find the person to talk to
was damned near impossible. You know, trying to get someone who could deal with kids
before I even talked about him being Deaf, … They said ‘Oh, we don't have anyone here.
Have you tried contacting...?’
Matters were going nowhere until the mother talked to a counsellor that she knew informally. The
counsellor gave her a number of family strategies that turned out to be very effective, and suggested
treatment for magnesium deficiency which may have “made a huge amount of difference”. The mother
sums up her diagnostic journey When it's the kids…[it’s] just … understanding that you need to stop putting labels on
these kids, because it doesn’t actually mean he is… … Yes, technically he has a disability,
[but] it's not the disability that's causing his issues. It doesn't help, but … don't write him
off because of that.
This story is a reminder about the Deaf child’s struggle to gain a secure sense of their own identity and
that even with implants and in a loving sign friendly family environment and a supportive school, this
struggle has the potential to become a traumatic process, and lead to mental illness in adulthood.
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In the struggle for funding to build appropriate mental health services for Deaf, it is all too easy to rely
upon the diagnostic criteria that have been applied for decades for access to mainstream mental health
services, and, which we can see from this analysis, tend to regress in the hands of non-signing services
and clinicians who are not Deaf aware, to diagnoses of depression, anxiety, psychosis, and borderline
personality disorder, and to medication as the primary treatment option. At the centre of Deaf mental
health is the issue of Deaf identity and learning how to hold this comfortably with other cultural
identities, such as Māori, Pacific Island cultures, Pākehā, and LGBTQI. This is a massive task for which
few hearing parents are prepared, and thus one in which abuse and neglect can easily occur. The task of
any funding framework Is to provide the resources to help the Deaf person find a secure understanding
of their own identity, and needs to discover how that identity has been or is being formed, and/or
disrupted.
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Treatment and recovery
What is recovery?
The concept of recovery as a framework for determining the effectiveness of
mental health service has been endorsed in New Zealand since 1998 when the
Mental Health Commission set out the Blueprint for mental health services in the wake of damning
reports of those services. The Ministry of Health (2019) supports the recovery model, defining it as
“working towards supporting an individual in a way which minimises the level of distress and
impact on their day-to-day lives as much as possible” (para 9). Other more complete definitions of
recovery have been provided, including Mary O’Hagan’s detailed recovery competency's in 2001
(for the Mental Health Commission) and, internationally SAMHA’s (2010) 10 principles of recovery
and the Australian Health Ministers Advisory Council’s (2013) guidelines for recovery. In 2018,
O’Keeffe, et al.,, drawing from these and other sources, provided a comprehensive recovery
framework for the evaluation of mental health services in Ireland, which we will use in this section
of the report. Their “tenets of ‘Recovery’” are
1. psychiatric assessments - interpreting perceived deficits, pathology, and symptoms
within a strengths and resilience framework;
2. practitioners holding optimism for recovery for all and respecting each service user’s
uniqueness, personhood, expertise, and the personal meaning of their experience;
3. systems emphasising empowerment, collaborative decision making, selfdetermination, choice, and risk-taking in individualised, person-centred, recovery
planning;
4. services contributing to tackling the social, political, and economic barriers to
citizenship, social integration, and inclusion;
5. health care organisations prioritising access, engagement, continuity of care, and the
incorporation of user led services; and
6. discourse among practitioners reflecting a multiplicity of biological, psychological,
social, and spiritual perspectives on the aetiology of ‘mental illness’ (p. 636)
We use these six tenets as a framework for evaluating the extent to which mental health and
community services are effective in supporting Deaf in their journey of recovery
Psychiatric assessments interpreting perceived deficits, pathology, and symptoms within a
strengths and resilience framework.
We have already reviewed in the previous section the regressive nature of assessment and
diagnosis for the Deaf leading to limited treatment options, the unwillingness of clinicians to make
sufficient time for exploration of client strengths and resilience; their inability, partly through the
absence of interpreters, and partly because they are not Deaf aware, to engage in full exploration
of client needs; and, at times, their clear disinterest in their Deaf client. Most of the participants
were very frustrated by the assessment/reassessment process, and those that didn’t comment
were Māori and Pacific Island Deaf, two of whom were compulsorily admitted to a mental hospital
as part of the assessment process.
Some of the interviews also revealed that the outcome of the assessment process can be designed
to fit the needs of the caring family and/or staff, and not the Deaf person. The grandmother of one
of the family participants had a vested interest (as the primary caregiver to her Deaf daughter and
her grandchildren) in her daughter being stable and manageable, even if she was overmedicated.
The family member (the granddaughter) asks
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how is … [her mother] going to trust doctors when she’s had doctors in the past
who have done things to her, who don’t want to understand her or don’t want to
listen to her, and they will listen to my grandmother over her, they don’t really ask
her questions.
Members of another family are concerned that their relative still hears voices, and worry about the
“very low dosage …. of very weak and cheap medications!” she is on. Her friends at her Deaf church
are much more positive about her voices, and although she does also say that “I tell them [the
voices] to stop it”, her main concern about her medication is that she's very overweight. This is very
important because the medication may prevent her from getting out and about. Another family
member, who was recently living with her for 6 months explains:
She has Deaf church, art and craft day and maybe movie night or something like
that. She is helping a local charity to clean clothes, I think. So she has a few things
to do during the week. She said that she goes to help Sunday School with children,
telling stories or something. She has some things going on.
However, this family member is not sure what his relative is doing, and what she might like to be
doing, and this limits the family’s ability to advocate for her.
For some participants the family member responsible for instances of abuse is still active in the
lives of the participants long after the abuse has been disclosed. After disclosing abuse, one
participant received counselling support and says the outcome is great – “I got it all out of my
chest. I feel good [blowing ‘dust’ off hand] and it’s all gone”, but only moments later in the
interview says “looking at him makes me feel so ill”. On different occasions, after her disclosure,
family members put pressure on her to see and hug her abuser which she fiercely resists internally
(“No, I don’t want to talk to him! Why? I hate him!, that’s it!”), but complies. Families want to heal,
put the abuse behind them, and so for another participant, while disclosure led to the cessation of
abuse, the family was unwilling to acknowledge the causative effects of abuse implied by a
diagnosis of PTSD.
In these four examples, key family members have been generally very supportive, but because of
the communication challenges that Deaf face, it is easy for the Deaf voice to be lost, and for Deaf to
feel disempowered unless they have the opportunity to explore their strengths and desires in the
assessment process independently of family and caregivers.
Practitioners holding optimism for recovery for all and respecting each service user’s uniqueness,
personhood, expertise, and the personal meaning of their experience
The characterization of Deaf people that emerges from their assessment and diagnosis from
mental health clinicians, particularly in their first encounter, is one of pessimism that is driven from
the failure of understanding the uniqueness of the Deaf person, and the multiple manifestations of
Deaf identity. One of the consequences is that Deaf usually do not like their first therapists,
because they hold no hope for them, however once they find a therapist that does, it opens up the
pathway to recovery. A key element of holding optimism, is having some kind of positive plan for
the future.
Being in Limbo – no plan and no planner
These stories are about participants who are not sure where to turn, or who to turn to, that will
help them create a stable and productive mental health future.
The mother’s story of trying to find a diagnosis and an approach that would help her young son, is
one where nobody knows where to go, who to talk to, or what to do, and where she has to
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essentially work it out for herself. The outcome, however, for her son is good, a good parenting
programme, a dietary supplement and
he has had a new Resource Teacher of the Deaf who is absolutely incredible. She's a
full signer. She has [my son] teaching the class with her. My daughter …[is] running
a sign language club at school. [My son] doesn't want to get involved in it, but the
flow on effect is very good in general.
The son is doing very well at home. The positive reflection process suggested for him by a
counsellor friend of the mother is working very well. With his brother he has “an incredible
relationship, … they're both little shits but they're very, very close”; he's engaging in conversations
about Deaf identity with a close Deaf family friend; and the family have sufficient signing skills for
there to be sign only conversations over dinner, one or two nights a week. While the school has
been very supportive, the Deaf resource teacher is only available for two blocks of 1.5hrs each
week.
As the mother says: “we really couldn't get any help. People were very disinclined to go anywhere
with him with counselling or anything like that”, and what has been achieved, has come about
through her rare pre-existing knowledge of Deaf culture, and the education system, signing family
members, and the luck of having friends who could help. But if the mother had been a Deaf parent,
struggling to keep up with the hearing world, and not really wanting her son to be part of it, or a
hearing parent struggling to understand where Deaf identity fits in, or in any way under pressure as
a sole parent, she would have been in limbo, and her son would have been at considerable risk of
isolation and identity collapse.
One participant had three counsellors and one psychologist while she was at different schools. One
was signing, two used interpreters, and one was non-signing with whom she had to use speech and
lip reading because her teachers “thought I should speak to the counsellor” and not use sign,
despite gradually worsening residual hearing. One of these counsellors was “good”. Her sessions
“were short, more like talking with my mother (because my mother found it hard to cope)”, but
often counselling stopped because “the funding had been given to another person, and I felt lost as
to what to do”. After she left school, emotionally disturbed by damage to her home from a storm,
and struggling with issues of identity, she used free counselling sessions from two youth
organisations, each for “a few weeks, before that ended again”. This was partly because she felt
that she “wasn't … [able to talk] about things …[she] needed to talk about. It was more surface,
superficial things. …Plus, sometimes the interpreter, for both counsellors, was not good enough for
fluent conversations”. She often felt that the interpreter was not making a good connection, and
she was having difficulty booking the same interpreter week after week, and “the good interpreters
are always booked”. She’s been left in limbo, because there is no money to pay for the long-term
counselling that she wants and needs.
Another participant, struggling for many years with depression and a dietary condition, spent time
in overseas and was able to meet Deaf with whom she could talk about her ailments and found the
advice they gave was very helpful.
They recommended peppermint pills…. and different foods like low FODMAP, like a
more healthy mixture like gluten, fibre, healthy eating. Also recommended exercise
to help my bowel as well as get fresh air, good for the mind. [I took the advice that]
was given to me and I did better.
She got excited by the discussions, experiences and possibilities she was exploring with Deaf people
in Australia, and this brought on “a really bad [anxiety] attack, like I wanted to throw up. I couldn't
sleep, I was restless tossing and turning through the night”. She felt that what would help her was
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“deep conversation”, and that could happen with her friends. When she came back to New
Zealand, the attacks continued, but she felt that there was no-one she could talk to.
I felt I couldn't trust an interpreter. Which counsellor? Do I have a good relationship
with [them]? If I have that, is there funding for me to have that counsellor?
Psychologist, or counsellor, doesn't matter, but is there funding for therapy,
because I work part time and I do not have lots of money.
She feels that she can't talk to other people in the NZ Deaf community about this, and although she
has had a little bit of help from helplines using Relay, and conversations she has had with people
who have spent some time overseas, and with Deaf friends overseas, “at the moment [she’s trying
to] … self-manage, but I know that it’s not enough. I need help. Where I find it, I don't know”. Her
partner’s support is great,
but … he still struggles with how to best support me. …. I have to explain to him
how he can support me. … I'm happy to explain but not always. ‘I'm feeling this
tonight. I feel like this today, this week, I'm sorry I'm having a bad day’. I have to
explain how to make it better. But sometimes you can't make it better, just have to
be there for me and carry on supporting me until I feel better and happy. Where is
that information for him to understand how to support? … [Who can help?] There
are Deaf organisations that can, but many Deaf may not feel comfortable with
these organisations at the moment. They are another roadblock. Is there funding?
Are interpreters available? There are lots of roadblocks. That's a big gap there.
As with the previous participant, she’s in limbo – the Deaf world she’s in has no clear pathways, nor
has she the financial support to get help that she can trust.
One of the older participants has also been left in limbo. She left the family home and went to a
distant city with her new partner, but her daughter says that “it was a big change for her, and she
had a few episodes and was quite mentally unstable”. Five years later, unable to cope, she is back
in her hometown, but without her partner who could not manage her support needs. Her mother
died suddenly after surgery, a few weeks before her return. She suffers a further collapse straight
after she was told about her mother’s death.
Her daughter said the mental health services for Deaf in the distant city consisted of referral to the
psychiatrist when she was unwell
and then when she was better, she would be referred to the nurse, and then back
to the psychiatrist when things got bad again. She would go in for injections every
two weeks, and they would have a casual check up at the same time. That’s when
she would be referred back to the psych if need be. There was never the same
psychiatrist or the same nurse….The social work was so bad - they had contact for
15 mins every 3 weeks … For the first 3 months they failed in getting her an
interpreter.
There was no programme, and her mother’s partner was “worried about her safety - she would
spend all day every day inside staring into space” undergoing a slow collapse of cognitive
functioning. Following the grandmother’s death, the daughter told her mother’s partner
go straight to the GP, and get a referral to the psychiatrist, because this is going to
be a bit of a bad one for a while, and the sooner we get on to this, the sooner the
recovery process, the grieving process, and the counselling process. But they didn’t
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have interpreters and they weren’t given from the beginning the support networks
that she needed.
Back home, the daughter tries to get her mother out and about more “as when she gets stuck in
her room all day, it’s like she can’t think. … [and getting out is making] her brain functioning … a lot
better”. The one bright spot for the mother is that now she has a signing mental health support
worker. Her daughter saw that the support worker “wasn’t prioritising me or my partner over
mum, she was here for mum, and mum recognised that, so she responded really well to the
support worker”. But for the daughter, fighting to reclaim a mother lost to the effects of
medication contingent on a diagnosis of psychosis, the mother would have been locked away (in
limbo) in the dementia unit of an old people's home.
Achieving a fragile stability – having at least one good therapist/support worker
This group of participants sit within a clear framework of mental health services, but there is no
indication that there is a plan held by the therapeutic team for the participant. There is evidence,
however, that the participant feels backed by at least one support person, and is positive about
their future.
According to the family, their relative’s nurse of ten years doesn’t use any signs, not even for
greetings. A family member reported that the nurse “just arrived and sat down, just sitting there,
watching ... no eye contact, ignoring us. Like, a job is a job and that's it”, and when she
told the nurse what her relative wanted (listing things), she said “oh, that is … [the
support person’s] responsibility … not my priority … I don't know what …[the
support worker] actually does. If she wants to go there [to explore interests and
skills], that’s ok, no problem (as if disinterested). … [the support person] may help
her, possibly”.
In session with the doctor, the Deaf person, with the support of family advocates, talks of hearing
voices and of her worry about being overweight. The doctor says ”in the seven years she's been
coming to these meetings she's never talked like that”, and pressed, acknowledges that a
medication change might help, but nothing is written down. Previously, he has said to the Deaf
person nothing can be done about her weight, although she had been, some years ago, “referred
to a dietitian who … had no Deaf awareness”, and with whom she struggled to communicate. Her
family reported she said, “That doctor. I don't like him”, and she tells a family member “I have had
bad experiences with them [mental health nurses]”.
However, she likes her signing support worker so much that when the support worker set up as an
independent practitioner, she was “determined” to keep her as her support worker. Her support
worker has created a “plan” for her, but it’s “not official”, involving such things as helping her to
move home. The key difference between this older person and the one above, supported by her
daughter, is that the former has a long-term, consistent, committed, signing support worker.
Deaf are two to three times more likely to be diagnosed with a severe mental illness, and to end up
being admitted to a psychiatric hospital (Bridgman et al, 2001), with the risk for Māori and Pacific
Island Deaf being greater. For two of the four Māori and Pacific Island participants, their first brush
with mental health services is via a compulsory admission to a psychiatric hospital, an experience
that neither of them liked. One felt that he didn’t have a supportive relationship, he “didn’t like …
[his first psychiatrist] at all and his
mental health doctor… who saw me for 10 years … didn’t understand me and
would tell me if I had not taken my medications, I would be dangerous. I was not
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happy with her. … [As well the] hearing social worker, visited me at home and could
sign a little. I never liked her…
Although his first social worker could sign “a little”, he couldn’t trust her (“she told lies”), but his
recent one seems to be a better listener and a better advocate. No counselling or referral to a
cultural service is being offered to him around trauma issues, such as his mother’s early death. His
family members continue to be supportive, and his recent experience of mental health
practitioners is positive. He likes his new doctor who:
listens to me through an interpreter. I like him a lot. He’s a good man. I want to talk
with him about my medications, if I can stop or reduce them. [Also] I now have … a
new social worker, hearing, and we communicate by pen and paper. I like her. She
visits me every once or every two weeks.
This participant seems to have access to both te ao Māori and the Deaf world. He began the
interview with a karakia; he has a Māori Deaf girlfriend who's coming to live with him shortly and
with whom he texts for one hour each night; he spends four hours a month at a Deaf drop-in
centre, and two days a week he does art with another Deaf person at a local art studio.
The other participant in this group had a traumatic introduction to mental health services via a
hospital admission without an interpreter. On the first night
I slept on the floor; I think that it is odd, a mattress on the floor. The next day, next
morning I got up. Realised I saw all the people around, they looked strange. What
does that mean? What am I doing? Why am I here, what does it mean? I talked
with the nurse. She wrote it down, showed me the paper. It read, “Mental Health
service.” I dropped my jaw - was gobsmacked. I realised and felt defeated.
She has since had the opportunity to use a cultural service, but initially chose to use a mainstream
one – “two nurses, … women [of my culture] who are sisters and help me, which is ongoing. The
doctor is a white man, a nice man. They all really support me well! I like that one”. She went on to
use a cultural service which she also likes – “they help me with everything”. She has had access to
just two sessions of counselling related to her sexual abuse which she found helpful – “I feel good
[blowing ‘dust’ off hand], and it’s all gone. I’ve bounced back and feel happy. Happy”. This was
possibly insufficient as the events that led to her illness are still an issue in her day-to-day life. She
still hears voices (“they slam on my leg … They tease badly”), but she can manage them, and would
like to get off the medication.
The other major change in her life that is important for her recovery, is moving back to her
mother’s home where she can be a support person for her mother and for her Deaf granddaughter.
“I love my granddaughter; I look after her. She is Deaf and I hug her with affection. I like it”. With a
more complete understanding of her own journey, she will protect this child, give her a significant
language advantage, get her daughter’s signing up to fluency, and have a strong sense of meaning
and purpose in her life.
Getting to this place of stability, connection, and sense of future direction for these three
participants has been a journey of between 10 and 30 years, often without access to interpreters,
and with staff who struggle to communicate effectively. Isolation is a constant threat. A change in
staffing or the death or loss of a key whānau or family support person, and the future has to be
renegotiated without the guarantee of clear communication, a coherent plan, or effective
advocacy.
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No support for major trauma
Of the eight people who have experienced major trauma, either through sexual abuse, physical
abuse, or the unexpected early death of a loved parent, only four have had access to long term
counselling. For two of the participants in the previous section, their issues seem largely resolved they like their therapists and have things in their future that they are looking forward to. Two other
participants with serious and ongoing issues of trauma have been less fortunate.
One of these, whose father had died while she was in her teens, adopted out, at age 15, her first
born. These events contributed later to her admission to a mental hospital. When she had
recovered from that admission, she made contact with her son as an adult, but after an initial
connection, her son “didn’t want to know his birth mother, a crazy dag”. She went on, in a second
marriage, to adopt a boy, who later in life committed suicide. Her explanation (“it was about his
birth mum, and it was too much for him”) gives some idea of the importance that she placed on the
biological parent-child relationships. She describes her relationship with her mother as “cold” and
has never received counselling for these issues, or relating to the early and unexpected death of
her father. She has fallen out with two of her three sisters and has, at times, a difficult relationship
with her daughter who she says is “bossy, bossy, bossy”. However, after a recent physical accident
resulting in hospitalization put her at risk of being placed in institutional care (a rest home), her
daughter “fought to get me back here”, which she appreciates.
She has been stable for a long period of time on medication, and in contrast to past experiences,
she thinks her nurse is “nice”. However, the psychiatrist she “liked” has gone back to the USA, and
she has been transferred to the service for “old people” which Is focusing more on her physical
health. She would like her clinicians to “show more feeling - could be more understanding to the
personal needs”, and is annoyed that none of them have ever been able to organize home support
for her. Her most pressing concern is her failing sight in her one good eye, which is beginning to
make lip reading harder, but she does have optimism - “at last I am starting to feel good now, able
to be in control of my life” after 30 years in the mental health system.
As in the previous story, this next participant’s story represents a lifetime of suffering as a result of
a failure of the health, education, and welfare systems to identify her early experiences of trauma,
and to respond effectively to them. Her interview is, in effect, serving as a counselling session that
she has never had, and through which she's able to tell much of her story for the first time. She
doesn't really want to talk about the quality of the mental health services she's receiving. She
wants to talk about events in her life that have been traumatic, not only the ones of childhood and
adult abuse, but also about a traumatic birth experience that very nearly resulted in the death of
her baby. She is desperate to have a relationship with her estranged children, and a big chunk of
her narrative concerns her relationship with CYFS who write her letters and won't communicate to
her through interpreters – “wall after wall after wall, I have tried with CYFS, but it is so stressful!”.
She feels that her children are not only being denied access to her, but also to her parents who
can’t establish a relationship with their grandchildren.
After years of not receiving any mental health support she now has a signing support worker, and is
on medication for her depression. She responds to the question about whether she feels better
saying “No, I am sad again. The family are not talking to me, my son and my daughter are not
talking to me, nothing. … They … see [my ex-husband’s] family enough already!”.
These are essentially two stories of wasted lives, and the transfer of their grief and pain onto the
next generation. That the beginning of their stories of trauma is historic, and the unfolding would
probably follow a different path today, does not excuse the lack of support that could ensure
connection and reconnection in the future.
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Resolving the trauma with long-term counselling support
The four participants with long-term counsellor/psychologist support have all reached a point
where they feel they are more or less in control of their lives, their future direction, and that they
have the back-up of a mental health professional if things get difficult. One says of her psychologist:
She is probably the best I have had in my life … because she has been there, she has
experienced things in her own life, and sometimes you will say something, and she
just knows what you are saying, and she doesn’t expect you to go into details.
She has a Deaf daughter with major disability challenges for whom she is fighting to get the best of
services. She says her daughter is “confident and I don’t put her down, or tell her that she can’t do
stuff - she has confidence up to here (raising her hand above her head)”, and that, basically, is what
this participant expects to hear from her therapists. It’s her psychologist that gives her the
confidence to go off medication in spite of her doctor’s concerns. She also has had some great
doctors - one who took her back to her (the doctor’s) own house rather than section her to a
mental hospital, and a GP who she
could see anytime and he didn’t always charge me, … and one time a lady went to
close the door on me and he said, what are you doing? And she said that we are
closing and he said, ‘you never turn her away. If she comes in and she’s like that, I
see her.’ He was great. I have never met anyone like that.
She has also had some good support workers who will come and see her on their off-day if she's in
crisis, or encourage and support her in getting new hearing aids, or a pregnancy test when they saw
that her “boobs are sticking out”. Motherly stuff. Where she has struggled, is getting recognition
that she is Deaf, and that there are many situations where her lip reading and residual hearing
don’t work; like making a telephone call; being called for her appointment in a clinic waiting room
by “shouting … [rather than] coming to get her” as she had asked; or in group meetings where
important information is being conveyed (“we are too busy” to provide interpreters). In noisy craft
work environments, where she finds it is difficult to concentrate, they will send her home if she
turns her hearing aids off and is thus less able to respond to emergencies. “There are people there
who are blind, and they accommodate those people, and they should accommodate Deaf.”
She was on weekly ACC funded sessions with her psychologist, “but now ACC have decided that I
have to … [go] fortnightly. At some point they will say, “you can’t see her anymore,” and that will
be there you go!”. She may be ready for this eventuality. She has some strong community supports,
including her local pastor who is supporting her in teaching sign language to members of his
congregation and others; a strong bond with her daughter and her granddaughter; and a clear
sense of the direction in which she is heading.
A second participant has been on a journey of major early abuse, and later struggles with CYFS
(whom she feared was going to uplift her son), that echo other stories in this research. She lost a
daughter in childbirth, 6 months after the death of her older signing sister. So, she had much to
contend with, and a suicide attempt led to her referral to a psychologist. She “didn’t like him. He
used a method where he tapped on my knees alternately, but it wasn’t working for me.” She “had
to have my eyes closed as he was tapping”, not a good process for someone who can't hear and
may be easily disoriented. The same issues of poor communication and low trust defined this
experience, with lasting consequences. She recalls that one day,
the psychologist …..started shouting that they were going to call CYFS.…. I don’t
know, they must have misunderstood what I was saying. I was really anxious,
frightened, so I quit going...I remembered that experience with the threat of CYFS
taking away the children, I felt like I had to be careful what I said...I was distrustful.
77

She was not able to tell her stories of abuse to the psychologist, and it was another 10 years before
she could tell anyone. She was at a camp with a Deaf friend and she saw
the guy who raped me … I knew we’d be camping for three weeks, I had to see his
face all the time, and I just lost it. Lost my temper. The whole story came out to my
Deaf friend who was shocked, and that they didn’t know how to help me, and that I
actually needed to go and see a doctor for some help.
Despite being very resistant, given her experience with the psychologist, she was referred to
counselling. However, she was determined to find a counsellor who was Deaf aware
I contacted so many, 30 people… but none of them knew anything about Deaf
culture. I was getting so fed up, but I thought I’d just try the last person on the list,
so we had a chat and it turns out she was pretty good. … I like her. She went to
Deaf mental Illness professional development because she wanted to learn, which
is good, that’s nice. She got to understand Deaf culture, little by bit over time and is
doing well.
She sees this counsellor once a week, and has done so for several years. Her interpreter is an
integral part of her counselling, but also in any other area, such as in conversations with police,
where elements of her personal abuse story have to be told.
She is now in a space where she feels that she has much “more to learn”. She has received help
from a different counsellor about how to better manage her family relationship issues. She has
signed up for a hearing Alcoholic Anonymous group, and she is using some of the adjunctive
services offered by local mental health agencies. She needs services that are Deaf aware, and
understand that “Deaf people need extra time”. Some of the things her counsellor has enabled her
to do have been “heartening and … helped me to grow, to follow my ideas about what I wanted. ..
helpful, really worthwhile”.
One of the men who received valuable counselling support was always proactive, or as he calls it,
“stubborn”. Even as a teenager he had contacted Male Survivors of Sexual Abuse, and was being
supported by a youth worker connected with that organization for six months, until that person
unexpectedly committed suicide. They had been working on an “ACC claim for sexual abuse. ….
[but] ACC decided it was a mental injury, and so they couldn't help me any further”. He had no
support other than his mother who was my “best friend, my rock, my confidant. I could talk with
her about everything. In the end she passed away from cancer”. He turned to the internet in his
early 20’s, searching for the answer to the question “why do men do that to [abuse] … boys?” – a
search that led to prison. Once he was in prison, he knew that there was no way that prison
counselling services were going to be able to help him in that inquiry, and he persuaded ACC to
fund counselling and interpreting every two weeks, in prison, and beyond. This sequence of events
begs the important question of whether this participant would have ended up in prison if his initial
request for ACC support had been successful.
Over seven years, this participant’s counsellor “has picked up on how to communicate with a Deaf
person. Working along with one specific interpreter, she is now skilled in treating Deaf people. …
my counsellor was very determined to help me”. She has helped not only with the historic abuse,
but the continued abuse “by other prisoners... um... people that shouldn't be allowed out of
prison”, and by a prison system that denied him a single cell “on the basis that I was Deaf [and
couldn’t respond to emergencies], and that I asked for it (to be abused), because I was gay”. His
counsellor has shown her belief in him by offering “frequently to support me at the police station,
in interviews with lawyers, things like that … when I decided to take the Department of Corrections
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to court”. One outcome has been that “one [family member] was convicted … [for abuse], and sent
to prison for two years.”
At one point in my life I thought I was actually a woman, but now through support
and therapy I have discovered I am actually a man and I've accepted that I'm happy
with the fact that I am a man, and also, on top of that, I have come to terms with
that I am actually gay. … I feel very lucky because my counsellor has that
experience, and better, more capable advice to give. That's been very good because
of her. Without her things will be more difficult. … [there] would be a high chance
that I would probably have ended up back there [in prison].
When the final participant in this group is asked “who has been the most helpful?” he responds:
“Myself, as you have to want to help yourself. That is the most important thing”. Unlike the other
three participants in this group, he is comfortable with lip-reading and speech in one-to-one
situations. In his interview, there were two things that energized him. Firstly, he would like to
undergo further medical examination to prove the connection between his psychological, memory
and migraine problems, and the physical assaults that he endured up to the age of 14. The second
energizing force, and on a more positive note, is his desire to fully become a man. To support this
journey, he has a “gender counsellor” who also supports him in his contentions around the
consequences of being “whacked on the head” as a child. Being on this journey seems to have had
a stabilizing influence on him, because over the past two years
I had to be stable … before I was able to start on testosterone. That was quite hard.
It took a long time for them to trust me to take the injection at home. He thought I
might be silly with it. I used to go to the medical centre for it for the first year. Now
I do it at home.
He has had a hysterectomy, and his counsellor has said “we can write a letter to a private charity,
once I have lost another 10 kg to get the money for top surgery”, he claims that he has lost 26 kg
and has “got a gym membership, and went back to the pool in March, and did 5 classes a week,
circuits and pool”. He says he won’t “need to go on medication again”, hasn’t overdosed for more
than 18 months, and no longer self-harms. He has friendships and takes part in groups, although he
can only manage the one-to-one conversations.
There are some possible areas of concern for him in the future. One is the change in his support
worker. He says
it is hard to find someone I can trust - I could talk about anything with [my last
support worker]. I’m not sure with the new one yet. My last support worker was
male. He was the first male I had, and we got on quite well. I could talk to him
about anything.
On the other hand, he seems to be pleased with the change of his psychiatrist. Another concern is
that it is not clear that the unresolved issues of abuse and family relationships are being dealt with,
although this may be happening as part of the gender reassignment process. What he says he
needs is “for people not to disbelieve me or tell me [you are] just making trouble”.
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Discussion and Conclusion
In this section we summarise the main findings of the research using the last four
tenets of Recovery suggested by O’Keeffe et al.,(2018) in their model of
Recovery.
Systems emphasising empowerment, collaborative decision making, self-determination, choice,
and risk-taking in individualised, person-centred, recovery planning
A summary of the previous section and the short answer to the above heading is that there are few
systems that are set up to empower Deaf people suffering from mental illness apart from the small
signing mental health support service run by Emerge Aotearoa in Auckland, a very small number of
signing proficient independent therapists, and the support given through interpreters, some of
whom are trained in, or experienced in mental health interpreting. There is no collaborative
empowerment process based on Deaf participation, and consequently very little opportunity for
choice that could lead to individualised recovery planning. This failure rests upon the inability of
mental health and counselling services to consistently communicate with Deaf using sign language,
either through signing professionals or interpreters. While not all of the participants needed to use
sign language in every context, all but one needed it for specific and usually vital communication
needs. The two bright spots in the participants’ transcripts, are the access that three or four
participants had to long term counselling with interpreters, and the access that three clients have
had to signing mental health support staff. In both these situations, there is the possibility of
collaboration and progress towards goals chosen by the participant.
Services contributing to tackling the social, political, and economic barriers to citizenship, social
integration, and inclusion;
Absent from the recovery dimensions proposed by O’Keefe et al., (2018) is the question of how
services contribute to tackling the cultural barriers to “citizenship, social integration and inclusion”.
The inexorable move of mental health services to culturally competent, or culturally specific
models tells us how important this question is, and how the issue of Deaf identity is central to the
recovery process. Once we add the huge “social, political and economic barriers” that Deaf face in
their struggle for “citizenship, social integration and inclusion”, before mental health concerns are
considered, the size and nature of service needed from mental health and related support service
becomes clearer. All Deaf clients have to be seen as having high needs to receive services that are
funded accordingly. Apart from long term ACC counselling and interpreter funding, there is little
indication that Deaf receive anything like the support from Mental Health and Addiction services
that they need. Māori Deaf and Pasifika Deaf face the additional barriers of racism, and the impacts
of colonisation. However, Māori and Pacific Island services are already under huge pressure, and
are ill prepared to support Māori Deaf and Pasifika Deaf.
Health care organisations prioritising access, engagement, continuity of care, and the incorporation
of user led services
Starting with user-led services, it's very clear that these don't exist other than at an individual level
of the relationship between a Deaf client and their counsellor, or their support worker. The mental
health system has no forum for taking on board Deaf perspectives. Deaf are not represented in
mental health consumer groups, and they are not recorded as a culture in mental health data, so
they are largely invisible to funders. The main government funded agency acting as an advocate for
the Deaf community, Deaf Aotearoa (formerly Deaf Association), despite good work in the 1990s
and early 2000s to get Deaf mental health services operating (Bridgman, 2000. Bridgman and
Manning, 2001)), was described by one participant as “a roadblock” to getting good access to
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mental health services. Our review of interpreting services found that NZSL interpreters in the
mental health field, were often not sufficiently well trained. Magill (2017) notes that “Connect
Interpreting Services … has been the agency of choice for Deaf mental health services in Auckland”
(p. 27), due to their efforts in mental health training.
The childhood experiences of the participants demonstrated an appalling level of vulnerability and
abuse that was very poorly addressed by education and welfare services prior to the Deaf
Education reforms, beginning in the 1990s. The narratives of participants with direct experience of
those reforms is positive in terms of the absence of stories of abuse, but not in terms of the
security of educational and support services provision. Schools struggle to provide resource
teachers and counsellors who can support Deaf children, and to create a school culture which is
inclusive of signing. A huge burden is placed on parents to advocate for appropriate services.
Only one of the participants in this research got early access to services, and most of the initial
services were either custodial, or otherwise ineffective. Most of the participants are highly
vulnerable because there is no recovery plan, signing support staff are likely to change or
disappear, and/or ACC funding for interpreter supported counselling will also, at some point,
disappear. They are also vulnerable because there is no effective health promotion programme for
the Deaf community that would enable that community to reduce the stigma of mental illness, be
better prepared to recognize early warning signs, and be more supportive of Deaf with mental
illness.
Discourse among practitioners reflecting a multiplicity of biological, psychological, social, and
spiritual perspectives on the aetiology of ‘mental illness’
A strong theme running through the participants’ stories is the focus on the “biological”, with the
process of diagnosis leading to medication as the treatment. Because of the inability of mental
health support services to provide an effective platform where the psychological, social and
spiritual narratives can be told, these aspects tend to be left out. Thus, it takes years for the stories
of abuse, and the search for Deaf identity to be conveyed and understood. The idea of Deaf culture
and a Deaf world, and the interplay between these and Te Ao Māori or Pasifika cultures, is largely
absent from the mainstream therapeutic discourse when therapists engage with Deaf people. The
spiritual needs of Deaf are ignored. Broesterhuizen (2005) gives this explanation:
Deaf people often have been outsiders in a hearing Church. The message of the
Church has not reached Deaf people because the language, symbols, culture of the
traditional Church, and the view of Church people on deafness were remote from
the culture and daily life experiences of Deaf people (p. 305).
In this research we did not specifically address issues of spirituality. However, participants were
invited to engage in karakia and whakawhangatanga. Three participants (all Māori) did this with one
using his own karakia. A Pasifika participant acknowledged the help she receives from God and two
other participants indicated that they regularly attend church. In both cases they attend hearing
churches who have interpreters during the sermon and in one case the church runs NZSL classes to
help make the church a more Deaf friendly environment.
One of these participants also attends a Deaf church where the services are held using NZSL.
Members of this congregation are a very important social network for the participant in question,
and view her conversations with her “voices”, as conversations with God, much to the concern of
the participant’s relatives, who would like to see greater suppression of the voices. Brown (2018),
in a US study, suggests that ordinary Deaf church goers prefer to have direct conversations with
God, in part because they are reluctant to have conversations on matters that concern them with
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pastors who don’t understand sign language and Deaf culture, and in part because they know their
conversations with God are confidential, and won’t be spread through the small Deaf community.
Conclusion
We began this exploration of the experience of mental unwellness for Deaf people with the famous
whakataukī - “‘He aha te mea nui o te ao?’ Māku e ki atu, ‘he tangata, he tangata, he tangata’” (“If
you ask me the question ‘what is most important in this world?’ I will tell you, ‘It is people, it is
people, it is people’”). This whakatauki warns us “Unuhia I te rito o te harakeke!” not to “pull out
the heart of the harakeke!” (the flax bush). Metge and Jones (1995) tell us “the flax bush is a
favourite Māori metaphor not just for the parent-child family but for the larger family group, the
whānau” (p. 4), and the stories of our participants tell us how that heart has been wrenched, and in
some cases nearly destroyed. At the heart is language - the song of the kōmako (the bellbird) that
feeds on the flax nectar - sign language and Deaf identity that for most Deaf can’t be fully realised
within the family of origin. There are few Deaf that are not faced with this challenge, and given the
high levels of mental unwellness found in the 1998 Deaf epidemiological survey (Bridgman et al,
2001a), these stories will resonate widely within the Deaf community.
The recommendations that followed in the next section draw on the experience and the work of
the Coalition of Deaf Mental Health Professionals over the last nine years, and the New Zealand
and international research that we have summarised in our review of literature. In addition, there
is, in Appendix 1, a 2020 petition, versions of which were signed by Deaf and Deaf organisations in
response to the report of the Government Inquiry into Mental Health and Addictions (Allen, 2018).
This petition outlines how the Inquiry Report’s recommendations would, in relation to the Deaf
community, require the following steps.
•
•
•
•

Nationally coordinated Deaf Mental Health services covering acute services, community
support, counselling, and residential and vocational services
Deaf mental health services largely staffed by NZSL fluent mental health professionals
Services for Deaf children and their carers that will prevent and address the trauma of
abuse and identity formation that many Deaf have experienced growing up in New Zealand
Training programmes for Deaf to become mental health professionals and for mental
health professionals to become sign fluent

The Ministry of Health has responded to the repeated calls over the years for a working group to
make recommendations on how the government should proceed to meet the clear mental health
and addiction needs of the Deaf community. Platform Trust has been contracted to provide advice
on the following areas for implementation by June 2021 (Platform, 2020).
MH&A promotion and literacy
•
•
•

What information is currently accessible to the Deaf community?
What can be done immediately to improve access to information and health
promotion?
Where are the gaps, what needs to be improved and developed for the future?

MH&A Workforce Development
•
•

What, where and who has expertise working with the Deaf community around
wellbeing MH&A?
What immediate workforce changes can be made to improve access and choice?
E.g.; E-learning for MH&A staff, training for NZSL interpreters working in MH&A.
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•

What is the long-term plan for developing a skilled and sustainable workforce? E.g.,
how to increase numbers of Deaf people working in MH&A workforce, developing
the Deaf peer workforce

MH&A Service Development
•
•
•

How do Deaf people currently access wellbeing, MH&A support?
What immediate changes can be made to improve access and choice?
What is the long-term plan? Where are the gaps and what needs to change to get
better access and choice?

Areas which stand out from this research that we might expect the above terms of reference to
address include:
•

Programmes within the Deaf and hearing communities that address the impact of abuse,
particularly sexual abuse on Deaf children and adults. This would include education and
prevention, access to free counselling and to interpreters trained to work with counsellors
over long periods of time (years).

•

A Deaf awareness Mental Health and Addiction training programme for health professionals,
and, particularly mental health professionals, that helps them understand the identity issues
that are typically at the core of Deaf unwellness. Such training will encourage professionals to
support Deaf to work out who they are and who they might become, and not leave them
subject to the baggage of inappropriate psychiatric diagnosis and medication. Such training
would recognize the importance of cultural variations in Deaf identity that come from being
Māori Deaf, Pasifika Deaf, Pākehā Deaf and so on.

•

A much stronger system of support for parents of children whose future will depend on some
degree of engagement with the Deaf community. This would include greater support to
schools, and from schools to parents. Resource teachers for the Deaf have to be proficient
signers, and access to counselling for Deaf children and their parents will be required.

In 2001 when the first plan for Deaf mental health services was presented to the Regional Health
Authorities (Bridgman and Manning, 2001), we hoped for a service that would be accessible to Deaf
from one end of the country to the other. This seemed possible even with the technology of that
time. At the core of such a plan is the need for national coordination. If we are going to train Deaf
people to work in mental health it can't be just on their own in a hearing classroom with an
interpreter. Nationally organised training will be needed where Deaf can learn together. National
coordination is also needed to make the most of the opportunities through telehealth to give
access for Deaf outside of the main centres to professionals and interpreters who are well trained
in Deaf mental health and addiction work.
We watched while the minimal Deaf mental health services that were set up in 2001, died, or were
restricted because of a lack of access to training, resources, and the coordination that would
enable professionals in different parts of the country to work and plan together, and effectively use
the limited funds that go into Deaf mental health. Whatever is achieved in the work that Platform is
undertaking to be delivered in June next year, it will need to be consistent with a long-term plan
that has a national framework for the delivery of Deaf mental health and addiction services, and
some form of national coordination.
Finally, we express our utmost thanks and admiration to the participants in this research for giving
us access to their stories, well aware of how these trailblazing and brave accounts might not be
fully appreciated by some members of the Deaf community, and totally ignored by the hearing. The
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stories not only formed a compelling account of the injustice of the current system, but through
the determination of the Deaf to claim their Deafhood, they defined the concepts of practice that
have inspired their recovery journey.
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Recommendations
Acknowledge Deaf as a cultural and linguistic community
1. The Deaf community must be clearly positioned and identified as a cultural and linguistic
community, within guiding frameworks, to provide the requisite acknowledgement that Deaf
wellbeing is dependent upon Deaf world views and cultural constructions of mental illness and
recovery (CDMHP 2012).
2. Including Deaf Mental Health and Addiction Services to The Operating Policy Framework of the
Ministry of Health, which dictates to DHBs what services they must provide, would be a useful
preliminary step in ensuring that the needs of this population group are actively addressed on a
local and national level (CDMHP 2012).
3. In national stocktakes of the status of mental health and addiction attention must be given to
the Deaf community. In the 2018 Mental Health Commissioner’s Monitoring and Advocacy
Report, there are 44 times where the importance of cultural safety, cultural awareness and the
need for culturally specific services is promoted or referenced. Not one of these relates to the
Deaf community.
Collect appropriate demographic Deaf Health Data and KPI’s
4. In order to develop accountability and to monitor the quality of care received by Deaf people,
New 1Zealand Sign Language (NZSL) the preferred reception language, should be included as a
category within health statistics. Establishing a Deaf data set will support the development of
population specific key performance indicators, whilst providing critical information on service
performance, outcome measures, and the efficacy of current resourcing in relation to Deaf
mental health and addiction needs (CDMHP, Submission to Rising to the Challenge, MH&A
Service Development Plan, 2012).
Create Specialist Deaf services
5. Signing fluent specialist mental health services, with a core of Deaf staff, offer cultural
perspective and inspire trust. Services strengthen identity and links with the community, whilst
validating the Deaf experience (Bridgman,2016). The value of specialist Deaf mental health
services is corroborated by international experience (Fellinger, Holzinger, & Pollard 2012). US
states such as South Carolina and Alabama, and the Republic of Ireland, have similar
populations to New Zealand, with well-functioning Deaf mental services (Bridgman, 2016). In
New Zealand, specialist services have not been well positioned, or equipped with the resources
required to grow and provide culturally founded care to Deaf people.
6. Obligations to provide equitable mental health services for Deaf people, are implicit within the
Mental Health Act, the NZSL Act, the UNCRPD and Crown Funding Agreement (Te Pou, 2015).
Meeting them is dependent upon the development of specialist Deaf mental health services,
beyond the residual framework currently in place. Unlike other minority groups, spoken
language is not accessible to members of the Deaf Community, as it is for other minority
groups, creating an explicit requirement for services to be delivered through New Zealand Sign
Language. To ensure that these services can respond effectively to the unique needs of the
Deaf community, they must be staffed by a clinically competent, skilled workforce, fluent in
New Zealand Sign Language, and be accessible to Deaf people across age groups, and localities
in New Zealand.
7. Specialist staff must be conversant with Deaf culture and the factors which make Deaf people
more vulnerable to mental health problems, such as childhood abuse, language deprivation,
stressful relationships and isolation, and how to address these in a culturally affirmative
1
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manner. A core of Deaf staffing is important to facilitate insight on culturally influenced
understandings of mental health issues, and the related impacts, distinguishing what is normal
within the Deaf context (CDMHP 2012).
A possible service framework
8. The following recommendations were proposed to the 2012 Blueprint II (CDMHP, 2011). They
include core components to ensure coordination, and adequate service coverage across the
country:
● A national Coordinator for Deaf Mental Health Services – 1 FTE
● Three regional Liaison and Consultation Deaf Community Mental Health Services based in
Auckland (5FTE), Wellington (3 FTE) and Christchurch (5FTE) – 13 FTE
● Five 4-bed Deaf mental health residential services, two in the Auckland region, one in the
Wellington region and two in Christchurch - 5 FTE per unit = 25 FTE
● Interpreting services – two FTEs for Auckland and Christchurch and one for Wellington = 5
FTE
● Resources for telepsychiatry, training of Deaf Mental Health Staff, Deaf Awareness training
for mental health services.
Key elements in the creation of Deaf Mental Health and Addiction Services
A new funding formula
9. As outlined in the CDMHPs submission to Blueprint II (2012), service sustainability, depends
upon a resourcing level congruent with the high level of need within the Deaf community. It
must be accompanied by acknowledgement that communication challenges mean that delivery
of services to Deaf people cannot be as efficient as for hearing, and that more resources have
to be allocated per capita for most equivalent mental health services (Bridgman, 2011). The
existing resource allocation will need to be identified, and transferred into culturally
appropriate services, and funding must then be protected for a period sufficient to evaluate
the effectiveness of these services.
This need was acknowledged specifically in Blueprint II Making change happen where Deaf
were included in the category of Complex Needs
People who are deaf, with profound hearing loss from early childhood, represent a
subset of people with both severe disability and different linguistic/cultural
communication needs. Research suggests that prevalence of mental health
disorders in the deaf are approximately twice the general population. Contributing
to this is the cultural isolation of people with major communication difficulties,
denial of educational and employment opportunities, high documented levels of
childhood abuse and estrangement from families of origin. (Mental Health
Commission, 2012, p36)
Rising to the Challenge: The Mental Health and Addiction Service Development Plan 2012–2017
(Ministry of Health, 2012) did not identify the Deaf community as part of the category of
Complex Needs.
National coordination
10. Given the high level of specialism and expertise required of staff working in Deaf mental health
services, and the small and dispersed population dynamics, it is essential that specialist services
are nationally coordinated, and supported by a national policy framework. The creation of
service hubs in the 3 main centres of population, Auckland, Wellington and Christchurch, with
an outreach team who can travel to outlying areas, provides a viable model through which Deaf
people across New Zealand can access skilled support.
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11. Training, supervision, recruitment, and the use of interpreters and tele-psychiatry all require a
level of national coordination. Equally important, is the role of a National Coordinator in
ensuring that the services develop and funding is allocated with both regional and national
objectives in mind (Bridgman 2011).
12. Overseas models have demonstrated the value of specialist service models, and that services
can be provided effectively over wide geographical distance. Tele-health functionality has
developed this capacity, but it’s potential is yet to be explored in New Zealand. Tele-health will
be an important part of prospective Deaf mental health services, enabling staff to reach out to
rural and urban centres, outside the regional service hubs (Sainsbury, Coppage and Bridgman
2016).
Building a critical mass of cultural services
The need to develop nationally coordinated, cultural services for the Deaf Community, has been
the prevailing recommendation in research since 1997, however the way in which Deaf mental
health services have been resourced has left them unable to develop the critical mass of cultural
and clinical expertise required to deliver an effective service response.
13. Building a nationally coordinated service, will depend upon providing services across age and
needs groups, whilst aggregating service types, including community-based services, liaison
and consultation, supported accommodation, children and family, and elderly services. Building
in a residential component, provides a linguistic therapeutic community environment to
support recovery, whilst supporting the aggregation of cultural resources.
14. Close alignment with other organisations where the use of NZSL is important, including the
Deaf Education Centres, and Deaf Aotearoa, will ensure that cultural capability can be built and
sustained, whilst providing easy access to community members (CDMHP, 2012). The primary
function of the prospective national specialist service network will be to work alongside a wide
range of clinical, community mental health and general services, to ensure that they can
provide an effective and culturally informed response to Deaf clients. Working with local
services will ensure that Deaf can benefit from prompt access to the full range of services
available to the hearing community, whilst validating their cultural identity (CDMHP 2012).
Training
15. Lifting the standard of care in mental health and addiction services for Deaf people rests upon
the development of training pathways for hearing and Deaf staff wanting to work in this area,
and to encourage more into the field (CDMHP 2016).
79% of respondents who attended the HDM conference series in 2015, identified training as
the most important aspect in developing their practice with Deaf people. Nearly a fifth of
respondents wanted better information around assessment, diagnosis, prevention, treatment
and models of practice across the mental and addictions field. Another fifth wanted
information about different approaches to Deaf mental health across age (e.g. children and the
elderly), culture (issues for Māori Deaf), gender (issues for women) and families (Sainsbury,
Coppage and Bridgman 2016).
The University of Birmingham provides a Mental Health and Deafness Certificate/ Advanced
Certificate, designed for Deaf learners, with capability to provide distance learning (Sainsbury,
2014). It is essential that options like these are explored to identify training pathways which
will increase availability of staff with the required competencies to work with Deaf people with
mental health and addiction problems (Bridgman, 2016)
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Interpreter development
16. Interpreters need training mental health concepts, treatments, terminology and therapies, in
order to support clients of mental health and addiction services. They must also be able to deal
with emotive content, and the impact of illness upon sign production (CDMHP, 2014).
17. Skilled Interpreters are needed to support Deaf who need counselling.
18. Even with a signing fluent workforce, there will still be a need for Deaf mental health services
to work closely with a group of NZSL interpreters skilled in the mental and addiction field, and
this must be factored into service training needs.
19. There is a need for mental health aware interpreters who are fluent in NZSL, English and a third
language such as Māori or a Pacific Island language.
20. The development and use of remote internet mental health interpreting for use by mental
health staff in community, residential and remote settings. If technology is sufficiently clear
and reliable it could be used for counselling as well.
Early Intervention
21. Opportunities for Deaf people to develop resilience and to promote recovery are largely denied
through the current model of support, which often delivers an ‘ambulance at the bottom of the
cliff’ approach to treatment (Sainsbury, Coppage and Bridgman 2016).
22. The experiences and issues reported by participants in this study demonstrate an overriding
need for a new model of service provision which can provide early intervention, including
support for Deaf children and their families, and to older Deaf people. These groups are not
currently catered for by the specialist Deaf Mental Health contract for service.
23. Deaf and hearing-impaired children and their families must have ready access to expert Deaf
aware counselling and psychological support from the earliest opportunity to mitigate the risk
factors which they are commonly exposed to (Wright et al., 2012). As illustrated by our
interviewees, childhood abuse, language deprivation, stressful relationships and isolation, are
profound problems for Deaf children and their families It is essential that a range of supports
are available to assist families in safeguarding child and family wellbeing and in guiding them
through the challenging transitions involved in raising a Deaf child.
Health Promotion
24. There is a critical need to develop a Deaf community focussed mental health promotion
programme (Sainsbury, Coppage and Bridgman, 2016). Deaf people miss out on mainstream
mental health campaigns, they seek help late, if at all, and experience stigma from other
community members. Deaf people with a mental illness often come to the attention of mental
health services when their concerns have reached a crisis, and are much harder to manage.
Deaf mental health services would have a key role in tailoring information to the needs of this
community.
Māori Deaf
25. The development of signing mental health staff that have capabilities in Te Reo and can
address some of the multi-cultural realities add an extra layer of complexity to Deaf mental
health service provision.
26. For services to be effective for Māori Deaf, there must be collaboration with Māori service
providers from the beginning, to develop sensitivity and responsiveness to the Māori
worldview (Sainsbury, Coppage and Bridgman, 2016).
Pacific Island Deaf
27. The development of signing mental health staff that have capabilities in a Pacific Island
language and can address some of the multi-cultural realities add an extra layer of complexity
to Deaf mental health service provision.
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Other cultural communities
28. The needs of Deaf in other cultural communities must also be carefully considered in
consultation with mental health aware cultural advocates.
Deaf people in prison
29. Routine access for Deaf prisoners to signing staff and interpreters to address the isolation and
increasing severity of mental illness. Research suggests that Deaf people are vastly overrepresented in prison, with numbers estimated at 400 (Carroll, 2009). This special population
group is particularly disadvantaged, and their opportunity for parole and participation in
rehabilitation programs is significantly diminished by communication barriers. Given the high
prevalence of mental illness and addiction in prisons, it is likely that most of this group will have
a diagnosable mental illness (CDMHP, 2012).
30. Specialist Deaf mental health services must include a remit for in-reach work to ensure that
Deaf prisoners can be seen by skilled professionals capable of assessing their needs, and
making recommendations to those charged with their care.
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Appendix 1
The Coalition of Deaf Mental Health Professionals
Response to the Report of the Government Inquiry into Mental Health and Addiction in relation
to Deaf people
What needs to change
The Report identifies specific needs and recommendations for services for the Deaf Community in
relation to mental health. We list below eight outcomes (in bold) that are important that arise from
sections the Report that refer to Deaf or to Disability (inset).
1. Deaf people are entitled to be able to access services that have the culturally competence to
effectively support the Deaf. This would mean having NZSL fluent staff
Cultural competence and cultural workforce People were concerned at the lack of cultural
competence among workers. They said mainstream health services (especially hospital
services) can be alienating and culturally unsafe environments for Māori, Pacific peoples,
ethnic minorities, Rainbow communities and the Deaf community. Page 60
2. Services needed to be staffed by people of the culture that used that service. This is
particularly true for services to Deaf people who need staff who can communicate with them in
their own language (NZSL)
Having a staff member from one’s own culture was described as crucial to feeling safe and
building the trust needed to recover from distress and anxiety. Māori and Pacific staff
spoke of regularly working double shifts so Māori and Pacific tāngata whaiora had
someone from their culture available to provide help and assurance. The Deaf community
submitted strongly about Deaf culture and the need for services to meet their needs.
We also believe it is essential to give Deaf people training and learning
opportunities to be involved in this sector; to work alongside current professionals,
in order to not only up-skill but also to ensure that the necessary Deaf cultural
accommodations are being provided. The power of having trained Deaf people
providing access to another Deaf person cannot be underestimated. (Group
New Zealand Sign Language submission). Page 63
3. While being culturally Deaf is not a disability, Deaf people, in part because of social isolation
and limited access to quality education, have high levels of other disabilities such as mental
illness and learning disability. The Commission recommends that mental health services are
accessible and non-stigmatising for Deaf people
Services will be responsive to people from different cultural backgrounds, life experiences
and perspectives, for example, rural dwellers, Rainbow communities, migrants and
refugees, and people in the criminal justice system. All services will respect the cultural,
gender and sexual orientation needs of the people being supported. For disabled people,
people with autism and neurodiverse conditions, and the Deaf community, the system will
support their access and use of services, and not further stigmatise or marginalise them.
Page 91
We also heard about the harmful effects of discrimination on the basis of ethnicity, culture,
disability and gender identity. Rainbow youth and other marginalised groups reported not
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feeling safe accessing mainstream services and suffering harm from discrimination. (Page
42)
4. Disability has huge consequences for mental health with, at times, attributes of disability being
named as symptoms of mental illness. This is often the case when Deaf people are assessed by
non-signing clinicians. Access to employment, a critical path to mental wellness, represents a
major challenge for many Deaf
The boundary between mental health and disability can be blurred, and mental health
challenges can be both causes and consequences of disability. There is also some evidence
of diagnostic overshadowing, whereby symptoms are attributed to a person’s disability
rather than to mental health needs (particularly for those with learning disabilities or
autism spectrum disorders). Page 57
According to the 2013 Disability Survey, an estimated 242,000 people (or 5% of
New Zealanders) are living with a disability caused by psychological and/or psychiatric
conditions. Page 58
However, information is very limited about the mental health and wellbeing of disabled
people, and disability support services and mental health and addiction services have
remained relatively siloed. Page 59
Employment and income Unemployment (and job loss) is associated with a greater risk of
developing a mental illness. Jobseekers with mental health challenges have particularly
poor outcomes. For over 40% of all recipients of health and disability income support,
mental illness is the primary barrier to being able to work. This group has almost doubled
since 2000, and is likely an underestimate of income support recipients with mental illness.
Page 79
5. The costs of not addressing mental illness are high. Denying Deaf people culturally competent
services because of high set up and/or training costs is a false economy
The economic costs of mental illness are substantial. Recent estimates for OECD countries
are that mental illness reduces gross domestic product (GDP) by approximately 5%,
through disability leading to unemployment, work absenteeism and reduced productivity,
and the additional costs of physical health care among people with mental health
problems. Page 97
6. The recommended shift to addressing the 20% of the population who have mental needs
should make mental health and counselling services much more available to the Deaf, where lack
of good counselling services has led, in many cases, to major mental illness. The Deaf population
have high levels of childhood sexual abuse that have largely been ignored. This would have to
change.
Expand access and choice from the current target of 3% of the population being able to
access specialist services to provide access to the ‘missing middle’ of people with mental
illness or significant mental distress who cannot access the support and care they need.
Given current prevalence data suggesting one in five people experience mental health and
addiction challenges at any given time, an indicative access target may be 20% within the
next five years. New Zealand has deliberately focused on services for people with the most
serious needs, but this has resulted in an incomplete system with very few services for
those with less severe needs, even when they are highly distressed. (Page 12)
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7. The Report looks for significant, nationally coordinated change in the structure of mental
health services that are aligned with the wider area of Disability support. Deaf services need to
be developed and coordinated at national level and reach out to Deaf in all parts of New Zealand
The high-level service design needs to be done well, but it also needs to proceed rapidly.
This work can be accelerated by building on the foundations and consensus provided by
the 2016 Ministry of Health–led Fit for the Future programme and other interagency work
undertaken in recent years, but needs to extend further. It can also draw on lessons from
the current transformation of disability support, but must result in progressive change
across the whole country, not just at prototype sites. (Page 118)
We assume that the primary care funding model will be a focus for the Health and
Disability Sector Review, alongside broader consideration of commissioning of health and
disability services, including the roles of district health boards (DHBs), primary health
organisations and others. (Page 124)
8. The Report looks for stronger action from the Health and Disability commissioner in relation to
the Code of Health and Disability Services Consumers' Rights. One section of that Health and
Disability Code requires Health and Disability services to ensure that:
Every consumer has the right to effective communication in a form, language, and manner
that enables the consumer to understand the information provided. Where necessary and
reasonably practicable, this includes the right to a competent interpreter.
Direct the Health and Disability Commissioner to undertake specific initiatives to promote
respect for and observance of the Code of Health and Disability Services Consumers’ Rights
by providers, and awareness of their rights on the part of consumers, in relation to mental
health and addiction services. (page 18)
9. If the recommendations of the Commission are followed, we would expect:
●
●
●
●

Nationally coordinated Deaf Mental Health services covering acute services, community
support, counselling, and residential and vocational services
Deaf mental health services largely staffed by NZSL fluent mental health professionals
Services for Deaf children and their carers that will prevent and address the trauma of
abuse and identity formation that many Deaf have experienced growing up in New Zealand
Training programmes for Deaf to become mental health professionals and for mental
health professionals to become sign fluent.
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