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The aim of this Journal is to improve the mental health of children and adolescents with intellectual
and developmental disability through enabling academic debate, research and commentary on the
field.

Description and purpose

This journal is a modification of the previous newsletter; a vehicle of expertise about mental health
information of children and adolescents with intellectual and developmental disability. As a product of
CHW Schoalink, this journal is supported by Schodlink and a collaborative effort with a multi

agency editorial group from the Statewide Behaviour Intervention team of the Department of Aging
Disability and Home Care, NSW Family and Community Services, and NSW Department of Education.
We are extremely proud to present these ideas and invite you as authors to help develop this field and
the knowledge base to help support children and adolescents.

On our Website:
www.schoollink.chw.edu.au
The website will be playing a crucial role in the information that CHW Schbulk can provide to you.

9 The collection of previous and current editions is located there with the ability to download arti-
cles separately.
An invitation for contributions can be found on the website with instructions for authors.
Upcoming training at conferences, workshops and other professional development opportunities
will be continuously updated.
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Editorial

Jodie Caruana

CHW SchoelLink Coordinator
The Chil drends Ho

www.schoollink.chw.edu.au

Welcome to the first edition for 2016, 1 Deb Corfield and Lesley Whatson remind us that sex-
ual development follows a typical sequence for every-
2015 was a busy year for Schodlink as Hebah and | em- one, with and without a disability, and that a proac-
barked on a journey around New South Wales to facilitate tive approach to sexuality education is paramount to
discussions on making adjustments to support the mental promote health and safeguard against harm. The arti-
health of children and adolescents with an intellectual or cle suggests some excellent resources on the topic.
developmental disability (IDD) in the classroom. Over 28 1 An interview with Sue Foley as she begins a new
sessions were held from Broken Hill to Wagga Wagga to chapter as director of t
Tweed Heads and Ulladulla. Over 1200 registrations were flects on her social work career and the important
received for this train the trainer workshop. We would like work that she lead under CAPTOS to help build and
to thank the schools and SchodlLink coordinators who share mental health knowledge and services around
hosted us. 76% of participants said they would like to deliv- the state.
er the session back to staff. The Meet Jessica animation Judy Longworth presents the evidence on medica-
and accompanying resources will be uploaded onto our tions to treat anxiety in children with IDD when SSRI
webpage by March 2016. medications are not effective.

We hope you enjoy this edition of the journal. Highlights in- Enjoy reading this edition of the journal and please send
clude: any feedback or your own contributions to
1 Dr David Dosset or Gwhichasat i schoellinkdrhwaedigr e ssi on

fascinating insight into the complex nature of aggres-

sion, its function and possible management strate-  Happy reading!

gies that can be useful for parents and professionals

alike. Jodie Caruana

] Matthewds story is an honest and raw reflection fr.
Janine and Leonard, parents of a teenager who has SchoolLink Coordinator
experienced significant aggressive behavioursand The Chi |l drends Hospital at

how they are managing, despite the many challenges
they are presented with.




Violence in children and
adolescents with an intellectual dis-
ability and the importance of safety.

Associate Professor David Dosseto

The Chil drends Ho
Area Director for Mental Health

Child Psychiatrist with a Special interest in Intellectual Disability

olt is easier to bu ie\frlffr tpr sometthis Cbahg‘gdin C_b'ff_fQZijeli: Jitugtignseang Lﬂ t
; ot 0 purpoge can be’identified. Aggression as a hu-
to repatr broke nmaﬁIrﬁ % Iﬁte‘ b(§comes as stable as intelligence by the age

. : t
¢ Freder i ckhcénury drheadcars ,of 10118s is also confirmed in those with intellectual disa-
black social reformer. bility where longitudinal study shows that the presence of
behaviourdisturbance at 23years (mean age) is best pre-

Introduction dicted by the presence obehaviourdisturbance at 12
Family violence has benefitted from greater attention and  (Einfeldet al, 2006), although it does decline a bit with time.
has become not just a criminal but a public health issue ~ But how can we understand aggression from the context of
with our Australian of the Year beingecognisedfor her child development?
stand on domestic violence. In a civilized society, as our
new prime minister says, we should have zero tolerance for

violence whose roots come from a culture of failure to re- (\B.ffe Ctlve ag g I'eSS I O n IS

spect (women). Tackling this culture will no doubt help im-

prove the mental health of many. Violence is defined as 9 fa| | ure Of em Otl on a| or

behaviour involving physical force intended to hurt, damage
or kill someone. Aggression is a range behaviourswhich o s I : 4
can be physical, verbal, mental or emotional that can result COg n ItIVG reg U atIOnO
in physical or psychological harm. Abuse is exploitative ag-
gression in the context of an unequal relationship. Over half
of adults and children with intellectual disability engage in  Aggression and normal development
aggression, although for only a minority is it frequent or se- Did you know that toddlers are the most aggressive people
vere (Bensoret al, 2008; Matson et al, 2005). on the planet (Pinker, 2011
as initially they dondt unc
Yet we live in the least violent time in history. As document-feelings have impact on others. They are discovering their
ed by Stephen Pinker (2011), this is due to the rise of de- emotions, which progressively differentiate from an aware-
mocracy with the separation of law making, from legal pro- ness of a level of arousal: too high to too low, where best
cess (courts) and law enforcement. It is also due to the rise human functioning is a calm alertness in the middle, to no-
of education and the greater empathy skills that arise from tions of internalising and externalising of affect: anxiety ver-
reading, leading to the decline in violent confrontation and sus anger. These differences occur in the context of devel-
the rise in collaboration and compromise where both par- oping a theory of mind, whereby a child learns to match and
ties benefit. These principals apply to the raising of children compare emotions and thoughts with their primary attach-
including those with intellectual disability. ment figure. Learning to compare and modulate feelings
and thoughts in relation to others is at the heart of develop-
Aggression is divided into impulsive or affective aggression,ing social skills. These social skills define us as a social ani-
and instrumental or predatory aggression. The implication mal and enable us to belong to families, communities and
is that affective aggression is a failure of emotional or cog- the human race. These skills are central to developing at-
nitive regulation whereas instrumental aggression has mal- tachment, from which we learn the skills of making friends
ice aforethought to cause hurt to another. The latter re-  and contributing to creative reciprocity with others.
quires considerable mental development to have such
awareness and insight of harm to another. In those with ~ The normal pattern of behaviour development is that in-
intellectual disability affective aggression is more common, fants, as they grow older and develop motor skills, become
and functional analysis subdivides affective aggression into increasingly active, exploratory, demanding and intrusive
the main subgroups of: attention demanding, task escape until the developmental age of Zyears. At this age they
or avoidance, demand making, or for a sensory need. How-develop their capacity of theory of mind, which has histori-




cally been described as the human spirit, involving the de- the child that using emotional or physical threat is worth
velopment of their internal world and awareness that others persisting with because it works. Parent training programs
also have such consciousness. Their energy is then chan- are dramatically helpful especially in preschoolers, before a
neled internally into their imagination and theiexternalis-  child has a sense of permanence of self, as good or bad
ingactivities moderated. A p@&idayiketah 2009 Gentre foriRgviewsp2015r aheyhboth |
mutual respect, collaborative social skills and the benefits reward better, socially contributive behaviours, and inhibit
of positive attachments (love) with themselves and with aggressive or antagonistic behaviours accompanied with
others before they are too big and strong that their natural sufficient monitoring, for example knowing what the child is

aggressive capacities become dangerous to others. up to at all times. Structured activity and participation is
another proven component to improving behaviour. After
Failure of this learning which Bruce Perry describes as the age of 7 helping aggression takes a much more inten-

types of parental empathy failure sometimes becomes en- sive and prolonged intervention as it involves changing es-
grained in the personality (Szalavitz & Perry, 2010). Psychotablished behavioural and emotional patterns, and chang-
paths are amongst those who have midgarned these ing selfconcept and reputation (Mazzucchelli & Sanders,
skills and use violence to calm themselves or even for 2011; Scott et al, 2015). These processes for those with
pleasure. Such clinical observations have contributed to thedelayed development, are slower but the susceptibility to
need for zero tolerance and the expanding of prisons to pro-change also persists to an older age. Helping young people
tect communities. Borderline Personality Disorders have  with delayed development requires greater understanding
problems in negotiating relationships with both problems of and skills such as Stepping Stones Triple P or the Incredible
aggression and seHnjury. They can benefit from long term Years Program.
specialised treatment approaches such dialectical behav-
iour therapy. This evidencethased treatment similarly in- ~ Where selfworth and family communication and relation-
volves negotiating safety and behaviour control, before fo- ships are vulnerable, there can be a recrudescence of ag-
cusing the therapeutic relationship on emotional wellbeing gression in adolescence which may be resolved by escape
and relationships and problem solving. from troubled family relationships into independence. There
is no doubt that hormones and brain immaturity contribute.
Parenting skills especially for difficult children in difficult This has been described as the maturation of the emotional
circumstances circuitry in early teens before the higher functions of the
Parenting skills are key t@ocialisingaggression and learn- frontal lobe control systems in the early 20s.
ing to control and express anger in socially acceptable
forms of thoughts andbehaviour. The coercive pattern of For those with an intellectual disability, rates of emotional
parenting is a powerful explanatory model of the way in and behavioural disturbance are related to their develop-
which parents allow their behaviour be determined by the mental age, much more than their chronological age. They
intensity of affect from their child, when they give way to theremain in their developmental toddlerhood much longer,
distress or threat of aggression from their child and give  which influences both their capacity to learn emotional reg-
them what they want (Patterson, 1982). This process rein- ulation and theory of mind, and are accordingly slower to
forces the currency and power of aggression and intermit- improve. This applies to people with ASD where emotional
tent reinforcement (by giving way sometimes), and teaches understanding, theory of mind and social skills are specifi-




OHe candt be naughty and b

dhe VaSt majorlty Of peO- Why is there an epidemic of intensely violent autistic minors

being brought to emergency departments? Emotional and

ple W|th Senous psyCh|at|"|C behavioural regulation and wellbeing is one of the most im-

. g portant determinants for having a quality of life. Under-

d |Sorder are not Vlolerxb standing and respecting the capacity every child has for
autonomy and learning, despite their disabilities, is a cru-

cial responsibility for every parent. All too often parents are
permissive in their behavioural management, as they feel
victims of their childds d:¢
cally delayed behind other developmental skills. However, f eel sorry for and infantil
in delayed development it is clearer that behavioural inter- often medicalise the explanation and therefore expect
ventions to regulate behaviour and habits, and teach com- someone else to change the child they have failed to accep
pliance, comes first before the development of an under-  and respect. The increased recognition of this developmen-

standing of emotions and attachment. tal disorder has rightly |
skills and treatments for promoting development, but has it
Violence is not a psychiatric disorder also prevented parents for realising their primary responsi-

So often people link violence with psychiatric disorder. How-ility for teaching emotional and behavioural regulation ie.
ever the vast majority of people with serious psychiatric dis-learning to love?

order are not violent. Depression and mania are associated

with increased irritability and thoughts of harm to self or Fetal Alcohol Spectrum Disorder (FASD)

others. Occasionally someone with schizophrenia has delu- Alcohol is a mutagen to the normal development of the
sional ideas that the world is against them, or that a halluci- brain in pregnancy. This is a critical piece of scientific
nation tells them to do something awful. But as already knowledge for all binge drinking young women at risk of
stated, most violent people have an established pattern of pregnancy. FASD children also often come from poor qualit
this maladaptive behaviour. Is it maladaptive? Threats and home environments, with abuse and neglect. Often by the
violence are very powerful behaviours, which gets you whattime they are seen in child psychiatric services they are in
you want in many ways, but betterqualidyrhenescf foseelt care. dhey safferm eange ef
associated loss of quality of relationship (eg. fear and hate).developmental disorders: ADHD, sensory processing disor-
In fact violent people often attract other violent people to  ders, coordination disorders, language and communication
60sort them outdo. Al ternat i wiedrdegrs, ledrning and memory difficidtiest ppoblems ofo r
tive environment, whether this is prison, or a community  executive function such as planning and sequencing skills,
residence with restrictions on freedom to protect others. It autistic spectrum disorders and particularly mood and be-
is also a cause of premature death especially from acci-  havioural regulation disorders. Part of their challenge is
dents, and, despite tending to ameliorate with time, also  they often do not qualify as intellectually disabled (on 1Q
leads to increased rates of depression and other mental  testing) and, despite the complexity and multiplicity of their
health problems later in life. In childhood and early school disabilities, are not recognised for the level of support they
attendance, peers recognise aggressive children very quickneed in a mainstream educational system. They often fail tc

ly and reject them from their social circle, leavingaggres- devel op emotionally, soci al
sive kids to associate with other socially excluded kids survive in school. The rages of some of these young chil-
(Patterson, 1982). dren seem to exceed most others | have been witness to.

Helping them requires a combination of: understanding
| often explain that the neurotransmitter surges in rage are their domains of disability, providing the calm, persistence,
so great that if one attempted to block them in an attempt warmth and encouragement of superlative parenting, sup-
to prevent future recurrence, the client would be uncon- port and intervention for them in the home, school and
scious the rest of the time: like an anesthetic. The role of community, and determined pharmacological treatment of
psychopharmacology in the management of aggression is their ADHD, anxiety and mood lability. Providing all three
dependent on finding an associated mental health disorder requires loving families and a responsive health, mental
that can be modified with medication. For example treating health, welfare and disability system. | have seen caring
ADHD can have a dramati c e ffdméies tind their suppost sewiceg tespee to theolimif) sut |
of emotional and behavioural regulation, and in turn their  then witness the late development of a capacity in a young
relationships. What matters is whether the treatable psychi- person for selfcare, awareness of self and others and an
atric symptom is causally linked to the aggression. Some- interest in developing relationships that a year previously
times traumatic, panic, obsessive or stereotypic driven anxi-never seemed possible. This may be a lot to expect, but the
ety can be treated and influence the frequency and severity costs of a dependent unemployed adult with a future of re-
of the anger and aggression. However, sometimes the anxi-current law breaking and substance abuse is likely to be
ety is not related to the aggression. Indeed it is recognised considerably greater.
that anxiety in a violent person is often a redeeming prog-
nostic quality which may help them in moderating their ag- Challenging Behaviour versus Child Psychiatric Disorder
gression over time, possibly via engendering attachments, 25 years ago the Training Resource Unit was set up by dise
or encouraging people to persist in caring for them. bility services to provide Applied Behaviour Analysis as the

service solution to challenging behaviour, the then recog-



nised label of all severe emotional and behavioural disturb- regarded child psychiatrists and had so many established
ance in children and adolescents with intellectual disability. diagnoses: moderate intellectual disability, ASD, ADHD, at-
There is good evidence that behaviour intervention (ABA) tachment disorder, language problems, coordination disor-
including sensory intervention, relaxation skills, anxiety der, oppositional defiant disorder, anxiety disorder, depres-
management skills, and emotional and cognitive behaviour sion, possible bipolar disorder. Many treatments and psy-

therapy are effective interventions (Aét al, 2015). Skill chotropic medications had been tried without significant
enhancement in selthelp skills, communication, emotional benefit. If your development is so badly impaired and your
understanding, monitoring and problem solving skills all aggressive behaviour traumatises both you and your carers

contribute (See Dossetoet al, 2011). This requires a range it is not clear that recognising these multiple psychiatric

of disability specific specialty professional skills. These in- disorders in isolation to a specialist service system of care

terventions work to reduce the frequency and severity of  and welfare can possible achieve much for someone who is

aggression in a planned way but there is evidence that re- a danger to others.

active management strategies also have a place in minimis-

ing the impact (Adams & Allen, 2001; Dossetat al, 2011, The Developmental Psychiatry Partnership (DPP) with

Chapter 21). This also requires the monitoring of quality =~ Statewide Behaviour Intervention Disability Service

standards of practice to avoid excessive restraint and seclu-l have been privileged to be part of a tertiary interdiscipli-

sion, which has been the blight of several public enquiries. nary partnership between a small developmental psychiatry
team, a small tertiary disability team and representatives

With the launching of the National Disability Insurance from the Department of Education. Central to this partner-
Scheme and closure of the State Disability Service we are ship is conjoint work over cases of emotional and behav-
at risk of losing the specialist therapeutic resource of ioural disturbance in young people with intellectual disabil-

skilled interdisciplinary positive behaviour support now pro- ity that have challenged their local multiagency health, disa-
vided by the Statewide Behaviour Intervention Service and bility and education services. Evaluation of some of these
Regional Behviour Support Teams of the disability provisioncases indicate that families valued the quality and sus-

of NSW Family Services. They provide world class innovativiained support that enabled them to keep on caring for a
treatment for the most complex cases in the state, such as high needs and troubling disabled child. Other cases have
play therapy, modified Trauma Focused CBT, Dialectical  relinquished care into long term respite. The traditional
Behaviour Therapy, Systems Family Therapy and Parent view of respite care is that respite is only part of a pathway
Child Interaction Therapy for young people with intellectual to relinquishing care. What a simplistic view of families! We

disability, and then share their skills and train others have had a number of children who have been relinquished
around the needs of a challenging child. Is it possible that for several months, but have then resumed famiyased

the NDIS will fund the nomgovernment sector to provide care (sometimes with a shared care arrangement), with on-
this level of acute and multidisciplinary support? going support from developmental paediatrics and psychia-

try, disability services, respite services and special educa-
| was recently confronted with the referral of a severely tion. All these cases involve high levels of aggression and
abused and neglected out of home care 12 year old, who violence in the context of a minor with intellectual disability.
started assaulting his case manager and carer as soon as |
asked them to tell me what his problems were, (there being One study in adults with intellectual disability showed treat-
no one else to look after him). He had already seen 6 highlyi ng &échal |l engi ng behavi our ¢




effective (Tyrelet al, 2008). However to suggest all people
with challenging behaviour and intellectual disability need
the same treatment is facile. There is limited research avalil
able for drugs studies in children with intellectual disability
and complex, often multiple, psychiatric disorders. Our clin
cal experience has demonstrated the importance of medi-
cations that treat ADHD, anxiety, depression, lability of
mood, occasionally explosiveness, and excessively sexual
ised behaviour. These are the common psychiatric disor- [
ders associated with aggression. Often, adequate treatmern §
of the comorbid psychiatric condition is necessary before
other modalities or treatment can work.

Children that abuse their parents

Children are protected from abuse before the law, but par-
ents are not protected from violence by their children. Hu-
man sensibility to the welfare of these parents still makes
this a serious concern for others including professionals
involved. It is distressing hearing the stories of a young pe
son, often over 100kgm, hitting, kicking, throwing objects, [
leaving bruises and breaking bones of a parent. Police will
intervene and take such a young person to hospital for re- k\ >
view but most rages settle in a reasonable length of time i

and this is not the access route to an in depth assessment | 6\‘ Q
for what is usually an acute predicament in a chronic prob- ‘

lem. Medical assessment will consider whether this is

naughty/angry behaviour or a significant acute psychiatric | v
disorder. Admission to hospital is reserved for high risk ps '
chiatric disorders. It is a welfare issue when families feel
they can no |l onger tolerat
breakdown of the familyos
control. There are concerns about Restrictive Practice
Guidelines that sometimes lead to confusion over how to
manage violence. These Guidelines are provided so that
where restrictive practices are in the best interests of a mi- allowed to get away with terroristike tactics and to have an
nor, there are sufficient professional standards and moni- €Xxaggerated control over their family.

toring to protect all involved.

Psychologically for a child, part of feeling safe is to know
These situations are complex: Parents have responsibility ~that your attachment figure (parent) is in charge. Feeling
for the safety of their child with a disability and indeed the that your rage and loss of control is not under the control of
other siblings in the house. | regularly point out that parents & loving parent is an existential anxiety and threat. Swad-
have greater authority than police, doctors, courts or other dling an infant who is angry and thereby reassuring that
support professionals for the care, custody and control of ~ such distress will pass is part of such security. Accordingly,
their children, at least till they are 16, and arguably untii  those children, who have unsafe and unresponsive aggres-
they have a capacity for informed decision making capacity Sion, often respond to holding therapy. Holding therapy has
(which may be even older). They can do anything in their  been found helpful in ASD, as it teaches the parent that is it
powers to support and control their child, so long as they dothe child that lacks the skills of social engagement, and
not inflict hurt or harm. They are therefore seenashaving hel pi ng them involves going
all the power, but often it is the young person who may be and teaching them human closeness which their autism
as young as 7 who has the control over a parent by virtue ofmakes them naturally avoid. | feel it is psychologically harm

their strength and use of violence. In effect they have been ful for a child to be able to inflict harm to a parent. That a
child is allowed to inflict distress, pain or injury is allowing

them to establish an abusive pattern of behaviour. Some-

times this is fuelled by selsacrificial attitude and behav-

d:’al’e ntS have I‘eSponSibi”ty iour from a parent. Conversely parental retaliation with hurt-

ful punishment is not just harmful to the child, but sets an

fOI’ the Safety Of their Chlld Wlth example of aggressive parental behaviour. C’alm contain-

a d|Sab|||ty and indeed the ment is needed for safety.
other siblings in the hous@ [ xey skilin parenting s not to allo adgression to influ-

ence a parent, and to contain and modify this behaviour
without a show of anger oneself. It involves teaching alter-




native prosocial behaviours, with distraction or rewards (eg. protect from harm can bring about changes in violence and

differential reinforcement of incompatible behaviour). It in- behaviour when every other psychological or pharmacologi-

volves teaching selfegulation skills (sometimes referred to cal approach had failed. Critically, the parents need to

as extinction of behaviour). Time sitting on the bottom stair, make these architectural modifications themselves. We

or time out in another room teaches the young person that need to build a repertoire of architectural modifications and

only they are ultimately the only one in charge of theiremo-s ensory supports from dreduf e

tions and behaviours, and once they have #stablished larly recommend a split or stable door, for young people

control, they are welcome to rengage with others in the with profound intellectual disability, to restrict access but

family for which they can be rewarded. Ultimately it teaches maintain visual and verbal contactlt can be viewed as cre-

that aggression begets boredom, loss of influence and at- ating a specialised play pen for a 100kgm 15year old devel-

tention. (Where a child has regular predatory aggression, | opmental toddler! Parents and carers may also need to

feel that, with due family judicial process, a punishment of learn aggression minimisation skills that include self

brief isolation is justifiable as parents can teach how the  protective skills, which are now mandatory training for all

rules of our community work for crimes such as grievous  mental health professionals, and for many disability, care

bodily harm). and teaching staff with government policies of zero toler-
ance. It is just as important to protect parents as it is staff

These approaches really do work with younger children, butof the caring professions.

older and larger minors may have well established patterns

of behaviour. Frequently they are fuelled by an autistic mis- What is the alternative?

understanding of the world and sense of threat via any pri- Parents often fail to appreciate what capacity they have for

mary sensory modality, such as distress from seeing an ob-making a difference, possibly like other trauma victims they

sessive fear, eg myna birds, or hearing a noise, or a temperfeel frozen from taking such initiatives. Yet they have the

ature change, or some other stereotypic obsession. Often authority, responsibility, and the long term relationship and

these provocations only make sense to someone with ASD.often the love and commitment. The only alternative is to

Nonetheless allowing a minor to inflict significant injury is
harmful and can be dangerous. If such behaviour is not
controlled in the home it tends to become generalised to
other settings such as school.

The architecture of safety
In such situations, | feel parents have a responsibility to

protect themselves by putting a strong door between them-

give up and relinquish care which is not an easy thing to do.
Many care providers will not take on difficutb-care young
people as it requires high levels of staffing and staff skills
(and high levels of funding). Once dangerous violent behav-
iour is established, it can take years for skilled manage-
ment and developmental maturity to improve it.

The legal context

selves and an attacking child. It often helps to have a quiet Actual violence is an offence, but if the offender is intellec-

room, sensory or chill out room. Often these extremely ag-

tually disabled, and lacks capacity to understand the of-

gressive young people have major sensory sensitivities andfence and legal process, then they are dismissed under a

the room needs to be adapted with personalised sensory
experiences, such as a darkened atmosphere, cushions
and mattresses for touch, pressure and proprioceptive ex-
perience, chewies, soothers, music, favourite visual enter-
tainment etc. All of these sorts of contributions can be aid-
ed by a skilled occupational therapist and behaviour sup-
port therapist. Similar approaches have been shown to be
effective with aggressive teenagers of normal intellect in
mental health wards (Champaynet al, 2010). The princi-
pals include: creating a sense of safety, soothing through
senses, distraction, stabilising through senses, creating
positive associations, creating a sense of control, support-
ing appropriate expression and release, facilitating self
management (Sutton, 2011).

In extreme situations the room may need to be adapted so
the young person is protected from selfarm, such as un-
breakable windows, soft furnishings, mattresses round the
walls, and even rubber walls. It is remarkable how having
such a chill out room can start by providing a capacity to
protect caring parents, but becomes a favourite place for

section 32 of the NSW Mental Health Act (2009), as it is
inappropriate to punish such innocence. However the re-
sponsibility falls to the family and the community to provide
for, protect and intervene to help such violent individuals.
So often there is no service willing to help, and a lack of
guidelines on what families can do, especially when they
feel they are the victims of the situation. | hope this article
provides some guidance for such families, with further sup-
port from the involved professionals.

Conclusion

Dealing with violence in young people with intellectual disa-
bility is a common but complex problem. Frederick
Douglassd quote reminds us
best way to avoid these problems, but valuing all children
including those with disability and acting to prevent emo-
tional and behavioural problems is not a strong enough part
of our culture. Part of that culture is the acceptance and
inclusion of disabled children by the wider family and com-
munity, to share the additional burden of care and need for
attention. Accordingly we need to consider what best prac-

the young person to go and play and seek sensory stimula- tice for this serious problem is. In tackling violence, clients

tion. Sometimes metresquare cushions or portable gym

and parents/carers are regularly injured and occasionally

mats can be used to present a soft fagade to an aggressive die.
teen, while preventing access to hurting an adult, and can
be used to corral the teen to their chill out space. Case ex-
amples demonstrate that such a capacity to set limits and

Safety intervention can have a role whether the extreme
violence is predatory, affective, insightless or dissociative,




although differences in the type of violence may alter the
way it is managed. When
intervention to help young people with intellectual disability

and recurrent violence, such approaches to safety interven-

tion is an underresearched and little documented area.

one

c Opafety interventions,dhe
Implemented in these

These issues have been considered mostly in institutions or @X{reme cases, work qU|Ck|y

group homes for adults with intellectual disability. Very little .
has been written from the perspective of a family faced with

this challenge. Every case needs to be tackled individually
with a practicebasedevidence approach. Clinical experi-
ence shows that safety interventions, if implemented in
these extreme cases, works quickly in preventing further
injuries and is an important contribution to changing the
pattern of behaviour for the young person with intellectual
disability. This in turn can have long lasting effects to im-
proving their quality of life, independence and freedoms.
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Matt hewd¢

A case study of safety Interventio

By his parents Janine and Leonard

Our youngest son Matthew, is a 16 year old boy with a diag
nosis of Autism, Moderate to Severe Intellectual Delay and
Generalised Anxiety Disorder (with secondary depressive
features). Matthew is a large boy in stature at 6 foot tall,
weighing 100kgs and is totally non verbal.

"“"“'llt-:,.'

During the early years, Matthew seemed similar to most
other children with Autisnd self injurious behaviour, non
verbal, fussy eater, extremely rigid with routines and behav
iourally, slightly more difficult to control than his peers in
special needs preschool and special needs primary school.
Despite many years of regular Occupational Therapy and
Speech Therapy, Matthew unfortunately remained non ver-
bal and his behaviours were increasing.

By the age of 10, Matt hewod
haviours including biting, kicking, scratching, head butting
and lashing out at others, became a regular occurrence. In
consultation with our Paediatrician, we decided it was time
to commence medication to hopefully assist with his anxiet
and behaviours. After trialling different medications and
fine tuning doses, we noticed some improvement up until
the onset of puberty.

During this suspension ti me
Matthewds anxiety and vi ol epshhviourfbgcdmetasidly evedt, doectdindt\oilowidg his
becoming worse. We were referred by our Paediatrician to normal routine and not being able to comprehend why he
the Specialist Disability Health Team and the Department ofwas not going to school. The day before Matthew was due
Psychological Medicine at Weréniesshdol athe ehdbf tiee Budpgensibropéripd, t a

review. After a case conference with allinvolvedinMat- Matt hew saw the Oschool vVis
thewds care, we commenced amnedately lagheénedTheo the mostviolénenieltéwn e
medications. With the introduction of the new medications had seen to dat e. He sever
and increases in dosages, came continuing significant der and our house suffered extreme property damagefar

weightgaindt hi s was maki ng copi nngreantthe noMalthdlepensredin thewall.

creasingly violent, aggressive behaviours extremely difficult. As we were now physically unable to care for Matthew, he
After repeated suspensions from his Special School, numerwas placed in Emergency Respite. Our family was in crisis
ous calls to the police and ambulance for assistance, many and we were at breaking point. After a Case Conference
admissions to hospital and further changes in medications, wi t h al | departments involyv

life for our family was extremely difficult. My husband had make the most heartbreaking decision for Matthew to re-
to leave work to be able to care for Matthew during the reg- main in out of home care for a period of 6 months. Mat-
ular suspensions and also to transport Matthew to and thew had no comprehension of why he was living some-
from school, when his anxiety was too high to travel on  where else with constantly changing carers and we were
School Assisted transpor® this becoming a very regular  suffering with loss, grief and depression. During the 6
situation. months, we visited with Matthew regularly and unfortunate-

Iy, Matthewds violent, aggr
In March 2014, Matthew aged 14, had a major meltdown  whilst in Respite Care.

at school. He injured staff and was physically restrained by
6 staff until an ambulance arrived and admin?stered.Mid- Matthew finally returned to school after the long suspen-
azolam to calm him. Matthew was once again admitted to sjon on very short hours. His anxiety was at extreme levels

hospital and received a 20 day long suspension from and the school suggested we apply for a transfer to another
school which, added to the school holidays, ended up 6 school with more appropriate facilities. We did this and had
weeks in total. to apply to have Matthew exempted from school for a short

while, until a place was finally granted at a new, purpose




built SSP with a room within the classroom, that could be comfortable spot to rest, listen to music, eat after school

used as a ocalming roomo. sihvdaks dndh reost impdrtantdy| ty safely salfiregulateihie n e
the new school on short ho uemaionawhdn his behaviousieedcalatdd.e Wherche hagi
roomé with success, to r eg Uihishadehe dalmly watksrouttof the noem and continues on

with his dayd an absolute turnaround to what we had to
I n preparation of Matt hewo sendureih the pastduringniecidents ef esdadated behavdoura
family to have the best chance of a successful transiton The o0cal ming roomdé concept
home, we needed to make some vast changes in our lives. home, school and at the Respite Centre he attends. This
| too, left my employment to assist and support my husbandconcept, along with slight tweaking of medication doses,
care for Matthew, we sold our car and purchased an 8 seat-has significantly reduced the frequency and severity of Mat-
er van to transport Matthew safely to and from schooland t hewds escal ated behaviour
that we too, would set up aselfdegulatebiametions.0 cal mi ng r oo mo
home. The room was completely bare, except for a single
ensemble bed. In addition, we were able to receive some Matthew has now been home for 10 month§ Matthew
ADHC funding to have a c ou pobntnues fodidplayeschlaed Bebaviouesmlbdit fess fra- e
carers assist with Matthew@s etnrtd rnys iatnidont hien otchad nh onnge .r c
successful, ensuring Matt he
On Matthewds return home, ahHosetwhomaresfor loirh. His sransitibnehdnee thas beerhsa v
Matthew was taught to go t ocsuctebstlthatwheh a$upported Accommodadtian spste |

ulate his emotions alone. He did this, but not without was recently offered for Matthew, we felt confident as a
smashing many hol es i n t he famiyltocsntinaendalcard fordattheafat honie and des a |
roomé and proceeded to eat clinkdahedfferbr i s. To try and el

nate further property damage and to make the room more

safe and comfortable, we affixed foam rubber mats to the  Our family would not have been able to get to this point,
walls, placed foam mattresses on the floor with a couple of without the multidisciplinary approach from all parties in-
large heavy duty cushions, placed a sheet of Perspexin v ol ved i n Mahepatingeemt 6f £ducaton, e

front of the glass window, a viewing panel in the door and School, Respite, ADHC and the Dept of Psychological Medi
installed an air conditioner to keep the room at a comforta- cine at Westmead.

ble temperature. The initial assistance from the carers in

the home for a few hours daily was crucial to the success ofOur family will be forever grateful for this assistance that
the transition home for Matthew-the patience, dedication  has ensured the successful restoration of our son home
and compassion these carers displayed to Matthew and ourwith his family.

family was outstanding. Successful strategies were amend-

ed and implemented and we as a family, grew more and

more confident in handling incidents of Matthewds esc
ed behaviour.

Matthew now | oves the o0cal ming roomé and visits the r
quite afewtimesadayps omet i mes i tds just a nice quiet,
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Responding to Sexual Behaviours of Children ar
Young People with an Intellectual Disabilit
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Introduction

Children and young people with an intellectual disability
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ham, 2012; Family Planning Queensland, 2012; Johnson,
2015).

have the same rights and similar goals, desires and feelings For example, toddlers are naturally immodest and openly

as their typically developing peers (United Nations, 1989;
United Nations, 2006). This includes their aspirations relat-
ing to sexuality and relationships. Understanding healthy
sexual development plays a key role in guiding how we
shape and respond to sexual behaviours in children and
young people with an intellectual disability. This is an area
of practice that often raises a degree of apprehension and
may leave clinicians wondering if there is something addi-
tional or different they should be providing. While some
specialist knowledge is required, clinicians will have pre

existing knowledge and skills that can be applied to the pre-

senting situation. They will also be influenced by their own

curious about their own an
bodily functions. By preschool, children are more aware of
gender differences and may engage in exploratory play,
taking the role of o0doctor
ry school years, children become increasingly aware of so-
cial rules and tend to be more modest, seeking privacy. It
is also the time when the age old questionaf wh e r e

c o me fisexploréd. In adolescence, young people ex-
perience puberty, sexual feelings and an interest in roman-
tic relationships. The role of peers and body image also
become more important as teens explore their salfentity.

It is during this developmental stage, that young people

values, beliefs and experiences. This article aims to provide reach the legal age of consent for sexual interactions,

scaffolds and resources to further help them in this work.

What is Sexuality?

0Sexuality is a central
life and encompasses sex, gender identities and roles, sex-
ual orientation, eroticism, pleasure, intimacy and reproduc-
tion.

Sexuality is experienced and expressed in thoughts, fanta-
sies, desires, beliefs, attitudes, values, behaviours, practic-
es, roles and relationships. While sexuality can include all
of these dimensions, not all of them are always experi-

enced or expressed.

Sexuality is influenced by the interaction of biological, psy-

chological, social, economic, political, cultural, ethical, legal,

hi storical, religious and

(World Health Organisation, 2006)

Healthy Sexual Development

As with all forms of development, sexuality follows a fairly
typical sequence. This is true for both people with and with-
out an intellectual disability. An understanding of these de-
velopmental stages and milestones provides guidance in
responding both proactively and reactively (Brennan & Gra-

which is 16 years in New South Wales (Scott, 2014).

Throughout all life stages, healthy sexual exploration is a
voluntary, spontaneous and playful information gathering

a s ppRoeeks amdngsPefuald This BafsaHe childieh 6 Yot

people involved are of similar age, size and ability level.
Healthy sexual exploration is limited in the type and fre-
quency of the behaviour(s) displayed. It is also easily redi-

rected and balanced with interest in other aspects of life.

(Family Planning Queensland, 2012; Johnson, 2015)

A Proactive Approach to Sexuality

It is important to acknowledge that children and young peo-
ple learn about sexuality in many ways. It is natl learnt at
home or in the classroom, in the playground or online. Sex-

sualikriowlédgeadeveldpment add behawdour is shaped and

influenced by a range of factors including the media
(including social media), culture, living arrangements, the
chil dés neighbourhood, t he

values and religion (Johnson, 2015).

A proactive, educative approach is needed to promote
healthy sexual development and provide safeguards
against harm. This education can begin in early childhood
with parents teaching the names of body parts, introducing
the concepts of public and private places, setting bounda-
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ries for protective behaviours as well as preparing their ] Ensuring the clarity of language used (e.g., avoiding
children for puberty. Teachers and clinicians also play an figurative language)

important role in sexuality education, providing notonly ¢ Using visual supports to augment information

and Chivers (2011) proposed the following framework for ¢ Ensuring significant time and focus is given to safety,
sexuality education including a possible sequence of topics protective behaviours and consent

(See table). 1 Helping to build the accompanying social skills, prob-
lem solving skills and decision making skills
There is a wide range of resources available to aid sexuali- 1~ Providing information about social rules, boundaries

ty education. Some of these may be borrowed or pur- and relationships (potentially through a Social Sto-
chased fromFamily Planning NSWsee http:// ry™ format)
www.fpnsw.org.au/disability_catalogue 2013 4.pdf). For 1  Providing information and support to increase their
organisations specialising in relationships and reproductive ability to anticipate changes as well as potential con-
health in other states and territories please refer to the sequences

Family Planning Alliance Australimebsite (see http://

familyplanningallianceaustralia.org.au/services/) (Hagiliassis, DiMarco, Gulbenkoglu, lacono & Watson,

2006; Raising Children Network, 2013)
Special Considerations
TheRaising Childrenwebsite (see http://

When educating children and young people with an intel- raisingchildren.net.ay has further information and practi-

lectual disability about sexuality it is important to consider cal tips to assist parents, teachers and clinicians alike in

thelr sp§C|f|c learning requirements and provide infor- their role of raising sexually healthy children. Family Plan-
mation in a way they can understand. ning NSW (2015) has also developed a tool to guide clini-
cians in supporting people with an intellectual disability
(over the age of legal consent) to make their own decisions
q Building on their existing knowledge, skills and be- ~about their reproductive and sexual health. This is a useful
haviours companion to the Capacity T

1 Providing additional time for them to process infor- Deépartment, 2009) when expl
mation and adjust to developmental changes: this ~ t0 consent.
may mean the same information is presented sever-
al times and in different ways

Special considerations may include:




When are Sexual Behaviours of Concern? mont, 2010; NSW Department of Health, 2005; Ryan,

. ) . ) 1997; Pratt, Miller & Boyd, 2012).
It is estimated that between 40- 85 % of children will en-

gage in some form of sexual behaviour before the age of 13A Rights Centred Response Framework

(Johnson, 2015). Despite this, many children and young ) _
people with an intellectual disability find their behaviour ~ Safety and the protection of children must be addressed as

| abell ed as odevianté or o pghesnerntyeThiamay Bvwlvedevelgpingasaiety plan (ar t
indicate typical development. incident prevention and response plan) whilst a more com-

prehensive assessment is undertaken. Consideration must
0Children who are wrongly ealsmsbe giveretachila protdctevandngndatonorépbring
ual behaviour when they do not (a false positive) are at requirements. Clinicians are encouraged to consult the
greater risk of being de ponlineManfataytReporter GuidenfdRG) forimgre guiganas
(see www.keepthemsafe.nsw.gov.au). Promoting safety
(Webster & Butcher, 2012) however, is only one part of a holistic response.

o _ o Webster and Butcher (2012) assert that a rights centred
As such it is imperative that clinicians seek to understand  approach to sexual behaviours in children and young peo-
rather than label sexual behaviours. This requires a good ple involves three essential stages. Firstly, clinicians need
understanding of child development and careful considera- to recognisethe variation in normative sexual development
tion of the social, cultural and family context within which in order to identify when sexual behaviours are of concern.
the behaviour occurs. Secondly, clinicians need toeflect on the information avail-
able through a sound clinical assessgment process. Thlrdly

Sometimes however, a child cfiiandRéRofespBnfdy Bultifgintervehfiors ihbiace P

haviours can be a source of concerd particularly if they which meet the child, -psychan
are excessive, coercive, secretive, degrading or not among

equals (Brennan & Graham, 2012; Evertsz & Miller, 2012; ]
Family Planning Queensland, 2012; Johnson, 2014; La- 1) Recognise 2) Reflec 3) Respond
mont, 2010; NSW Department of Health, 2005; Ryan,

1997; Pratt, Miller & Boyd, 2012). social needs while ensuring safety, dignity and rights are
1  Excessivemeans it is occurring at a high frequency ~ Maintained.

(or durat iho n) tf?f the hf?'l e t thb TR LightSrimelokSs orfe fobl Wil Simsiton t € !
and pé?.l‘tICIpatIOI’lflnhO'F er ?(Feasho ife. E.g.,achild g ige practitioners through the process of identifying, as-
spending most of their waking hours masturbating in - geqging and responding to sexual behaviours (Family Plan-
their bedroom to the exclusion of other activities and ning Queensland, 2012. This resource uses the metaphor
time with family or friends. of traffic lights to describe the continuum of sexual behav-

1 Coercivemeans a degree of pressure has been lours as either:

placed on the child to achieve compliance. E.g., the
use of physical force, threats, manipulation, trickery

or bribery.

Green= onor mal 6 or healthy se
tive of an opportunity to provide positive feedback and in-

formation.
1 Secretivemeans the child has been encouraged to Orange= odout si de signalingthe needbto a n
hide the behaviour and is prevented from talking ake potice and gather information to assess and take ac-
aboutitt Eg.O0you can never tel ion. € Wi be our

|l ittle secret. o6

1 Degradingmeans it causes humiliation to the child or A L U UL R AL L

loss of selfrespect. E.g., naked selfies being emailed The Traffic Lights tool then provides a useful scaffold for
to classmates. identifying actions in response to the hypothesised function
of the behaviour(s). For more information please see the

T Inequalitymeans there_ is an imbalance_: of power, TRUHK(previously known as Family Planning Queensland)
control and / or authority. E.g., sexual interactions epsite (see http://www.fpg.com.au/publications/
involving a teacher and a student. fsBrochures/Br_Sexual_Behaviours.php). Faffic Lights

Overall, sexual behaviours tend to be considered a concernApp is also available viatunes (Family Planning Queens-

when they are developmentally inappropriate (i.e., reflectlngl""nOI 2015).
sexual knowledge beyond their years), when they place the
child or young person at risk of harm, when they cause of-
fence to others, possibly because they break a social con- Scenario OneTwo kindergarten students were found gig-
vention (i.e., occurring in the wrong place at the wrong time)gling and showing each other their genitals in the school
or because they breaks the law (Evertsz & Miller, 2012 tpjlets. While the children were easily redirected by the
Family Planning Queensland, 2012; Johnson, 2014; La-  teacher, she wanted to know what other action should be

Some Case Examples




OAIl | wor Kk
en with the aim of promoting
rights, maintaining dignity and

buil ding a se

taken. Using the Traffics Lights framework, the teacher,
principal, and school counsellor hypothesised that the be-
haviour reflected oOoOnor mal 6
With this in mind, the team determined that further educa-
tion around protective behaviours, and public and private
spaces would be beneficial
also informed.

Scenario TwoThe school received a phone call from a dis-
tressed mother. She informed the school that her daughter
with Down syndrome had received texts from a classmate
(who also had Down syndrome) pressuring her to send him
naked selfies or else they would no longer be friends. Using
the Traffic Lights framework to facilitate further discussion,
the teacher, principal, parent, school counsellor and case
worker determined that the behaviour was of significant
concern given the coercive and threatening nature of the
texts. It was hypothesised
friends and limited opportunities for social connections
were increasing her vulnerability to such requests. In re-
sponse the mother decided to continue closely monitoring
the use of technology / social media, talk with her daughter
about peer pressure and look into social activities such as
joining a dance group. The teacher decided to develop les-
sons for the whole class around cyber bullying and peer
pressure. This was an initiative that the principal hoped
would then be rolled out school wide. The Traffic Lights
framework was also used to develop a behaviour support

strategy in relation to the other student involved.

s h o fTg"

be undert a

Clinicians play a critical role in the promotion of healthy re-
lationships for children and young people with an intellectu-
al disability. While an understanding of typical sexual devel
opment should be used to guide responses to sexual be-
haviows, jtis impogantto remembel-thaj.eagh child, famil
aﬁ; sgvicésystenaas lﬁique ar%?/v re uire(tzn ti‘#ﬂividua
ised approach. All work should be undertaken with the aim
of promoting rights, maintaining dignity and building a
sense of worth. This includes initial safety responses to sex
Ué'_ Rehavigues jand §he design and delivary of It Aeriigng
which meet underlying needs and promote well being. Clini
cians are encouraged to apply their existing knowledge,

_Skills and experence, dhe gcaffeld dessribed deye agd thy e

many resources available in both the mainstream and disa-
bility literature to inform their response to sexual behaviour

in children and young people with an intellectual disability.
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The State of the Disability Sector Repor

Centre for Applied Disability Research, National Disability Service

The State of the Disability Sector report includes a busi-
ness confidence survey which shows that most disability
service providers are cautiously optimistic and plan to
grow in the next six months; but a high proportion think
that government agencies are not working closely enough
with the sector to implement the NDIS successfully.

As part of the survey. organisations with less than $1M in

turnover reported higher financial stress than large organi-
sations and were more likely to see the NDIS as a risk ra-
ther than an opportunity.

The Report includes the first release of data from the larg-
est analysis of the disability workforce every conducted in
Australia. NDS has collated data from 20,000 employees
to provide a snapshot of the disability workforce. A key
finding from the snapshot is that 38% of all disability work-
ers are casuals, a relatively high rate which is likely to in-
crease under the NDIS.

The NDS State of the Disability Sector Report 2015 also
highlights the need to improve employment opportunities
for people with disability and provides an analysis of the

hot issues facing policy makers. It concludes with 20

Full transition to the NDIS:

NS RELL OUT FRDM ALY 2917

things NDS would like to see accomplished in 2016 to en-
sure the successful implementation of the NDIS and more
opportunities for people with disability to work, be educated
and engage in community life.

NDS chief Executive Ken Baker commented: ""The Natione
Disability Insurance Scheme is the right destination. But
poor access to market information; cumbersome NDIS sys-
tems and processes; insufficient financial reserves within
organisations; and low prices are all barriers on the road to
a sustainable and dynamic NDIS" said Dr Ken Baker, Chief
Executive, National Disability Services

Ken Baker concluded: "The NDIS will double the funding for
disability support, expand choice for people with disability
and their families, invest in early intervention and replace a
fragmented inequitable system with one that gives people
across Australia access to reasonable and necessary sup-
port. But there are legitimate questions about how we get
to this destination and at what pace; and how to turn the
ambitious vision of the NDIS into reality.

Download a copy of the report at
www.disabilitysectorreport.nds.org.au

What can we expect in...
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Knowledge is Light: an interview with Sue Foley

Sue is a Senior Social Worker, team leader and CAPTOS Clinicadr@mator at the
Childrends Hospital at West mead, Depeé
the Childrends Court Clinic. Her ar ec¢
of children, young people and their families in relation to physical and emotional
abuse and neglect, and sexual abuse of children. She has presented research ant
discussions papers at a number of Australian and International conferences.

tims. | established the sexual assault Service at St George
Hospital in 1978, and was part of statevide training for
how to respond to adult and child sexual assault victims.

At St George Hospital | was a social worker at Pacific House
Mental Health service, in the Emergency Department and
various other wards, enjoying group work supporting chil-
dren, family and young people and encouraging them to
support each other so they were not completely depending
on professionals.

In 1982, | moved from St George Hospital to Ryde and un-
dertook family therapy and individual therapy at the Com-
munity Health Adolescent Unit, establishing strong interdis-
ciplinary links between education and health services,
through one of many journal clubs and education activities.
The then Family and Community Services Department es-
tablished a team of specialist profession® social workers
and psychologists and | joined this program in about 1984
Your career to date; How did you get to where you are to- becoming an Area Child Protection specialist for Western
day? Sydney. During this time | enjoyed a foray into legal settings
Before | left school, | worked a lot with children, such as  &s an acting legal officer for FACS and a specialist liaison
school holiday camps with the Anglican Church and the St Person with health services.

Johnds Ambul ance Brigade. | also have had a | ot to do
music and working creatively. When | left school, | went to  After returning from maternity leave in 1988, | was assis-
Canberra University to start a nursing course where | stud- tant Manager of the Seven Hills Office and then acting Man-
ied philosophy and ancient history which | partly read in ~ ager at St Marys and various other Western Sydney areas,

French, because | love languages. before the upheavals in that department in 1990. | moved
to be the Manager in the then CareForce Child and Family
| left nursing after the 1st year, and applied to do medicine, Ser vi ces, |l ooking after chi

but the application got 0ol d®gram gﬁouﬂﬁlﬁnﬂeﬁ and estabiishirgan ifﬂnaV_titiée CoWB:
it | started a Bachelor of Social Studies at Sydney Universityselling service. | made an appearance at the Police Royal
majoring in anthropok)gy_ Anthr0p0|ogy gave me a Strong Commission at that time, giving information about the re-
interest in culture and social relationships. In addition | did SPonses of churches and states to the needs of children

a submajor in psychology and major in Social Work prac- and adults who have been sexually abused.

tice. | was offered work at some of my placements, includ- )

ing at Sutherland Hospital and at the then Eastern Suburbs In 1998, | moved back to then DoCS and took part in set-
Child Guidance Clinic, as d 1390 diPalt hgo DKOLS died Pd i Ny
placement was in the then Catholic Family Welfare Service degrees in Childhood Studies from the Faculty of Psycholo-

which looked after counselling, foster care and group gy at Macquarie University; and in Social Work from Sydney
homes. University and started a third one in Education at UTS.

My first employment combined both working for the Angli- N 2001 I moved to Nepean services as a consultant before
can Home Mission organisation, and the then Deaconess Movi ng to the Child Protect
Institution, setting up and running group homes for young Westmead, in 2003. In 2004 | moved to the Department of

people in need of care, and working part time in St George Psychological Medicine as a Senior Social Worker and Non

Hospital as a Social Worker. In 1978, Neville Wran the medical team | eader for Dr
Premier of NSW developed services for sexual assault vic- after became the CeOrdinator for the CAPTOS Telemedi-
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cine program in the Department of Psychological Medicine,
eventually moving to be parf

What do you |l ove about thef§
mead? Can you tell us about one of your projects?

I |l ove the environment of
colours, | love all the artwork and I love its vibrancy. | have
enjoyed the opportunity to be what | consider a social work
er should be, that is, someone who implements our profes-
sional values of social justice, respect for persons, and pro
moting capacity and competence (of all). | enjoy work, as
an educator, advocate, therapist, case manager, and con-
sultant. With those principles in mind | take every oppor-
tunity to be creative, kind and encouraging.

Very early in my time at CHW | became involved in the Shai
en Baby Prevention project. This important and innovative
project aimed to provide an Australian version of what had
been well respected education processes for all parents  What part does a social worker play in supporting children
with children who are responsible for babies. We discov-  and young people with MH problems and intellectual and
ered that people do not really understand how vulnerable  development disability?

babies brains are. It is important that all parents and carers | think social work can play a number of roles for children
understand that 25% of bab iwisMH atdeDD! Jocal Workesunay work WitMschoald td
shaking injuries and those that survive incidents of shaking help them understand the meaning and function and neu-

have implications such as serious brain injury, communica-r o bi ol ogy of childrends bet
tion difficulties or emotional/mental health problems. Some and t eachers are architect s
of these effects only become evident when the childrenarec hi | dr en6s experiences. | t

teenagers. This project is now in over 20 countries around cial workers have is to enhance parental capacity, their un-
the world and in over 20 languages and has been well re-  derstanding of their child and particularly to enhance their
ceived, particularly in countries where there were nore-  understanding of the kind of thing that might either inhibit
sources before. It has been great to partner withthe Kids or hel p the childés opti mal
Health staff, social workers at CHW and professionals and ence of the present. For example, this might mean being an
families in other parts of NSW Health and other national  advocate at the school.
and international settings to distribute this program.

Our job as social workers and clinicians is to promote chil-
Since the start in 2002, there have been a number of differ-dr ends r esi li ence in the c¢oc
ent developments including tools such as postcards, post- whatever vulnerability they have. This is particularly im-
ers and a video animation which is unique because A) itis portant when they have mental health problems or other
short; B) very cute and C) the film is very engaging. Workingevelopmental difficulties. It can be very hard for them to
with social work colleagues and many different students  communicate their own stories or their own experiences.
has enabled the project to continue and it is now interna-
tionally recognised. As a social worker, | use many creative processes, keeping
in mind what is important to that child. (Many of these are
held and sold at the CHW Kids Health bookstore). Recently
a young girl enrolled in a new school who had serious
arousal problems. The school gave her the opportunity to
jump on the trampoline for 15 minutes before class com-
menced-which was extremely beneficial. Social workers
can help with advocating for these sorts of things. Parents
sometimes think because they are not specialists they can-
not be advocates for their child and are not allowed to chal-
lenge practices. Children with intellectual disability are very
vulnerable so parents need a space to be curious about
and review the interactions of their child with professionals.

Professionally and personally | like to challenge and change

Question: The importance of professional development in
allied health.
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It is really important that we all keep on learning at a con- empowered by their new knowledge and testing their new

tinuous rate; reading, listening to books on audio, and tools with their next family for positive effect.

keeping up to date on the latest publications that might be

helpful for parents and children. | really enjoy attending University learning is great but knowledge is escalating, so

conferences so that | can hear an international perspective accessing new information and knowledge is more im-

and staying up to date. portant than it has ever been. We have to stay in touch not
just by reading, but also by being part of a learning commu-

The CAPTO¥®rauma Think Tankas helped relieve many nity.

professionals from feeling clinically isolated. In this process,

professionals meet for half an hour on a Wednesday morn- Our middle brain (limbic system), that gets pressure from

ing and watch various experts talking about their perspec- personal and professional contexts, can be calmed down

tives on the latest in neuroscience, family therapy or attach-by our prefrontal cortex,

ment. Participants then share their ideas with other clini- it This is why | keep studying and learning; by keeping that

cians around the state. They join from the Victorian border part of my brain turned on, | am not relying on an intuitive

to the Queensland border and half way out to the west of ~ or emotional response. It would be easy to become dis-

NSW. Not only do they get to watch the experts, but the dis-tressed with most of my clients, as many have tragic experi-

cussion helps them to construct new knowledge by interact-ences and struggles; | need to stay well educated and well

ing with each other and by challenging what they hear. Thisresourced so as not to respond in an emotional way.

has practical implications enabling professionals to feel
Please walk us through the history of CAPTOS on and how

has developed over time
When | came to CAPTOS in 2004, it had already been run-
ning since 1996 It was Dr David Dossetor and Dr Ken

We h a V e t @nn who Ftsultaany NSW ealtrmroposed the

setting up of a Telepsychiafry program. This included clini-

tOUCh nOt Just by read_ cal video conferences_, and rural V|S|ts_ starting with Dubbo,

Bourke and Broken Hill. It was established because of the
2 difficulty for families in those areas to access Child Psychia-
Ing y bUt aISO to be part O try services. As a result of the evaluation, it became a per-

a I e a r n | n g V\@tm@dtmmeu?a?ﬁfhl\bvfl %rom .ecélua]:tlcr)nc

process | was asked to establish more allied*health clinical
consultations and education for rural sites. All of the psychi-




atrists employed at the hospital were undertaking 4 hours

telepsychiatry consultations a week and 1 to 2 rural visits a
year. At one point, we had up to 100 people receiving clini-
cal consultations through CAPTOS. That meant everyone ii
the Department of Psychological Medicine was very actively
involved in CAPTOS services, and undertaking regular rurg
visits.

Educational services grew as technology developed. Now
we can link up to more than 20 sites at a time. This
changed the opportunities and allowed for regular educa-

tion process. .‘t
My job as Ceordinator was to ensure that we worked col- '? H
laboratively clinically and administratively with all the rural '
areas, ensuring that it wa

trolling the service. A network meeting was established witH
representatives from each Rural Health Area (Now called
LHDs).

Future directions in your career

Aslaminmymie 0 8 s , | want to do
can make a contribution to. My career has always been
about how | can contribute from what | have learnt. In my

new rol e, | am the Directo
ic, based in Parramatta which moved to the Sydney Chil-
drends Hospital Net wor k. I e
ment of children and f ami/| C

and seeks to assist the Court in making decisions about the
needs, safety, welfare and future care of children. There
are around 70 clinicians and a small team of staff who
manage the Clinicbds operat

Favourite travel experiences
Hawaii is on the top of my relaxation list. | really like travel-
ling to South America where my husband and | have done awould never be an academic and that she would never re-
few cruises. We have also been to Canada for a couple of cover her intellectual functioning. She is now an Associate
conferences and we really enjoyed being amongst the Rockprofessor of Business Administration at the Harvard Busi-
ies. | am a bit of a fan of the Mountains and the sea and  ness School and has made this presentation about Power
snow. When travelling, | never leave home without my ipad. posing. Power Posing is about the namrbal expression of
power and strength and that nonverbal expression com-

Favourite Books municates to others but also communicates to us. Amy

1. The Braindos way of Heal icidgysaysi Bgolvef goelagd sHarde th€ seigneel | e s

and Recoveries from the Frontiers of Neuroplasticity

by Norman Doidge who provides an alternative Another video:Just Breathe: children dealing with emotion
model.

2. Emotional Intelligence by Daniel Goleman. He has |s there anything else you would like to add?
also written one called Focus. Both these booksareSomet i mes i n Australia we d
helpful for teachers and parents around helping pening around the world. Connecting internationally has
children manage anxiety or their emotional respons- been one of my great assets. | am on the board, as the Aus-
es to difficult situations. It is really about how social tralian representative, for the International Society for the
interaction can help children have a different intel-  prevention of Child Abuse and Neglect (ISPCAN) and | have
lectual and emotional functioning. been involved since the ear

3. Bessel Van Der Kolk, The Body Keeps the Score angy adding to and being part of an international community. |

4. Amy Cuddy, Presence These latter two have been have committed resources and time to what | believe in; my
my most recent reads! Awesome!! final addition is my motto- make the opportunity and take

the opportunity.

A Link to share:

Amy Cuddy TED talkfour body language shapes who you Thanks for letting me tell some of my story!!
are. Amy is an American social psychologist with a serious Sye

brain injury from a car accident at 19. She was told she




The Medicine Cabinet

Anxi ety treat me
Judy Longworth

Senior Clinical Pharmacist,
Department of Psychological Medicine,
The Childrends Ho

In the latest National Youth mental health SurveyYoung  ous articles so refer to those on amitriptyline and clonidine
Minds Matter recently released the incidence of anxiety (MHCAIDD, V4, Iss 3&4 ).
amongst the 417 year olds was for males 7% and females
6.8% with the majority experiencing mild symptoms of one Other medications for anxiety include the use of propranolo
of the anxiety disorders. This represents half of all people (MHCAIDD, Vol 6, Iss 2) which has also been discussed ea
aged 4-17 years with a mental health diagnosis. The most lier. Sometimes there is use of small doses of antipsychot-
common form of anxiety was separation anxiety represent- ics, typically either olanzapine or quetiapine (MHCAIDD, Vc
ing 4.3% of the study participants. Overall 18.7% of childrend, Iss 2) especially when the anxiety has a strong compo-
and adolescents with an anxiety disorder had a severe dis- nent of sleeplessness. As discussed, it is important to re-
order whilst 25.9% had a moderate severity. member that these medications even at low doses can still
contribute to significant weight increases so this should be
Whilst some of the SSRIs (e.g. sertraline and fluvoxamine) monitored carefully as the long term implications can in-
have a license for obsessive compulsive disorder in Australclude diabetes and other metabolic conditions.
ia there is evidence for their use in both OCD and other anx-

iety disorders in children and adolescents. This article will Naltrexone, a mu receptor antagonist used primarily to
concentrate on what other medications can be used when block the effect of opioid medications has been prescribed
SSRIs are not effective (MHCAIDD, V2, Iss 2). for alcohol dependence in the adult population. Naltrexone

is used in autism for patients who experience significant
There are no published clinical trials for use of any medica- self-injurious behaviour. The rationale behind this is to
tions for treatment of severe anxiety symptoms in ASD. block the endogenous opioids generated by the self
There have been some psychological trials with moderate injurious behaviour. There is some literature to suggest that
anxiety in high functioning autism, although the numbers  the selfinjurious behaviour is generated due to anxiety es-
are small. Anxiety in the ASD population can presentin  pecially in the autistic population who have poor communi-
many different ways such as impulsivity. Thus looking at thecation. Common adverse effects include nausea and vomit-
impulsivity literature the following medications have poten- ing as well as decreased appetite. Some experience seda-
tial for use. These are also second or third line pharma- tion and worsening of the anxiety. As naltrexone blocks the
cotherapies for ADHD. These have been discussed in previ-opioid receptor, if having any planned surgery or needing
strong pain relief with opioids, then the prescriber needs to
be aware of the naltrexone, as the pain relief will be ren-
dered ineffective.

Most paediatric studies in treatment of anxiety associated
with obsessive compulsive disorder (OCD) have been with
the SSRIs (fluoxetine, fluvoxamine, paroxetine, sertraline
and citalopram). Trials for anxiety treatments for anxiety no
associated with OCD are very limited and these include imi-
pramine and venlafaxine XR. There is one small study
(n=63, age 12-18 yrs) for use of imipramine with cognitive
behavioural therapy for school refusal over an 8 week peri-
od but the results were poor and this is in a population who
would be able to access the use of CBT.

Venlafaxine is a serotonin noradrenaline reuptake inhibitor
but these effects are dose dependent thus at higher doses
it is both a serotonin and a noradrenalin reuptake inhibitor.
The venlafaxine XR trial had mixed results for a larger stud
(n=320, 6-17yrs) for generalised anxiety disorder. A short




term study showed positive results but this was unable to

be replicated. (\) t h e | N C | d e n
When venlafaxine is used there can be a withdrawal reac- amongst the 4-17 year OIdS

tion due to the short halflife, this can be helped by the XR 0
preparation but some patients will also need to be weaned

slowly. It is important to note that overdose is dangerous. WaS for males 7 /O and
Most of the adverse effects are due to the lower dose sero-

tonin blockade causing nausea, vomiting, headache, nerv- f e m a I e S 6 .
ousnhess and insomnia. At higher doses the noradrenergic
effects of blood pressure increase will occur due to inhibi-
tion of the noradrenergic receptors.

Compton and colleague$2007) point out that one should
weigh up if the condition in the child is sufficiently serious
to warrant pharmacological intervention. Although much
has been learned, many questions regarding the treatment
of these paediatric anxiety disorders remain. Preferably,
psychosocial interventions are usually combined with medi;
cation as these can augment each other, this provides the
impetus to overcome anticipatory anxiety through initiating
medication and then using the psychosocial interventions
to consolidate any benefit from the medication. These stud
ies were done in neurotypical patients which could apply tojs
the autistic population, however more studies are needed.

There is a protocol to examine the evidence for other medi
cations in the Cochrane library has only just been submitted
(Livingstone et al, 2015). This protocol will look at other
medications for irritability, seHinjury and aggression in ASD
besides the ones that have already been reported. These
include risperidone for which there is some evidence for its
effectiveness in irritability as well as aripiprazole.

In conclusion there is a paucity of any studies for medica-
tions other than fluoxetine for use in ASD population. More
trials and studies of combination treatments of both psy-
chological and pharmacotherapies are needed for one to
say that one medication might be effective over another.
Ongoing single trials for each individual patient will contin-
ue.
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The NDIS and MH & ID Services: Two Conference Reviev

Associate Professor David Dossetc

The Chil drends Hc
Area Director for Mental Health

Child Psychiatrist with a Special interest in Intellectual Disabilit

This report follows from my attendance at two recent con-
ferences: (1)o Desi gni ng

vices within the NDI So6, or
21-22/10/15and (2Jo0 NDI' S and Ment al
Forumdé organised by the Me

NSW, 5/11/15. My aim was to gain greater understanding
of the implications for the client group of this journal: chil-
dren and adolescents with intellectual and developmental
disabilities. In fact the 2d presentation represented a gov-
ernment/agency view, whereas the st represented an aca-
demic, clinician, mental health service manager, NGO and

create 25,000 jobs and in 2018/19 will rise to $6.4 billion

& Del i ver iwthga 2yearndl aut statirg @l Julyn101%.eCurrent ADHC

glemsiwil bedthe birst to feceive agsessnoents. IEie anproei-r
$iom baked bn néed dingt nocratiened or capped. The NDIA
mds &oldevéiop/providdithe Griplementstisni NDIS Act 2013
provides a framework for O
portdé, with rules of suppol
be a novel question for mar
She predicted that market forces will move clients away
from specialist services to more generic services eg from
hydro therapy to joining a gym. Further, earlier intervention

consumer perspective. The experience involves understandwill prevent more complex problems developing. Support

ing a significant culture change of service provision and |
think no one knows what the final impact will be, or what
modifications to services for those with complex needs still
need to be during the rollout.

Janet Schorer, (2) Executive Director of the NDIS Reform
Group of NSW Department of Premier and Cabinet Office
described this as the greatest social reform since the intro-
duction of Medicare: ©06its
and 6will shape the future

140,000 will access help (funding packages) which is an
increase of 45,000 from current service provision. It will

does need to consider value for money and the responsible
role of families. The Disability Inclusion Act 2014 will drive
Disability Inclusion Action Plans of all mainstream services
to be more inclusive. James Dunne (2) Director of Social
Policy Implementation, Government Relations Branch, de-
scribed the changes in terms of a growth of the deinstitu-
tionalisation/rehabilitation model of mental health and
talked about the cluster group meetings of Family and Com:
anbnityuServide$(EAC8) uEshueation f Tra@spott, Houking @k
Heafth olyaniseal byrthg Dgpartment o€ Rremier and ChbS V
net Office to coordinate this partnership between NDIS and
the cross government services. He reported that the De-
partment of Health will be monitoring and evaluating the
framework being introduced. The main distinction is be-
tween health and NDIS: health is based on the diagnosis
and treatment of a medical condition, whereas NDIS is
based on a personds functi c
interface issues include: when is allied health intervention
disability support and when is it a health intervention? In
NDIS, therapy has a role in maintaining function. But what i
a health intervention is needed because of a disability,

such as cerebral palsy surgery for contractures, or psycho-
tropic medication to minimise chronic psychosocial disabil-
ity? When is a goal reasonable and should you be allowed
to choose an intervention t
health and the justice system be the provider of last resort?
Tracy Wright and Monika Koetzke Macdonald (2) from FAC
talked about the impact on 450 people with intellectual
disability in large residential homes (institutions) in the
Hunter New England. Success depends on partnership with
mainstream services eg GPs, but these people will still neec
access to day programs. Some have readapted well. There
are 69 with complex needs often with a criminal justice
background which will require access to mental health and
other specialist skills. There are currently 12 who are strug-
gling and under their client monitoring and review process:
4 with behaviours of concern or MH problems, 2 because of




placement problems, 1 where no provider can be identified ers and access coordinators, active engagement with the
and 1 with problems of continuity of care. NDIS, regular interface with NDIA, and organising the coor-

dination of the NGOs. The NDIS website is a font of develoy

The strengths of large residential care provision is: skilled ing information.

and knowledgeable staff, strong management and clinical

leadership, skilled multidisciplinary teams, access to spe- Conversely Conference (1) was not attended by a NDIS/
cialists, consistent staff, early intervention for problems and NDIA representative. The response to an invitation was: the
coordinated integrated management plans. Can any of this NDIS does not provide services, just provides an economic

be reproduced under the NDIS? How do you transittothe mar ket pl ace in which NGOs

NDIS a 15 year old, graduate of the criminal justice system,f ai | ured is the term used 't
with mental health problems, intellectual disability, self services to those in need: this particularly focuses on those
harm, aggression to staff who has already had 15place- i n 6smal |l marketsd, such as

ment breakdowns? They are looking to develop an intensiveclients with complex care needs and clients with high levels
support framework with 18 key initiatives which will also ~ of mental health issues.

need to build capacity in the health sector. There needs to

be an agreement not to allow the blocking of beds in acute Sarah Pollock (1) from Mind described the NDIS is a trans-
care in health or mental health or in the criminal justice pro- fer of power from the government to the individual, recog-
gram. We look forward to hearing more details on service hising the citizenship of individuals despite their disability,
development for those with complex needs. Thisaccount but al so how O6choiced can |
brings to mind that the closure of institutions of peoplewitht her e are no options. Many
intellectual disability in UK in the 90s was balancedbythe t hemsel vesd and decl aring t
maintaining some of the funding for building of specialised business imperative to make a service that is meaningful to
ID psychiatry services. | see this as an essential part of any people. Judy Harper (1) from NSW Council of Intellectual
modern model of community care for people with ID. Disability spoke directly to my concerns when she talked of
Leanne Johnson (2) General Manager gave a general men-the problems of mental health problems in people with an
tal health perspective on lessons learned from the Hunter intellectual disability. In Australia 120,000 of the 400,000
Trial Site. It has taken significant time to clarify the confu- people with an intellectual disability have a mental health
sion between what is NDIS and what is Mental Health. The Problem. However diagnosis is challenging and she cited a
benefits have been increased funding and range of services¢ase where 5 different psychiatrists said there was no prob-
new models of accommodation, increased flexibility of sup- lem until they saw a specialist psychiatrist in intellectual
port, resulting in staying well for longer and shorter MH ad- disability, which led to treatment that kept the person out of
missions. An advocate to support the application to access Prison. How does the NDIS work to support access to the
NDIS has a higher success rate, and the average lengthof € X per ti se? The concept and

time preparing for and applying is 60 hours of professional Prevents recognition of a mental health diagnosis. Both GPs
time. and general psychiatrists are undeskilled and we are a

long way behind the development of a subspecialty com-
However 76 long term patients have been accepted into ~ pared to the UK. We need multidisciplinary approaches for
the community. Challenges remain with: clinical governance¢hallenging behaviour, looking at the behaviour through
guidelines and procedures for staff, barriers forthemost O mul t i pl e | ensesd. Somet i me
complex, vulnerable patients, access to safe, secure, af-  inappropriate and sometimes it is essential.
fordable housing, not knowing the NDIS status of a patient,
minimal service for noANDIS consumers and a lack of data. The National Canberra Roundtable on MH & ID established
New services have needed mental health training and edu- consensus for the need for subspecialty mental health
cation and should that be at the cost of the mental health  skills. However the $115million for the NSW Mental Health
services? Monitoring and safeguards of complex vulnerable Strategy provides no money for intellectual disability. Pre-
clients; Health is part of the cost of support; increased need vention of these mental health problems needs attention
for the public guardian in decision making; the service ca- such as with skilled parenting programs such as Stepping
pacity of NGO sector; ensuring choice and control for con- Stones. She cited the needs for: inclusion into mental
sumers. Progress has required: clear health governance, health services, equity of access, prevention, specialist ID
documentation of disability and disadvantage, a centralised MH services, collaborative models, workforce development

database, appointment of NDIS champions, project manag- and data to address the multiplicity of disadvantage. Tier 2
NDIS services need linkage engagement and the

$140million allocated will not be sufficient. How does NDIS
~ u rt acc toymainsiregq sgrvicgs? We withnotsurvi

O I t h a S t a k @hefms of t ADL|C @cim;t jerviis.\I/i/remt\insamcﬁe
ceptable that the NDIS has not even considered the assess:

time to Clarify the confu-  mentof the combined disability of Intellectual Disability and
. . Mental Health Problems.

sion between what is NDIS ™™ ™"

and what S

Eiﬂnne Dowse (1) Chaig of Intellegctyal Disability,Beh vio%1

rt, PNSYV, a&eech therapstjoy@acgdroynd, flke

about her 10 year life course research study on those with
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OAt a mini mum, a c al§@oduspegvaable Qryrqasg piprgt

. . omplbx
needs intra & inter agency collabora- 5. Getting the mformatlon and making the decision in-
; ; ; ; ; volves: need, interest, literacy, transport to attend an
j[lOﬂ, which is pr_oaCtlve’ not reactive, appointment, and a capacity to think of goals and
with comprehensive case management, aspirations.

SpeCIaIISt MH and prescrlblng, and trau- At a minimum, a case like Natalie needs intra & inter agen-

ma focusoé cy collaboration, which is proactive, not reactive, with com-
prehensive case management, specialist MH and prescrib-

complex needs in the criminal justice system with 2700 in mgl%?lnﬁaga;g?gg%%sléé iI;O rere?o?;;énlﬁalmsgfggng;pport
:o gcecesssl\;[DluSdA)rll éxamr?)lcc)a (S:afse wgsfaw\cl)vn?ar? crglle(;j ° '?VX ey ingredients’include: %est practice gwdélnes serv B
6Natalied in her 20s with r‘lﬁlﬁh g?&q'en u%ervb&gryand n]enétotLr}g Itéakea |mﬁe %n'?q
stance abuse and asthma. Her psychiatric diagnoses in- f an individual. BUIIdIn market capacity ma take 280
cluded ADHD, Dissocial, Schizoid and Histrionic Personalitg 9 pacity may

Disorders, and Psychosis in the context of substance abus tigﬁr;’o?rf I‘;Orugds"?alléﬁxggg;d?g%?ﬁé?:%ﬂéida? gggge\’;yi:[h
She was subject to child abuse, had problems at school at g P

12, a brother with mental health problems, 22 contacts a profi_t motive that can kill competition, diversity, and n_iche
with the police by the age of 15 including 7 periods of cus- capacity and connection, Leanne ;uggested th? NDIA is .
tody, multiple out of home care home and residential retreating from complexity. There is no ID working group in
placements which broke down because of her behaviour. NPI'S- Seiletermination is a middle class idea for those
She had minimal therapy of little impact; had 3 high risk  W/th supportive families. In complexity theory small steps al
pregnancies by the age of 22 who were all taken into care. help, e.g. starting with a visit to the dentist, but most Offhe .
She had charges for malicious damage to property, wasa WO ' kK needed wi |l not be OD]
victim of domestic violence, had multiple AVOs against her ment St'.” has respon§|b|||ty fo_r _the welfare of its population
and was under the Guardianship Board, yet no one identi- and mainstream service provision.

fied her intellectual disability or psychosocial needs. The
cost for her support and surveillance and control has al-
ready cost the state $960,000 without considering her per-
sonal and the community costs. Complex support involves
the relationship between simultaneous, intense and multi-
ple needs in health, disability, social disadvantage, risk,
justice and legal issues including decision making capacity.
Domains of intervention change over time. Her individual
needs have both a breadth and depth which are intercon-
nected. Her environment lacks natural or informal supports
to meet her needs. The services lacked a unity of capacity
to provide support, often providing no service response be-
cause of service gaps and silos. Complexity theory, like a
symphony orchestra, determines the input is greater than

Two mental health consumers Simon Swinson and Erika
Gelzinnis talked of their experience of the Hunter Pilot
Study: the problems of meeting the criteria of need; the
need for advocacy skills, the need for professional assis-
tance in application and skills in describing problems. Erica
described the bureaucracy failures of documents lost, mis-
information between agencies, lack of direct communica-
tion and the lack of MH expertise in Assessors. Her aim wa:
to get out of poverty. Her exceptional GP helped guide her
through the maze dysfunctional services and helped her
believe she had a right to a quality of life. It was frustrating
that she had money allocated but no functional service to
provide for her needs. She felt that the NDIS is incompati-

the sum of its parts. Access to NDIS may be a human right’\t/)vcl)ulﬁ Iik(\aNt:) ;e rglblea’l[o C(r)nterit():utoe \t/oiorci)e!t brth?Ni(IjI ercl)ba-(
but care is deferred to the criminal justice system. NDIA y b ‘
bly always need supportd. ¢

also requires voluntary engagement, proving eligibility,
needing support for planning, gathering information and
making decisions. Natalie will be deemed ineligible be-
cause NDIS is only about the ID, not the rest of her psycho-
social disability.

Oyou need to present your s
the assumption that diagnos
a NDIS transition manager with a lived experience, also
talked of the problems of helping customers apply, quoting
Bob who needed 5 hours of meetings to get him to even
How can those with the most complex needs not be eligi- consider an'applicati(')n. He also talked of the loss of M.H
ble? R(_ehab funding reducing supported employment capacity.
Michelle Massey, Team Manager of Mental Health Services
for the Salvos in the South Australia Pilot, talked of the
problems of changing their service structure from block
funding to NDIS funded fee for service and the business
processes that have to be set in place. They can only pro-
vide what NDIS has funded, not what the clinician feels is
needed. Despite tailoring their service they are running at a
loss at the current support fee of $45/hour, with increased
client loads and less time to give. In fact the financial loss
had to be subsidised by the National Salvos organisation.

1. NDIA will fail to reach its target audience because of
the lack of and access to documented information.

2. How could she take up voluntary engagement with
her history of trauma and lack of trust of profession-
als? This also needs a setiwareness of need.

3. Eligibility gets altered based on cost control and advo-
cacy.

4.  Support Planning requires the planners to identify
both the ID and the mental health disability but then




They risk the loss of collaboration with MH services, be-
cause as NDIS providers they are not allowed access to
clinical i nformati on
loran, Director of Mental Health International Networks for

vocated that for the better good of people with SMI that it
would be preferable to fund NDIS MH packages for a fewer

i ncl udumbe egc4D,00€ so that thé sales fpnded NGOs eosld

still provide services to the other 200,000 with SMI not re-

Developing Services, presented on the growing evidence orceiving a NDIS package. Such a mixed model of funding is
Recovery models of intervention in MH and its overlap with the only way to get a balance. The™®&H Plan also focuses

the Psychosocial Disability Models of NDIS.

on Prevention, Promotion and Early Intervention, Suicide
Prevention, Primary Care, Hospital Admission Avoidance,

Debbie Hamilton, a doctor with the lived experience, talked and Research. Vanessa Kirk, Lead Case worker from Mis-
of how you need an advocate to get a package, and withoutsion Australia talked of some Hunter Valley MH Cases, sucl

such support you will fail. You may have the name of a ser-a s

vice, but it is difficult working out what it does. It is difficult
to articulate what your goals for life are, especially if you
have been 6in a difficult
been proficient in substitute decision making. David Mel-

pviasagiven Geven tbqugh tshe had a package. ND | S

6Amberd a 28 year ol d wi
phrenia and challenging behaviour, who was considered toc
hard for any NGO to provide a service, and therefore none

h a

drum from Mental lliness Fellowship Australia talked of the Peter Gianfrancesco, NSW State manager for Neami Na-
epidemiology of NDIS for people with mental illness. 4 mil- tional talked of his experiences in UK of developing the

lion Australians have a mental illness a year. The NDIS is
designed to provide assistance for 56,000 with mental ill-
ness and complex needs requiring support from multiple
agencies. But there are 103,000 with persisting severe
mental illness (SMI) and 321,000 with episodic mental ill-
ness. Peer workers are skilled in recognising who will be-
come long term care cases. The National Mental Health
Service Planning Framework identified 65,000 who had
SMI, with severe psychosocial disability requiring assis-
tance or severe disability in 2 or more dimensions. This 2
year project and report has been ignored by NDIS. He is
concerned that many of the most needy will miss out. In
actuarial terms it is predicted that 80% of those with disa-

business model, mechanisms, jargon and hype of NGO In-
surance service provision: focusing on the 5 Cs: Cultural
competence (who are we here for), Customer service (90%
is your relational and engagement skills, only 10% is tech-
ni cal skills: Ohave we wowe
with hidden skills and what distinguishes you from your ri-
vals), Capacity (not to be overcome by demand, work out
debt recovery and cash flow systems), and Costs (nheed to
know own costs and flexibility in cost for service provision).
The idea is that NDIS should be disruptive in the market
place with innovation, like Uber has been in taxi provision.
They extended their service provision into schools, public
services and private companies. Each employee needs 26

bility will have an NDIS package by 2020, but that for those billable hours per week. But financial viability is support
with Mental Health Psychosocial disability, this will be only fees of $75/hour to enable 20% profit for growth and en-

20%. He is concerned that to provide funding for 56,000

hancement, (a commentator at conference (2) described

mental health NDIS packages, the states will transfer fund- this as market making). The primary survival motive of ser-
ing to NDIS which would otherwise have provided for the
other 80% with SMI but receiving no NDIS package. He ad-

vices is profit.




