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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 School-Link, this journal is supported by School-Link and a collaborative effort with a multi-
agency editorial group from the NDIA 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:
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The website will be playing a crucial role in the information that CHW School-Link can provide to you.
e The collection of previous and current editions is located there with the ability to download arti-
cles separately.
e Aninvitation for contributions can be found on the website with instructions for authors.
e Upcoming training at conferences, workshops and other professional development opportunities
will be continuously updated.
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Editorial

Jodie Caruana

CHW School-Link Coordinator
The Children’s Hospital at Westmead

www.schoollink.chw.edu.au

What a year! It has been extremely difficult and yet somehow in-
spirational. We have watched while borders and countries shut
down, while disease has ravaged the world. We have also been
inspired by the courage and resilience of people to get back up,
learn a new way of living and working together for the sake of the
world and the health of our own communities. The challenges
have been immense, more so in the world of health and mental
health. We encourage you all to take time for yourself and your
families, acknowledge the years challenges and plan for a bright-
er future. As the year winds up, check in with each other. If you
find no one around when you need it, find strength in your own
self and please make use of the services available on the phone
numbers below; always reach out when you need it.

Lifeline: Call 131114 or Lifeline Text: 0477 13 11 14
Kids Helpline: 1800 551 800

Headspace: 1300 737 616
Reachout: Reachout.com.au
Parentline: 1300 1300 52

In this edition there is a strong focus on self-injurious behaviour
as we have found a need amongst professionals to understand
more about why it occurs. Dr Dossetor’s article gives insight into
many cases that have resounding messages in practice. It really
is a useful guide to understanding the variety of self-injurious be-
haviours and what to do. Dr Vinita Bansal gives us some back-
ground information about a medication that can potentially be
used in treating self-injurious behaviour.

Other articles in this edition include Transforming the Mental
Health and Disability Interface for Children and Young People
with Complex Needs through Interdisciplinary Education, a book
review of: Exploring Giftedness and Autism, a study of differentiat-
ed educational program for autistic savants and the Medicine
Cabinet written by Judy Longworth.

Have a safe and happy holiday season and we look forward to
hearing from you in 2021. Enjoy reading this edition of the journal
and please send any feedback or your own contributions to
schoollink@chw.edu.au

Jodie Caruana and Hebah Saleh
School-Link Coordinators
The Children’s Hospital at Westmead.




Self-injurious behaviour (SIB) is defined as a severe,
recurrent and chronic form of aberrant behaviour that
poses serious risks to people with intellectual disability
and produces injuries to an individual's body (Matson
et al, 2008). It is a different problem to self-harm or
suicidal intent which is commonly seen in neurotypical
teenagers and young adults. SIB is much more com-
mon in young people with autism (50%) compared with
those with intellectual disability alone (12%).

The most common forms are head banging or face
punching, self-biting or pinching, self-scratching, or
pulling out hair. It can last for a few seconds, be epi-
sodic or go on for hours. It is problematic to family
members, carers, teachers and professionals because
of the psychosocial stress it causes (Oliver et al,
2017). Parents are most likely to be stressed as evi-
denced by them being more likely to rate the SIB as
severe (19% versus 5% for other carers and profes-
sionals). When the level of behavioural disturbance is
recognised to be so severe it can also impact on
home/social/institutional placement. However, in the
most serious cases, it can result in permanent tissue
damage, bone fractures e.g. to the skull with brain
damage, enucleation of the eye, dismemberment and
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even death.

SIB is associated with severe and profound intellectual
disability and communication deficits. Within this pop-
ulation it is also associated with overactivity, impul-
sivity, stereotypic and repetitive behaviour (Laverty et
al, 2020). These symptoms of overactivity and impul-
sivity may be indicative of deficits in behavioural inhibi-
tion as a causal mechanism. They are also features of
ADHD. These features are also predictive of self-
restraint, such as restricting an individual’s movement
with clothing, objects or their own body.

The longest epidemiological study (Laverty et al, 2020)
showed in a sample of 67 that 44% had persisting SIB
10 years later . This study showed that persistence
was associated with overactivity and impulsivity but
also stereotypic behaviour and repetitive behaviours
and decline in the latter behaviours predict a decline
in SIB. Severity of autism, co-morbid low moods, anxie-
ty and behaviour disturbance are also associated with
persistence. SIB is also associated with significant
costs in care and intervention. SIB over the age of 20
is particularly prone to persistence and the authors
suggest that early intervention and persistent interven-
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“It is also associated with
overactivity, impulsivity, ste-
reotypic and repetitive be-
haviour...”

tion in childhood and adolescence may be important
to prevent problems persisting in adulthood. SIB is as-
sociated with some recognised genetic disorders, and
also with medical problems particularly causing pain.
There is a consistent finding of considerable paucity of
access to services. It has been suggested that a lack
of access to multidisciplinary multiagency services is a
contributor to persistence. Overactivity and impulsivity
are the biggest secondary risk factors and perhaps
those with these risk factors should have intervention
even before the onset of SIB.

Matson and colleagues’ study (2008) showed that SIB
in those with intellectual disability was associated with
challenging behaviours of aggression, property de-
struction, sexually inappropriate behaviours, and stere-
otypies when compared with a control group without
SIB. In fact, the level of behaviour disturbance on an
Aberrant Behaviour Checklist predicted the SIB group
in 73%!

Genetic conditions: often account for the most seri-
ous/dangerous cases. Huisman and colleagues
(2017) specify 12 genetic conditions with different
patterns of SIB. Amongst the more distressing images
are people with Lesch Nyhan Syndrome who may chew
their lips or cheeks severely (Oliver et al, 2017). Those
with Smith Magenis may stick objects up orifices e.g.
ear or anal. They also may pull whole nails off and
head bang. Fragile X tend to head bang. Those with
Prader Willi are prone to skin picking and have also
been shown to have a special vulnerability of challeng-
ing behaviour due to rigidity to ‘cognitive shift change’,
i.e. if asked to do something unexpected they can get
angry or self-injurious. These differences in presenta-
tion indicate there are evidently complex genetic fac-
tors to even different types of self-injury.

Those with Cornelia de Lange’s Syndrome are prone to
SIB but systematic research has identified that many
have self-injurious behaviour secondary to painful
medical problems, specifically gastro-oesophageal re-
flux, sinus and ear problems, dental problems, not to
mention constipation and gastric ulceration (Moss et
al, 2017). Moss’s team found that medical interven-
tion, such as antacids for reflux, reduced the SIB. This
illustrates that such medical causes of SIB behaviour,

particularly of non-observable causes of pain, need to
be considered in all cases. Health services need to
provide facilities for coordinating multidisciplinary as-
sessment under anaesthetic for holistic care of the
patient.

Whereas Applied Behaviour Analysis has more reports
of intervention, they are mainly single case studies,
and are therefore the recommended first-line interven-
tion but often lack long term data of outcome. A func-
tional analysis, over different conditions and locations
is indicated to identify if there is a consistent meaning
to the SIB, but frequently this is not the case. Further
there has been a lack of widespread implementation,
which, particularly in families, can have problems of
translation. As one might expect from the above review
there is an evident failure of benefit because any sin-
gle approach is likely to fail across a case series, as
multiple causes and mechanisms are likely to be at
stake in different cases. It is recognised that family
factors have only a minor causal contribution to the
emotional and behavioural disturbance and parents
should not feel blamed for these problems (Fitzgerald,
2020). However, | would suggest that high quality and
persistent behavioural parenting skills can alter the
behavioural trajectory of a case and this is best start-
ed in early life. For me, this is illustrated by the change
in presentations of children with Smith Magenis Syn-
drome with earlier diagnosis and the support of the
parents’ organisation. 20 years ago, the cases of
Smith Magenis Syndrome | met were amongst the
most catastrophic and such cases don’t seem to come
my way anymore. The account by Yasmin Eris (2011)
illustrates how the biological trajectory was altered by
persistent, calm behavioural modification.

The association of SIB with such a range of factors in-
dicates there is no single mechanism, but SIB needs
to be seen within a holistic approach to understanding
the presenting symptom, any possible functional role,
associated emotional and behavioural disturbance
and psychiatric disorder, as well medical or pain-
causing disorder. Some of the developmentally related
issues include understanding in terms of the individu-
al’s sensory issues, such as overload or under stimula-
tion, their capacity for moderating arousal levels, their
communication capacity, their self-worth and self-
esteem, (including hate of self or another), and the
quality of their relationships. In autism, emotional and
behavioural disturbance is specifically related to a lack
of awareness of emotions in self or others, such they
are expressed in extremes of explosive emotionality.
Where feasible, specific intervention of building emo-
tional recognition skills leads to better self-control
(Personal communication, M Wong). However, for
those who are severely delayed in intellect, communi-




“Each case needs to be
considered as an indi-
vidual In an environmen-
tal and social context ...”

cation and autism, there are limited recognised inter-
ventions. The norm would be to expect a complex com-
bination of these factors contributing to SIB.

Accordingly, it seems evident that any single approach
to treating SIB or challenging behaviour in the context
of Autism or intellectual disability is likely to be an ex-
cessive simplification of a complex human predica-
ment. Each case needs to be considered as an individ-
ual in an environmental and social context with devel-
opmental, medical, temperamental, genetic, communi-
cative, relationship, cultural, neuropsychological, neu-
ropsychiatric models of examination and understand-
ing. Further, causal mechanisms may not be the same
as those available and helpful in treatment. Frequently,
multidisciplinary and multimodal approaches are
needed. Disability Services need a triaging structure
bringing more multidisciplinary skills and resources, as
many cases are resistant to treatment, as was provid-
ed by state disability services previously (Dossetor,
2011).

While it is regularly a sign of distress, such as due to
discomfort or pain due to a medical problem, a large
proportion have persisting and even chronic SIB, which
indicates that they are basically resistant to treatment.
While a functional analysis can be viewed as an initial
investigation assessing the communicative intent of
self-injury, often there is no evident communicative
intent or interpretation, or a changing or multiple com-

munication. Andrew Frakes (Personal Communication) ° -a.g-

from Giant Steps Autism School developed a question-
naire to provide a functional analysis, whereby their
specialist skilled teachers could evaluate the commu-
nicative intent of SIB without protracted assessments
taking weeks. Most common intents suggested are:

e to get attention,

e toavoid a task,

« to avoid social engagement/pressure

« environmental factors such as sensory or

e lack of control over their environment and its

changes.

The emotional communication is often important to
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understand, not just the cognitive function or intent, to
attempt to modify this cycle of distress. An excess of
parental/carer emergency emotions is likely to contrib-
ute to a sense of emotional insecurity for the young
person hence parental/carer emotional response can
be a source of maintaining dysfunctional behaviour.

Serious persisting cases need a full medical work up
and a multidisciplinary psychiatric team are frequently
required, without which family breakdown, in all its
forms are at risk, which in turn often causes exacerba-
tion of the SIB. Huisman and colleagues (2017) go so
far to recommend that an interdisciplinary approach
should be considered mandatory.

A few anonymised cases from my experience are pre-
sented in brief to illustrate some of the principals out-
lined above. Successful outcomes are a good evidence
base on which to demonstrate causal processes and
illustrate the wide diversity of causal mechanisms. Se-
quential clinical hypotheses can be tested, and the
process is repeated until a solution is found.

Case 1. A 10-year-old non-verbal autistic, moderately
intellectually disabled boy presented with recurrent
head banging and pinching of thighs and arms so they
were red and acutely bruised. He was referred by his
paediatrician after he had failed to respond to SSRIs
and Risperidone. He had been treated with fluoxetine
as his parents felt he was unhappy and stereotypic,
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suggestive of depression. He was treated with Risperi-
done as it is a third line treatment of ADHD, that also
improves irritability in autism.

Family assessment revealed that at the time of onset
of the SIB, that family had been faced with his moth-
er’'s diagnosis with late stage carcinoma. This presen-
tation was too late for a surgical treatment, and the
first chemotherapeutic approach failed to work. How-
ever, 13 rounds of a second chemotherapy approach,
with significant toxic side effects, halted the disease
and gave the family some hope of her survival. Howev-
er further family assessment revealed that both par-
ents were severely depressed. Treatment of both par-
ents with anti-depressants led to improvement, not
just in their well-being and suffering but also improved
their son’s SIB by 80%.

Message: The importance of parental emergency emo-
tional communication. Depression is a cause of SIB,
but treating parental depression demonstrated that
their emotional state and communication was suffi-
cient to cause persistent SIB in their disabled son. This
improvement occurred despite the family continuing to
fight his mother’s cancer, albeit with greater optimism.
Young people often suffer from witnessing their paren-
tal distress. This scenario has been a not uncommon
presentation in my practice.

Case 2 was a 12-year-old non-verbal autistic moder-
ately intellectually disabled boy who presented with
significant SIB. He had been seen 3 years previously
when he was felt to be depressed and responded to
SSRIs. He was re-referred by his paediatrician with a
recurrence of his problem which had already been re-
sistant to behavioural interventions for 4 months. He
would stay in his bedroom self-injuring and groaning
unhappily. This time he failed to respond to antide-
pressant treatment, although he still seemed de-
pressed.

He was also agitated and had features of ADHD, for
which he was treated with clonidine, and amitriptyline
and then risperidone. He had had failed treatments
with stimulants with unacceptable side effects in the
past. Still, considering the presence of depression, the
mood stabiliser, valproate was tried. During this time
multidisciplinary multi-agency review was re-activated.
He was attending a specialist autism school whose
expertise in all manner of behavioural and sensory in-
tervention had failed and he had been placed on short
days attendance because of the severity of his behav-
iours. A re-examination of sensory processing profile
did not help.

Both parents were very caring and committed, and the
family lived in a small high-rise apartment. We at-

tempted to institute behaviour activation therapy, a
recognised depression treatment for people with an
intellectual disability, getting his parents to persist in
getting him up and taking him out, but this was with-
out benefit.

Although no one felt he was sick or in pain, he was ad-
mitted after a few months of failed treatment for an
extensive medical review with an examination under
anaesthetic including brain scan, sinus x-rays, gastros-
copy, dental review, general examination and wide-
ranging blood tests. This revealed no indication of an
underlying medical problem that might be causing
pain.

Early in the course of a year-long clinical contact, with
reviews each month, recommendations were regularly
made to suggest that the parents should trial protec-
tive head gear, but this recommendation was not
heeded. Over the year of treatment and in the absence
of progress, there was increasing frustration from dif-
ferent stakeholders raising the pressure to find a solu-
tion. This led the clinician to become more and more
insistent on trialling various forms of helmets, with dis-
cussions ranging from a rugby scrum helmet, to bicycle
helmet to cricket helmet, with or without plastic visor
to prevent head and facial injury from the SIB. In the
meantime, there was a small degree of improvement
with high doses of olanzapine, as a treatment for agi-
tation, low mood, anxiety ADHD and stereotypies.

Following the Christmas break the family returned with
C2 wearing a bike helmet, reporting that he was so
much better that they were ready to reduce all his ma-
jor tranquillisers. He would sleep without a helmet, but
start hitting himself each morning, until his bicycle hel-
met was fitted. He did not strive or struggle to take it
off.

Why the SIB had returned in this last year and more
severely than previously? In retrospect his parents felt
this was due to C2 entering puberty and the associat-
ed intensification of his predispositions due to adoles-
cent hormones.

Message: Always consider the role of protection as a
treatment. Treatment of SIB requires multimodal ap-
proaches, and efforts to prevent injury are one such
empirical and sometimes the critical treatment. There
is undue philosophical blindness to this important mo-
dality of treatment, which should regularly be exam-
ined and tested empirically.

Case 3. A 14-year-old with autism level 3, severe intel-
lectual disability and low adaptive functioning was so
aggressive and violent to himself that he could not be



brought out of his home to see any doctor or hospital.

Both siblings also had ASD and mother suffered anxie-
ty disorder. They had moved because of domestic vio-

lence but the moves made C3 worse. A generous

member of the treating team agreed to do a home visit.

C3 was initially treated for depressive disorder and in-
creased anxiety due to change in routines leading to
increased self-injurious behaviour. He was started on
Mirtazapine, and had his major tranquillisers trans-
ferred from Risperidone to Quetiapine with the intro-
duction of Aripiprazole, partly because of weight con-
cerns on his Risperidone. His mother remained wor-
ried about constipation that needed an enema but
was also worried about him not breathing through his
nose. Accordingly, as he was more settled, a day ad-
mission was arranged for examination under anaes-
thetic, including a CT head scan, dental examination,
ophthalmology examination, blood tests and general
examination. The ENT registrar questioned the need
for a routine ENT examination, but this revealed a my-
cetoma, i.e. a large submucous membrane infected
swelling, that needed surgical removal. He subse-
quently settled down and was able to resume school.

Message: The importance of specialist multidiscipli-
nary medical examination under general anaesthetic.
Any SIB that fails to respond to first approaches needs
a full multidisciplinary medical examination and inves-
tigation which requires a general anaesthetic. GPs so
often do an amazing job scanning for intermittent
medical problems without specialist medical back up,
but they need active support of specialist hospital ser-
vices.

Another case with a similar presentation after a com-
plaint to the minister was admitted. He was also on
omeprazole, a proton pump inhibitor (PPI) for helico-
bacter pylori. His mother was still concerned he had
gastric pain, but the gastroenterologist didn’t think a
further endoscopy was indicated. Fortunately, a sec-
ond opinion from another gastroenterologist showed
that the ulcers were resistant to omeprazole and did
much better when changed to a different PPI,
esomeprazole.

Yet another case was diagnosed with bipolar disorder
because she could go 10 days without sleep in state of
continued agitation. Having tried a number of medica-
tions, she improved on lithium carbonate, with
olanzapine. However, following a delay of access to a
gastroenterologist she was also found to have a gas-
tric ulcer caused by helicobacter pylori and may well
have been suffering pain especially at night. Patients
with pica, or recurrently putting their (dirty) hands in
their mouth, are at high risk of helicobacter pylori, and
if a gastro-enterology opinion is not forth coming but

gastric symptoms may be causing pain, it is some-
times necessary to treat on presumption of helicobac-
ter infection with the triple therapy antibiotic treatment
and PPIs.

Case 4. A 14-year-old girl with Cornelia de Lange Syn-
drome had had distressingly severe, persistent and
repetitive self-injurious behaviour for 10 years. She
had the difficult temperamental features of Cornelia
de Lange Syndrome, including being non-verbal, autis-
tic, hyperactive, impulsive, and repetitive in her behav-
lours. Her behaviour had led to breakdown of family
and substitute family care and she was institutional-
ised. Numerous and persistent efforts by all disciplines
had failed to achieve improvements over a number of
years. She was assessed for her sensory needs and
found to enjoy tactile experience. Regular massage
sessions were instigated 2-3 times a day for 30
minutes as a treatment. The use of massage oil and
talcum powder became a source of engagement with
the nurse and developed into a playful to and fro game.
Over a few months the intensity of her self-injury de-
clined and she became happier (Dossetor et al, 1991).

Message: Sensory experience is important; look for
creative ideas in treatment. There is a professional
consensus on the importance of sensory processing in
those with autism and or severe intellectual disability
and consideration as for potential therapeutic inter-
vention. Although there is a lack of empirical evidence
of the therapeutic benefits of sensory intervention, it is
frequently found to contribute to wellbeing and im-
proved behaviour in case reports such as this.

Case 5 was a girl with profound intellectual disability
with a rare genetic disorder (Pyruvate Dehydrogenase
Deficiency), micro-cephaly, a seizure disorder with
blood curdling screaming of a stereotypic and repeti-
tive nature. The severity of this screaming is difficult to
comprehend unless you live with it. All siblings had left
home and, although her parents were skilled articulate
and committed after years of trialling treatments, in-
cluding multiple psychotropics, they were at the end of
their tether. As this screaming was so painful to others,
| postulated that it may constitute a form of SIB, and
therefore trialled her on Naltrexone (50mg 8am and
2pm). This medication made a dramatic difference to
the screeching for the next 5 years, until she was tran-
sitioned to adult services.

Message: The Endorphin theory of SIB: There is an in-
teresting literature on the value of Naltrexone, on the
theory that SIB gives an endorphin high, which is com-
pulsive, which is blocked by Naltrexone (Bansal, 2020).
In my experience, it is significantly helpful in 30-50% of
cases in which I trial it, as a third line pharmacological




treatment for SIB.

Case 6 was 9 at presentation with severe intellectual
disability, autism, hyperactivity, and later was thought
to have significant anxiety and depression. His pre-
senting problems were aggression, destructiveness
and head banging. He presented to the consultation
‘howling with agitation and needed to be sedated with
clonidine to continue the interview. He lacked all con-
centration and would climb the fence and run away.
He also had breath holding attacks and on occasion
this led to fits. He also had a twin with the identical
developmental problems who was more anxious than
his hyperactive brother (who didn’t cope without
0.5mg of risperidone a day). They had a dedicated and
proficient mother but were estranged from their father
who subsequent to separation developed mental
health problems. C6 was treated with a range of medi-
cations and behavioural approaches. The medications
focused on ADHD, anxiety, depression and SIB and
included: clonidine, stimulants, amitriptyline, risperi-
done, quetiapine, propranolol, fluoxetine. With a focus
on treating a mood disorder in the context of a possi-

“Often SIB is part of

a wider picture of se-

vere disturbance, es-
pecially in ASD....”

ble family history of bipolar disorder he was trialled on
valproate to supplement the fluoxetine. We subse-
quently established that the valproate was the critical
medication to alleviate both aggression and SIB. He
continues to do well on risperidone and valproate
300mg bd. His breath holding has also ceased but he
has now had a few epileptic fits independent of breath
holding being reviewed by a neurologist.

Message: Always consider a differential diagnosis of
co-morbid psychiatric disorder and persist with treat-
ment trials for them. C6 illustrates how often SIB is
part of a wider picture of severe disturbance, especial-
ly in ASD. It illustrates the need for successive treat-
ment testing for different components of the present-
Ing picture. Perseverance in treatment (he was re-
referred after a 2-year break) was one key and result-
ed after 5 years in a good outcome. Was this a forme
fruste Bipolar Disorder, or did the mood stabilising
qualities of valproate have a special effect on him?

Case 7. 7-year-old with autism level 3, moderate to
severe intellectual disability, presented with hyperac-
tivity, excitability, tantrums, defiance, lashing out, risk
taking, running away and self-injury. His motor and in-
dependence skills were 3-4 years developmental age,
whereas his language and social development were
18-24 months developmental age equivalent. His par-
ents had shown unusual resolve in exploring wide
range of alternative treatments including extensive
ABA, and other behavioural interventions, oxytocin,
treatment for immunological problems and stem cell
treatment overseas. His mental health co-morbid diag-
noses included Anxiety Disorder, ADHD, Tourettes, and
Motor Dyspraxia. Trials of many psychotropics over a
number of years were not felt to be consistently help-
ful but side effects were commonly reported. Yet he
had a number of presentations to the emergency de-
partment and even a long supportive admission under
neurology. He was taking a mixture of clobazam, flu-
voxamine, clonidine, cannabinoids and quetiapine with
mild improvement. In the context of a failure of pro-
gress, his SIB was reformulated as a reflection of at-
tachment behaviours: his head banging left his par-
ents feeling helpless and depressed and brought out



feelings of blame with conflict over differing parenting
approaches, shame at not having helped him more,
and guilt e.g. from post-natal depression, and this was
associated with an attachment which was insecure in
style. Mother was interested to learn more about child-
hood attachment and difficulties with the aid of the
Circle of Security Framework of counselling. This led
his behaviour to be understood as a communication to
be reflected on rather than respond with more parent-
ing behaviour. This led mother to feel calmer and bet-
ter able to set limits. She was able to emphasise mo-
ments of closeness and slowly was able to help him to
move from a sense of danger to one of greater security.
He was able to tolerate wearing a helmet, and his par-
ents were better able to tolerate their inability to stop
his headbanging but calmly give him chillout time until
he settled. His behaviour improved and he was able to
be positively settled in school.

Message: Attachment and Relationships still matter in
Autism. Although the literature on attachment styles in
autism is not clear; it is clear that autistic behaviour is
significantly traumatising to family relationships and
parenting skills (Mukhejee et al, 2019; Fitzgerald,
2020). The deficits of emotional recognition and reci-
procity skills makes attachment more difficult for a
child with autism and also with intellectual disability.
These autistic qualities mean that attachment behav-
iour is developmentally related, and like that of a
much younger child, rather than chronologically aged
related. Successful treatment of the severe problems
of autism often also includes repair of the family at-
tachment and relationships, as it is this ‘belonging’
that is critical to the emotional survival of the young
person with autism and their family. Awareness of at-
tachment is important and sometimes can be thera-
peutic, but not used as a basis of blame for the behav-
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iours.

Another case of a 4-year-old presented with autism,
severe intellectual disability, ADHD, severe tantrums
and self-injury. He had also suffered multiple addition-
al adversities: prematurity, a difficult temperament,
gastro-oesophageal reflux, feeding problems, hydro-
cephaly of unknown origin that needed surgery, and
recurrent otitis media with deafness and needing re-
current grommets. His ADHD was treated with
clonidine, amitriptyline and a small dose of risperidone.
The key intervention was providing his mother with in-
sight as to why he had become so vulnerable, sensi-
tive, attention seeking and reactive in his tempera-
ment, secondary to these adversities and supporting
her calm engagement and limit setting. This skilled
and now confident parenting cured his SIB and steadi-
ly improved his emotion and behavioural disturbance
and development over a 9 month period. This illus-
trates the competition between adversity and biology
versus confident skilled parenting.

Case 8 presented at 6 years with severe intellectual
disability, autism, ADHD, anxiety, aggression and SIB
since the age of byears when ‘he became an aggres-
sive monster’. | saw him over a 6-year period whereby
he needed several psychotropics including major tran-
quillisers, his mother recovered from anxiety and de-
pression and became determined and effective in be-
havioural management. He required a specialised hel-
met, including a visor (which needed regular replace-
ment from damage), particularly after he had severely
smashed his face on a concrete corner at school. He
had a specifically built sensory room, supported by an
OT, in which he could self sooth and provide safety
from his violence. He required specialist behavioural
support to be maintained in school. One challenge was
supporting his mother’s challenges to maintain ade-
guate funding from the NDIS for the therapeutic ser-
vices, as well as for in home support/respite and his
sensory room and protective equipment. When all
these components were in place, the level of his SIB
was reduced by 50% and containable in his home and
his school.

Message: Interdisciplinary multiagency multimodal in-
tervention support may be all that can be done. One
couldn’t say this long hard road was a success story,
but his mother is so committed to him and, with this
level of support, he maintains family and school place-
ment and such high-level support is still so appreciat-
ed by such special families.

These cases illustrate some similarities of develop-
mental context but differences in the cause of SIB as
indicated by successful management. SIB is a key and
frequent problem in autism and related neurodevelop-




mental difficulties. Fundamentally, a developmental
understanding of autism means the young person with
autism is not able to understand our thinking, feelings
and motives, but as adults, armed with this framework
and knowing the individual with autism we are able to
have some inkling of what it is like to be that autistic
child. They are not different from us but delayed in
their emotional and social development. Behavioural
intervention is a sophisticated form of non-verbal com-
munication, not a specific treatment. Although it is in
many ways intuitive, it can be enhanced by expertise.

However, we also need to take account of other mod-
els of understanding, which can include motor and
sensory processes, alternative and augmented com-
munication, emotional understanding and theory of
mind, temperamental and neuropsychiatric qualities,
as well as their interactions with the environment and
relationships.

History and learning are also impactful. Yet multidisci-
plinary, multimodal child psychiatry intervention can
make a large difference to the level of disability that
arises from the emotional and behavioural difficulties.
Early intervention remains important, as well as psy-
chosocial context. These case scenarios are a short-
hand of how much concern and effort goes into help-
ing such complex cases that are so resistant to treat-
ment. However, they also testify that the whole range
of modern child neurodevelopmental psychiatry skills
can make a difference. We are necessarily talking
about a small, minority population with huge problems
of developmental and emotional and behavioural im-
pairments, where much scientific funding and exami-

“These case scenarios are a
shorthand of how much con-
cern and effort goes into help-
iIng such complex cases ...”

nation is still in its infancy, but those with clinical expe-
rience share important skills and expertise (Dossetor
et al, 2011). Successful treatment therefore requires
different disciplines and skills from different agencies
to have mutual respect and collaborate and work to-
gether from the same framework, supported by fund-

ing, and infrastructure to enable such tertiary services
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Reading List

Working in collaboration with high school teachers to better understand how to support the social
emotional needs of autistic adolescents.

The Westmead Feelings Program is the first emotion focused evidence-based program designed for
autistic children (both with and without an intellectual disability). The program aims to develop the
emotional competence skills of the child, as well as the confidence and skills of parents and teach-
ers who will be the main emotion coaches beyond the therapy room. The current Westmead Feelings
Program has been demonstrated to be successful in both a clinical and a school-based setting for
children, however high school settings can often present a range of different barriers which require
additional consideration. Furthermore, while mental health concerns continue to rise in adolescents
on the autism spectrum with co-occurring ID, there are no evidence-based interventions designed for
this population.

In 2017 Anita Gardner was employed to work on an adolescent adaptation of the Westmead Feelings
Program, one that is designed to meet the social-emotional needs of autistic adolescents with a mild
ID. Conducting a literature review, it became evident that there was a dearth of research that aimed
to understand the social emotional learning needs of autistic adolescents from the perspective of
high school teachers. As context is crucial in a program’s success, the team conducted its own re-
search to explore the high school teacher perspective.

This year, the results of that study were published in the Australasian Journal of Special and Inclusive
Education (Gardner, Wong & Ratcliffe, 2020). In the focus group, lead by Jodie Caruana and Kim Eis-
ler and held at Kids Research, 8 experienced teachers from mainstream and special needs settings
shared with us their experience and thoughts on some of the social emotional needs and barriers
faced by autistic adolescents in their school setting. A thematic analysis identified 3 themes: (a) So-
cial emotional learning needs of students on the autism spectrum, (b) teaching social emotional
learning in high school settings, and (c) gaps in social emotional learning. The study also revealed
suggestions for how a program such as the Westmead Feelings Program could be developed so that
it best meets the needs of the teachers who might be implementing it. Outcomes from this study pro-
vided important insights into our understanding of the development of emotional competence in ado-
lescents on the autism spectrum in special education and have practical implications for intervention
models.

Gardner, A., Wong, M., & Ratcliffe, B. (2020) Social-Emotional Learning for Adolescents on the Au-
tism Spectrum: High School Teachers’ Perspectives. Australasian Journal of Special and Inclusive Ed-
ucation, p1-16. doi: https://doi.org/10.1017/jsi.2020.13

Zandt, F. and Barrett, S. (2020). Creative ways to help children manage anxiety: ideas and activities
for working therapeutically with worried children and their families. Jessica Kingsley Publishers.
www.childpsychologyworkshops.com.au

Websites

Practices that support parenting by parents with intellectual disability by the Australian Institute of
Family Studies https://aifs.gov.au/cfca/2020/09/30/practices-support-parenting-parents-
intellectual-disability

Respite Care, Short Term Accommodation and the NDIS
https://planpartners.com.au/ndis-respite-care-sta

Supporting yourself- Carers https://headtohealth.gov.au/supporting-yourself/support-for/carers
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Learning with Lili

Margaret Meaker
STaR CEO

| stepped into the world of disability services 30 years
ago having studied Social Welfare at TAFE. | had no
idea what an influence working for a small non-
government organisation would have on my profes-
sional and personal life. | learnt to never make as-
sumptions about what people can and can’t do, the
importance of a positive image, both physically and
socially, and how powerful language and terminology
can be. | was in a role supporting adults with intellectu-
al disabilities to move into the community and support
them to become active participants and access ser-
vices they needed. Unfortunately, they were catego-
rised by a label or diagnosis that had been placed on
them, often incorrectly, and | witnessed the enormous
consequences of this. | also experienced the power
and control that services and/or organisations have
over people they are meant to support. At times, prac-
tices were questionable and | left after seven years,
disillusioned and vowing never to work in disability ser-
vices again.

My daughter, Lilian, was born a healthy baby in 1998.
At 8 weeks Lili contracted bacterial meningitis. She
deteriorated quickly, and soon after being admitted to
Westmead Children’s Hospital Paediatric Intensive
Care Unit was placed on life support. It was a traumat-
ic experience that will never leave me; | was broken in
mind, body and spirit. Yet Lili’'s determination to live
led to her unexpected survival. We were told that that
Lili would be “profoundly disabled physically and intel-
lectually”, as she had sustained significant brain dam-
age. Little can be compared, in scale or scope, to that
life-changing moment when we received that progno-
sis and became the parents of a child with a disability.

| left the hospital with an 11-week-old baby, a strong
belief in the human spirit and the name and number of
a physiotherapist to contact. It was at that point that |
became a service recipient, NOT a provider.

This unknown path was stressful financially and emo-
tionally. The merry-go-round of therapy and medical
services, trying to find affordable services that would
best meet Lili's needs and recognise her abilities was
exhausting. The focus was often what was wrong with
her, and there was no time to celebrate the small
achievements as we moved onto the next problem.
The advice and information was often conflicting and

at times | simply didn’t know what to do.

Lili smiled her way through intensive therapies that
helped her to crawl at 17 months, walk at 2 years and
develop her fine motor skills. It was all-consuming;
everything | did became a form of therapy. Lili's ability
to communicate was significantly delayed, and step-
ping outside her familiar environment was very trau-
matic. | was fortunate to have a then DADHC
(Department of Ageing, Disability and Home Care)
caseworker who worked closely with my therapists.
She gently encouraged me to accept respite as my
second daughter, Ella, arrived. At first | resisted help
because it felt like | was admitting failure, not coping. |
thought | should cope because | had a professional
background in disability. Finally, | accepted in-home
respite, and from then | have never looked back!

Suffering “therapy fatigue” and wondering whether
that was the only answer, | sought early education op-

“I found myself on this
merry-go-round of therapy
and medical services...”




tions. | had resisted having Lili formally assessed, feel-
ing strongly that a formal label would only serve to seg-
regate her and place limitations on her, but | went
ahead when | learnt we needed it to get her into pre-
school and attract funding. It was a difficult and con-
fronting day. Lili was diagnosed with a mild-moderate
global developmental delay. | felt she had been placed
in a box.

My search for a suitable preschool for Lili was exten-
sive - | went to six in my local area. | was desperately
searching for acceptance, skill and resources. A sense
of urgency consumed me. | was told by my caseworker
that people from Macquarie University Special Educa-
tion Centre (MUSEC) were establishing a program for
children with disabilities at a Meadowbank childcare
centre. | look back on that referral as life changing.

Lili was enrolled in the STaR (Special Teaching and Re-
search) Associations Childcare Placement and support
program. STaR assists families of children with disabil-
ities to find placement in regular early childhood ser-
vices where their special educators coach and mentor
the childcare educators to ensure these children are
learning and included. She had a 3 wonderful years
with STaR and together, with other STaR families, |
worked to fundraise to ensure the program continued.
| knew my child was being stimulated and meaningful-
ly included, not just minded. Lili began to lose her fear
of the unknown and decreased her dependence on
me. Her language skills developmed dramatically. Dis-
covering special education so early in Lili’s life
changed my thinking from trying to fix Lili, to teaching
her.

Unfortunately, at that time Lili began to have seizures.
We were forced back onto the medical treadmill as we
tried to manage a diagnosis of uncontrolled epilepsy.
Over the next 12 years we experienced some very trau-
matic seizures, and Lili fought for her life again, sever-
al times.

Transitioning from the early year’s sector to school was
somewhat terrifying but could not be avoided. We
needed another formal assessment for the school ap-
plication. This time Lili was assessed as having severe
global developmental delay. | was devastated as at
that time | knew a mainstream school was no longer
an option.

There is so much anxiety associated with starting
school. Although | took comfort knowing Lili would be
understood in the non-government special school that
had accepted her, | still felt she was vulnerable be-
cause of her uncontrolled epilepsy. After 18 months, |
received a call from the principal asking me to find an-
other school, as they simply couldn’t cater for her
needs. | was shocked and began to wonder if there
was a place for her. We moved her to a special school
with a very holistic approach to education. Changing
schools is not always a bad thing and Lili was em-
braced for all she could do and contribute. School was
a place where Lili was at her happiest as she was sur-
rounded by her peers and people that understood her
and recognised her potential.

Things started to fall apart in year 10 as hormones
and mental health reared their ugly head. We barely
managed to cope as a family despite being surround-
ed by an amazing network of school, medical, family
and community supports. Recognising that we could
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no longer provide Lili with the care she needed, we

made our hardest decision ever, to move Lili into sup-
ported living.

Good things seem to always happen when you hit your
lowest, and for us, that was meeting Barbara Lewis,
Manager of the Carers Support Unit Northern Sydney
LHD and her promise to help has remained steadfast.
Together, with Barbara and another family in the same
situation we were unrelenting in our pursuit to secure
a home for our daughters. We have established a
home where Lili and her house mates (both school
friends) live a good life. It is a place where they are
safe and comfortable, where they know they belong
and where they are treated with kindness and respect.
This is achieved through strong relation-

ships between the housemates, their families, the
team of amazing staff and our provider under a family
governance model.

Initially funded by ADHC (Ageing, Disability and Home
Care) we transitioned to NDIS funding as Lili left
school in 2016. Like most parents, | have found navi-
gating this new funding system somewhat confusing
and challenging. Despite this | am so grateful as this
scheme, fought for and engineered by some extraordi-
nary advocates for all Australians living with disability,
means my daughter is living a good life. | used to beg

for services for Lili and suddenly we became sought
after customers.....we were given choice and control.

Leaving school is something all parents dread. It is
alarming that the assumption that learning is ending is
commonplace. | am appalled by the lack of quality
learning programs in post school settings. Expensive
adult minding is not what | seek for my daughter. To
date, our post school experience has been a very frus-
trating one and it alarms me that Lili’s learning has
diluted. Lifelong learning is a human right and | am
proud to work for an organisation that is working to
deliver lifelong learning to adults with disability.

As Lili has become older and her difference more obvi-
ous, we have learned to accept that we will be noticed
wherever we go. There have been many wonderful
moments when children, encouraged by their parents,
try to communicate with her. There also continues to
be times when people stare or laugh or parents pull
their children away. | have become very resilient over
the years realising that | need to be prepared for
these moments and have a selection of interesting
and informative responses ready to go, depending on
the circumstances!

A network of wonderful people, including profession-
als, has always surrounded Lili. This remains funda-
mental and over the years | have become more confi-
dent to “flick” the people who are not adding value to
Lili’s life in both a personal and professional sense.
Disability is a family issue and we rely on this network
to stay strong and together! Keeping good records of
reports and medications etc has always assisted me to
ensure the stressful, expensive and time limited medi-
cal consults and therapy sessions were efficient, in-
formative and effective. This has enabled me to make
good decisions with clarity and confidence.

As Lili's mum | have witnessed the triumph of the hu-
man spirit time and time again. It is ironic that Lili has
led me back to disability services. As CEO of the STaR
Association, | am now comfortable with the dual role of
provider and recipient, in fact, they give me balanced
insight.

“As Lili's mum | have
witnessed the triumph
of the human spirit
time and time again...”




Lili is a beautiful woman who has touched the lives of
so many with her sheer determination to survive and
achieve. She doesn’t have a malicious bone in her
body or any desire for material goods, and she accepts
all people for who they are regardless of race, age or
appearance. Whilst having a child with a disability is
not something | would choose for my family, in no way
Is it a disaster. Lili has lead me to know many extraor-
dinary people and a career that | never imagined. |
continue to learn from her.

All views are the authors own.

Counselling and Support

Counselling and support is available to help you and
your family through difficult times.

Every family is different, and everyone responds differ-
ently to challenges in life. It's a healthy positive action
to seek help and talk about things with someone you
trust. This can happen informally by talking with other
parents and friends, or more formally by speaking with
a health professional.

How can | get counselling and support?

You can get free counselling and support to help with
depression and anxiety, parenting, financial pressure
and relationship stress.

Talk to your Maternal and Child Health nurse or GP to
find out what type of support would best suit you. This
could include face-to-face counselling, telephone sup-
port, joining a group or accessing support online. Your
GP can also tell you if you can access support through
a Mental Health Care Plan where some of the cost is
covered by Medicare.

Parents of children with disability can get counselling
support through:

Carer Gateway
Call 1800 422 737 or visit the Carer Gateway website

How else can | get help?
A number of helplines also provide counselling sup-
port:

Parentline
Call 132 289 (8am to midnight, 7 days a week)

Maternal and Child Health Line
Call 13 22 29 (24 hours)

Family Relationship Support for Carers
Call 1300 303 346 or visit the Each website

Relationships Australia
Call 1300 303 346 or visit the Relationships Australia
Victoria website

Lifeline
24-hour telephone and online counselling.
Call 131 114 or visit the Lifeline website

MensLine Australia
Call 1300 789 978 (24 hours) or visit the Mensline
website

National Debt Helpline

Free financial counselling.

Call 1800 007 007 (Mon-Fri) or visit the National Debt
Helpline website

1800 RESPECT

National Sexual Assault Family Domestic Violence
Counselling Service

Call 1800 737 732 (24 hours) or visit the 1800 RE-
SPECT website

This is a excerpt from the Association for Children with
a disability website. Please visit https://
www.acd.org.au/counselling-and-support/ for more
resources.
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Transforming the Mental Health and Disability Interface for Children
and Young People with Complex Needs Through Interdisciplinary

Education

Donna White, David Dossetor, and Lesley Whatson

Introduction

The launch of the Intellectual Disability Mental Health
Core Competency Framework (Department of Develop-
mental Disability Neuropsychiatry, 2016) for mental
health professionals is a reminder of the existing Inter-
disciplinary Practice Framework of Core Interventions
for children and adolescents with intellectual disability
and mental health issues (Dossetor, Whatson, &
White, 2015; White, Dossetor, & Whatson, 2008;
2010a; 2010b; 2010c). This was developed as part of
the Training Curriculum Project that used a phased
approach to develop a comprehensive interdisciplinary
education program for professionals working in the
disability, education and health sectors (White, 2011).
The program consisted of a framework of core inter-
ventions, an evidence based two-day training seminar,
and a published book, Mental Health of Children and
Adolescents with Intellectual and Developmental Disa-
bilities: A Framework for Professional Practice
(Dossetor, White, & Whatson, 2011). Implementation
and evaluation of the training seminar resulted in in-
creased knowledge, confidence and collaboration of
professionals in meeting the mental health needs of
children and adolescents with intellectual disability
(Dossetor, Whatson & White, 2016; White, Dossetor,
Whatson, & Farah, 2009).

The Training Curriculum Project was established as the
result of a long standing partnership between the
Statewide Behaviour Intervention Service, Ageing Disa-
bility and Home Care (ADHC) and the Department of
Psychological Medicine at The Children’s Hospital at
Westmead (CHW). This partnership has resulted in the
integration of positive behaviour support, education,
neurodevelopmental perspectives and psychiatric ex-
pertise to address the complex needs of young people
with intellectual disability and mental health needs
through the Developmental Psychiatry Clinic. A review
of the clinic and other partnership projects recom-
mended that the Training Curriculum Project educa-
tional program be reviewed to determine enhance-
ment possibilities in the future (O’Brien, Espiner, Ar-
nold, Riches, & Roberts, 2014). This paper revisits the
Training Curriculum Project outcomes achieved
through an interdisciplinary approach to practice, and
shares ideas for future directions.

Background

Young people with intellectual disability have an in-
creased risk of developing emotional, behavioural and
mental health issues when compared to the general
population (Emerson, 2003). Review of the prevalence




research indicated that 30 to 50% of children and ado-
lescents with intellectual disability have diagnosable
mental health disorders (Einfeld, Ellis & Emerson,
2011).

Signs of mental health problems in young people with
intellectual disability can be difficult to distinguish
from behaviours of concern that are the result of de-
velopmental, biological, psychological, family and so-
cial-ecological factors (White, 2011). It requires people
within the young person’s support system to recognise
what signs and changes in behaviours indicate a pos-
sible mental health disorder and then seek support
(Costello, Bouras, & Davis, 2007). However it can be
difficult to ascertain mental iliness in a young person,
not only due to their cognitive and communicative limi-
tations in conveying their psychological needs, but also
due to the lack of adequately skilled specialists to
identify and diagnose them.

Research found that only 9% of young people with in-
tellectual disability and significant psychiatric diagno-
ses accessed specialist services (Einfeld & Tonge,
1996). Literature reviews suggested that lack of exper-
tise and confidence of professionals, compounded by
inadequate training and poor interagency collaboration
undermined the effectiveness of service delivery to
young people with intellectual disability who required
mental health care (Torr, 2013; White, 2011).

There was evidence that suggested that interprofes-
sional training programs for staff from mental health,
intellectual disability, allied health and education
backgrounds, resulted in increased confidence and
knowledge when working with people with intellectual
disability who have a mental health problem (e.g.,
Mohr, Phillips, Curran, & Rymill, 2002; Whitehurst,
2008). Unfortunately these studies were small scale
and their findings had limited utility due to a lack of
methodological rigour (Farah, 2010, as cited in White,
2010).

The aims of the Training Curriculum Project were:

1. To address workforce issues and meet the ever-
increasing demand for education and clinical skill
development in the dual disability of intellectual
disability and mental illness in child and adoles-
cent services.

2. To develop a professional learning and develop-
ment program for the child and adolescent mental
health and intellectual disability workforces within
New South Wales.

Method
Development of the interdisciplinary education pro-
gram

“The Training Curriculum Pro-
ject aimed to build the capacity
of professionals working in child

and adolescent mental health

and intellectual disability...”

The Training Curriculum Project aimed to build the ca-
pacity of professionals working in child and adolescent
mental health and intellectual disability. The phased
approach to the project enabled the development of a
framework of core clinical interventions that was
based on a literature review, review of clinical and
training data, expert opinion of “what works”, review of
existing resources and curricula and a clinical forum of
experts in the field.

The framework was further refined through a stake-

holder survey that obtained a consensus of the most

important core interventions to be included (White,

Dossetor, & Whatson, 2008). These core components

were separated into four domains within the practice

framework:

1. Understanding the issues and integrating scientific
approaches

2. The impact of disability and family well-being



3. Individual emotional and behavioural well-being
a. Interventions to promote skill development
b. Understanding and managing mental health is-
sues
4. Integration of service systems

Additional analyses of the stakeholder survey data was
used to prioritise the topic areas for inclusion in the
two-day seminar and decide on the presentation meth-
ods (White, Dossetor, & Whatson, 2008). This resulted
in the inclusion of core topic areas from each of the
four domains in the two-day seminar as lecture style
presentations and workgroup/ practical activities (see
Table 2). The seminar titled, A Framework for Profes-
sional Practice: Seminar for Disability, Health and Edu-
cation Professionals, aimed to increase participants’,
1. Knowledge about the core clinical approaches in
the framework;
2. Confidence to apply new knowledge in their work-
place; and
3. Understanding of the need for collaboration with
other professionals when working with young peo-
ple who have intellectual disability and mental
health care needs.

Implementation

The target group for the interdisciplinary education
program was professionals working in government and
non-government agencies from a range of professional
backgrounds including health, mental health, educa-
tion, disability, behaviour support, allied health and
management. The goal was to train 400 professionals.
Five training events were held over a two year period
that included two pilot events in NSW regional areas
(TE1 and TEZ2), two additional events in metropolitan

Sydney (TE3 and TE4) and one event in a NSW region-
al area to assess sustainability of the educational pro-
gram (TES5). Each training event included lecture style
presentations and work group activities covering 14
core components of the framework (see Table 2). The
work groups were engineered prior to the training
events to ensure that each group had 7-8 profession-
als from multiple disciplines, in effect creating interdis-
ciplinary teams in order to encourage active involve-
ment in problem solving, focused discussion and clini-
cal application around case studies.

Preliminary review of the evaluation from the first two
pilot training events (reaction data from the feedback
surveys for TE1 and TEZ2) allowed for modifications to
be made to seminar presentations for the following
two training events (TE3 and TE4). The fifth training
event (TE5) involved a mixed media delivery of the
seminar, using both face-to-face presenters and pre-
recorded videos to explore sustainability options of the
educational program.

Table 2: Outline of 2-day training seminars

Evaluation

A quasi-experimental design was used to test both the
impact of the training program, and changes in partici-
pants’ level of knowledge, confidence and collabora-
tion in the area of mental health and intellectual disa-
bility. Evaluation measures were piloted prior to deliv-
ery of the training events and revised by the training
team to ensure item validity and to assess logistical
issues. Measures were collected for all five training
events based on Kirkpatrick’s (1959; as cited in Kirk-




Title of Presentation |Format
Introduction
A Framework for Professional Practice: Development of the educational program |Lecture
Section 1: Understanding the issues and integrating scientific approaches
Aiming for a quality of life: What makes for a ‘good enough’ life for a child or youth Lecture
with intellectual disability and their family?
A common language for understanding intellectual disability, development, emotions Lecture
and behaviour
Section 2a: The impact of disability and family well-being
Family adjustment from a cultural perspective Lecture
Parent stress, parenting competence and family-centred support Lecture
Section 2b: Maintaining parental and family mental health and well-being
Formulation and intervention planning Group work
Challenging behaviour in intellectual disability: A systemic approach Group work
Section 3a: Individual skill development and emotional/ behavioural well-being
glommunication for life: Strategies for children and adolescents with intellectual disa-  |Lecture

ility
Developing emotion-based social skills in children with intellectual disability and Au- Lecture
tism Spectrum Disorder
Building life skills for children and adolescents with intellectual disability: A case-study |Group work
Section 3b: Understanding and managing mental health issues
Understanding and responding to challenging behaviour: Contributions from attach- Lecture
ment theory.
Transition: More than an event Lecture
Risk management during crisis: Promoting safety and resolution Lecture
Mental illness and intellectual disability: The context, the evidence, the art and the Lecture
challenge.
Section 4: Integration of service systems
Interagency collaboration Group work
Conclusion
A Framework for Professional Practice: Epilogue Lecture
Questions and discussion Interactive

Table 2: Outline of 2-day training seminars

patrick, 1996) theoretical model for training evalua-
tion. This model was a goal-based approach that in-
volved four levels of evaluation, i) reaction (level of sat-
isfaction); ii) learning; iii) behaviour (transfer of learn-
ing); and, iv) results (impact of training on the organi-
sation). Measures for the first three levels of Kirkpat-
rick’s model were collected in various combinations
across the training events (see table 3). The evaluation
process was used to measure the key objectives of the
training program in the following ways.

Level 1 Reaction

An 11-question feedback survey was used to deter-
mine participants’ reaction and satisfaction with the
training events. The questions were adapted from the
evaluation study of Curran, Sargeant, and Hollett
(2007) and included eight statements that partici-
pants were asked to rate on a 9-point likert rating
scale (1 = strongly disagree, 9 = strongly disagree) and
three open-ended questions. The feedback survey

aimed to measure both utility reactions (judgments on
the applicability of training) and affective reactions
(satisfaction with training components) of the partici-
pants (Alliger, Tannenbaum, Bennett, Traver, & Short-
land, 1997). Data in relation to this measure was col-
lected at the end of Day 2 for all five training events.

Level 2 Learning Outcomes

Measures were collected immediately before and after

the training seminar. This occurred for the pilot train-

ing events (TE1 and TE2) and the last training event
only (TE5S). Measures included,

1. Knowledge measures: Participants were given 40
true/ false questions that were linked to the train-
ing curriculum and were evidence based.

2. Confidence rating scale: Participants were required
to rate their level of confidence pre/post training
on a 7-point likert scale across 6 topic areas. The
confidence intervals ranged from 1= Not at all con-
fident to 7 = Very confident, for example, “How con-




- “Five hundred and twenty-Six
professionals from multiple
disciplines attended the five
training events ...”

fident do you feel in your work in relation to under-
standing quality of life issues for children and ado-
lescents with intellectual disability?”.

3. Collaboration rating scale: Participants were re-
quired to rate their attitude to collaboration pre/
post training on a 9-point likert scale for 5 state-
ments. Item intervals ranged from 1= Strongly disa-
gree to 9 = Strongly agree, for example, “I believe
that the collaborative process is essential in my
professional practice”.

Level 3 Behaviour

A survey with twelve open-ended questions (adapted
from Curran, Sargeant, & Hollett, 2007; Mohr, et al.,
2002; Tsiantis, Diareme, Dimitrakaki, Kolaitis, Flios,
Christogiorgos & Costello, 2004; Whitehurst, 2008)
aimed to measure the transfer and application of
learning from training events to the work place for
knowledge, confidence and collaboration. The follow-
up surveys were sent to all participants from the two
pilot training events (TE1 and TE2) three months post-
training.

Results

Participants

Five hundred and twenty-six professionals from multi-
ple disciplines attended the five training events (31%
more than the target number of 400). Of these, 30
professionals assisted with facilitation of group activi-
ties and 496 participated in the collection of demo-
graphic information and evaluation measures. Partici-
pants provided informed consent through the act of

;, - participation (see Table 3).
S

Table 3: Collection of evaluation measures from training events

Number of Learning Out- Reaction Sur- Behaviour
participants comes complet- veys completed Measures com-
ed pleted
TE1 Regional NSW 88 65 (74%) 67 (76%) 45 (51%)
TE2 Regional NSW 88 65 (74%) 55 (63%) 41 (46%)
TE3 Metro Sydney 151 101 (67%)
TE4 Metro Sydney 113 83 (73%)
TE5 Regional NSW 56 35 (62%) 32 (57%)
496 165/232 (71%) 338/496 (64%) 86/176 (49%)




Participants were relatively experienced with approxi-
mately 70% of participants having 6 to 25+ years of
experience working with people with intellectual disa-
bility. Participants from a case work or social work
background and psychology made up 40% of all pro-
fessionals who attended, with a reasonable proportion
of professionals from allied health, behaviour support,
education and management, also attending (see Table
4). The lowest proportion of participants came from
nursing, psychiatry and paediatrics. This may be more
reflective of the participants’ employing agencies ra-
ther than interest in this area, as government disability
services (ADHC) were the employing agency of 46% of
participants, compared to 14% who were employed by
health and mental health services. Participants from
non-government disability services 21%, education
16%, and other government services 3% were also
represented.

Table 4: Participants area of work

Evaluation Measures

Level 1 Reaction

Analyses of responses to the open-ended questions in
the feedback survey revealed that participants’ reac-
tions to the training were generally positive and that
there was a high level of agreement across all five
training events (see Table 5). Strong themes affecting
participants’ immediate reaction to the training pro-
gram included the seminar structure and content; the
performance, style and knowledge of presenters; atti-
tude towards knowledge gain, the opportunity to col-
laborate with other professionals and agencies, and
the importance of inclusion and feeling represented in
the interdisciplinary training (White et al, 2009).

A particular strength of the seminar was identified in
participants’ reactions to content elements, applica-

Area of work

%

Case work/ social work 20
Psychology 20
Speech pathology, occupational therapy, physiotherapy 12
Management 12
Behaviour Support 11
Education 11

Nursing 4.5
Psychiatry 2

Paediatrics 0.5
Other (not specified) 7

100




tion to the workplace and delivery modes. The group
activities in the workshops, where there was applica-
tion of new knowledge and skills to case studies, were
perceived to be effective in terms of facilitating active
learning. The group activities also stimulated a positive
response from participants’ due to the deliberate or-
chestration of mixing professionals and agencies for
the workshops. Participants found this approach to be
very effective in establishing meaningful collaboration
and in recognising the useful contribution of others to
achieving a successful outcome. This was also effec-
tive in building positive interdisciplinary relationships
that extended beyond the training event.

Presenters’ style and performance also influenced par-
ticipants’ reaction. Participants valued the knowledge
and experience of the different presenters. However,
participants reacted more positively to presenters who
were passionate and interactive. Further analyses re-
vealed sub-themes and areas for improvement (see
Table 6).

Note: 1 = strongly disagree, 5 = neither agree of disa-
gree, 7 = agree, 9 = strongly agree

Level 2 Learning Outcomes

The data from the pre and post learning measures
were entered into SPSS (Version 15) for analyses.
There were no significant differences between the first
two training events, therefore data on these measures
were combined and analysed as a single sample. The
data from the fifth training event (TE5) was analysed
separately. Paired sample t-tests were conducted on
measures of knowledge confidence, and collaboration.

For the two pilot training events (TE1 and TE2), data
analyses revealed statistically significant increases in
participants’ knowledge, confidence, and attitude to
collaboration post-training (White et al, 2009).

Knowledge: There was a statistically significant in-
crease in knowledge from pre training (M = 32.23, SD
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TE1 7.84 7.06 6.97 6.95 6.32 6.68 6.92 6.71
TE2 7.95 6.89 6.92 7.05 6.16 6.94 6.74 6.71
TE3 8.07 7.49 7.47 7.57 7.31 7.56 7.58 7.41
TE4 8.28 7.48 7.55 7.6 7.28 7.48 7.52 7.38
TE5 8.19 7.05 7.32 6.85 6.86 7.4 7.53 7.47
Average 8.07 7.19 7.25 7.20 6.79 7.21 7.26 7.14

Table 5 above: Participants ratings of satisfaction with the seminar across training events

Table 6 below: Themes and sub-themes of reaction measures (from the Feedback Survey)

Themes

Sub themes

Training structure

Great variety of topics; lots of information in short amount of time; well organised and struc-
tured.

Presentation format

Good mix of delivery modes (lectures, workshops, videos); group activities were a highlight
that reinforced learning and sharing of ideas; more interaction and less reliance on Power-
Point presentations

Presentation content

Balance of topics covered; specific topics noted; in-depth; practical examples; case studies;
relevant and applicable to workplace; evidence based practice

Presenters

Style; knowledge and experience; passion and enthusiasm

Training resources

Resources and handouts; practical tools to take away

Attitude towards knowledge/ learning

Perceptions that training was a consolidation and expansion of knowledge and skills, re-
fresher/ revision, and entry level

Collaboration

Networking opportunities; multidisciplinary; interagency; holistic approach; need to include
education perspective

MH and ID

More on mental health aspects of intellectual disability




= 2.78) to post training (M = 34.23, SD = 2.40), t(130)
=-8.64, p < 0.0005 (two tailed). The 95% confidence
interval ranging from -2.39 to -1.50. The eta squared
statistic (0.36) indicated a large effect size.

Confidence: There was a statistically significant in-
crease in overall confidence levels from pre training (M
=4.48, SD = 1.41) to post training (M = 6.10, SD =
1.20), t(130) =-1.83, p < 0.0005 (two tailed). The
95% confidence interval ranged from -1.42 to 1.83.
The eta squared statistic (0.66) indicated a large ef-
fect size.

Collaboration: There was also a statistically significant
increase in attitude towards collaboration from pre
training (M = 6.70, SD = 0.99) to post training (M =
7.56, SD = 0.85), t(130) =-11.99, p < 0.0005 (two
tailed) . The 95% confidence interval ranged from -
0.99 to -0.71. The eta squared statistic (0.53) indicat-
ed a large effect size.

For the final training event (TE5), data analyses re-
vealed statistically significant increases in partici-
pants’ knowledge, confidence, and some aspects of
collaboration post-training (White, 2010).

Knowledge: There was a statistically significant in-

crease in knowledge from pre training (M = 32.37, SD
= 3.07) to post training (M = 33.80, SD = 2.32), t(34)
=-2.98, p <0.005 (two tailed). The 95% confidence
interval ranging from -2.40 to -0.45. The eta squared
statistic (0.09) indicated a moderate effect size.

Confidence: There was a statistically significant in-
crease in all confidence ratings, as outlined in Table 7.

Collaboration: There was also a statistically significant
increase in three out of five collaboration ratings from
pre training to post training (see Table 8). Participants’
perceptions of the importance of collaboration in their
professional practice and the use of one client plan
across professionals and agencies was already excep-
tionally high before training and only slightly higher
post training which did not result in statistical signifi-
cance.

Level 3 Behaviour

Forty-nine percent of participants from the two pilot
training seminars (TE1 and TE2) completed the 3-
month post-training questionnaire about the transfer
of learning to the work place. Analyses of the respons-
es revealed the following (Farah, 2010; as cited in
White, 2010).

Table 7: Statistical analyses of pre and post-training ratings of confidence for TE5

95% confidence
Std. Devi- interval Sig.
Confidence Ratings Mean N ation t Lower Upper |(2-tailed)
Understanding quality of life
PRE-training confidence 5.37 35 141
— - -7.78 -2.09 -1.22 | 0.0005
POST-training confidence 7.03 35 1.01
Integrating scientific approaches
PRE-training confidence 3.97 35 1.70
— - -8.25 -2.31 -1.40 | 0.0005
POST-training confidence 5.83 35 1.31
Understanding impact of disability
PRE-training confidence 5.20 35 1.72
— - -4.97 -2.21 -0.93 | 0.0005
POST-training confidence 6.77 35 1.35
Interventions for skill development
PRE-training confidence 4.69 35 1.71
— - -8.76 -2.35 -1.47 | 0.0005
POST-training confidence 6.60 35 1.33
Understanding mental health
PRE-training confidence 4.09 35 1.93
— - -8.81 -2.91 -1.82 | 0.0005
POST-training confidence 6.46 35 1.19
Integrating service systems
PRE-training confidence 474 |35 1.80
— - — -8.96 -2.48 -1.56 [ 0.0005
POST-training confidence 6.77 35 1.16




95% confidence Sig.
Std. De- interval
Collaboration Ratings Mean N viation t Lower | Upper |(2-tailed)
Collaboration is essential to my
practice
PRE-training collaboration 8.31 35 0.90
— - -0.88 -0.56 0.22 0.384
POST-training collaboration 8.49 35 0.78
One plan across multiple agencies
PRE-training collaboration 7.24 34 1.30
— - -0.76 -0.75 0.34 0.451
POST-training collaboration 7.44 34 1.48
Know when to seek collaboration
PRE-training collaboration 6.74 35 1.57
— - -3.38 -1.46 -0.36 0.002
POST-training collaboration 7.66 35 0.90
Knowledge and skills to contribute
to collaboration
PRE-training collaboration 6.06 35 1.60
— . -5.36 -1.81 -0.81 | 0.0005
POST-training collaboration 7.37 35 1.26
Know role, responsibilities and
limitations in collaboration
PRE-training collaboration 6.37 35 1.28
— - -6.31 -1.73 -0.89 | 0.0005
POST-training collaboration 7.69 35 0.86

Table 8: Statistical analyses of pre and post-training ratings of collaboration for TE5S

1. The most useful aspects of the training: Participants
noted that most useful aspects were the opportuni-
ty to network and collaborate with different profes-
sionals and agencies; discussion of case studies
and the work group activities; and the practical
strategies presented.

2. Change in knowledge post training: Some partici-
pants felt that the training seminar refreshed and
consolidated their skills and knowledge, and vali-
dated their work practices. These participants also
felt the training increased their knowledge base in
intellectual disability and identified that the holistic
nature of the framework and the training methods
(case studies and workshops) contributed to this.
To a lesser extent, some participants felt that the
information presented in the seminar was more
appropriate for participants new to the field of in-

tellectual disability.

3. Change in confidence post training: The majority of
participants reported an increase in confidence
when working with clients with intellectual disabil-
ity. However some participants reported no differ-
ences in levels of confidence or reported de-
creased levels of confidence due to not being able
to apply what they had learnt or they had more
awareness of their limited knowledge (e.g., “made
me more aware of what | don't know”).

4. Change in intervention strategies used: Participants

26

commented on how they had incorporated differ-
ent interventions into their practice such as aug-
mentative and alternative communication (e.g.,
comic strip conversations, video social story),
teaching levels of emotions, genograms, and at-
tachment theory.

5. Change in how work was done with clients: Partici-
pants noted that they were more holistic in their
work, and also had more awareness and under-
standing of the impact of mental health issues on
clients with disability and their families. Partici-
pants also noted the importance of reflection and
how they were able to reflect on their current work
behaviour and incorporate different approaches
learnt at the training to meet the needs of their cli-

ents.

6. Change in teamwork and collaboration with other
agencies: After training, participants reported an
increased willingness to engage in collaboration
with other team members and services whose ex-
pertise would further benefit their clients. The train-
ing program also reinforced the importance of in-
teragency collaboration, and increased their aware-
ness and understanding of others’ roles in the pro-
cess. Some participants commented on how col-
laborative practice was already established in their
workplace, while others noted that the training
highlighted the difficulties in establishing collabora-




tion between mental health and disability services
at a local level.

7. Aspects of the training applied in work: Participants
had applied some strategies learnt at the training
into their work including communication and visual
supports for routines, emotions, and behaviour; the
practical aspects of working together; and the net-
working and building partnerships with other pro-
fessionals and agencies

8. Workplace factors that assisted in application of
learning: Managerial and supervisor support, a
supportive flexible workplace environment, infor-
mation sharing opportunities and peer supervision
were important in facilitating transfer of learning
into the workplace. Having the opportunity and au-
tonomy to implement ideas and interventions from
the training was also highlighted by participants as
important factors in applying learning to the work-

place.

9. Barriers or challenges to application of learning:
Resource constraints were the greatest challenges
for participants in applying their learning to the
workplace. This included the negative impact of
financial limits on the continuity of care and ser-
vice funding, time pressures and role demands,

and the impact of staff shortages and consequent
waiting lists for clients to access services.

Discussion

The goals of the Training Curriculum Project were
achieved and resulted in the development of a frame-
work of core interventions, implementation and evalu-
ation of a 2-day seminar and the subsequent publica-
tion of a book to support the interdisciplinary educa-
tional program (Dossetor, Whatson & White, 2015;
White, Dossetor, & Whatson, 2010b). In this way, the
workforce issues for clinical skill development in this
area were addressed with 526 professionals through-
out NSW attending the 2-day seminar across five train-
ing events (White, 2010).

Analyses of the evaluation measures revealed that
there were positive reactions to the seminar immedi-
ately following each training event. There was also sta-
tistically significant improvement in the majority of
learning outcomes for knowledge, confidence and atti-
tude to collaboration, and transfer of learning to the
workplace occurred for some participants (White,
Dossetor, Whatson, & Farah, 2009). The results of
this evaluation study were in line with previous re-
search that found that training programs had a posi-
tive impact on professionals’ knowledge of psycho-
pathology, confidence in working with individuals, atti-
tudes to services and transfer of knowledge into clini-
cal practice (Costello, Bouras & Davis, 2007; Gibbs &
Priest, 1999; Mohr, et al., 2002; Tsiantis, et al., 2004;
Whitehurst, 2008).

This evaluation study had several strengths, firstly the
sample size of professionals was large enough for re-
sults to be considered statistically reliable, and sec-
ondly, this study is thought to be the largest interdisci-
plinary training program focused on the mental health
of children and adolescents with intellectual disability
to report evaluative findings. The development and
use of such an interdisciplinary education program is
an essential first step in being able to develop, assess,
and refine best practice in mental health and intellec-
tual disability. However, this study had weaknesses, in
that the evaluation only focused on professionals’ re-
sponses to training and short term behaviour change
but did not measure the impact that training had on
the outcomes and quality of life of children and young
people with intellectual disability and mental health
issues. This is a common failing in other studies on
training programs (MacDonald & McGill, 2013).

The sustainability of any education program is always
of concern to project teams following the extensive
amount of resources that goes into the training needs
analyses, development, implementation and evalua-




tion of such programs. The educational program devel-
oped as part of the Training Curriculum Project was no
exception. Investigation of sustainability options re-
vealed that the core framework and 2-day seminar
provided the participants with a foundation level of
knowledge for working with young people with intellec-
tual disability and mental health needs. There was var-
ied feedback to the modified format of the seminar
(video vs. live presentations at TE5) however most of
the satisfaction ratings were comparable to those
achieved for the two metropolitan Sydney training
events (TE3 and TE4, see Table 5).

Qualitative data on the modified seminar format and
individual video presentations were also diverse with
suggestions made for improvements to this approach.
Importantly, the modified format had no impact on
learning outcomes with statistically significant im-
provements being made for knowledge and confi-
dence measures, and most aspects of collaboration.

The most interesting outcome of the evaluation howev-

er was that to enable transfer of learning from the
seminar, whether it included an e-learning component
or not, required some face-to-face contact with profes-
sionals with content expertise to allow for both
knowledge and skills transfer to the workplace.

Implications

The outcomes of this educational program have high-
lighted a number of implications for curriculum design
and implementation that may be transferable to other
interdisciplinary programs for professionals, notably;

« Avariety of teaching and learning strategies need
to be employed to assist with the learning needs of
adults, for example, lecture-style presentations,
workshops with interactive and practical activities,
written material to support topic areas, DVDs.

« Program content needs to be have a good balance
of theoretical and practical information that is rel-
evant and meaningful to the participants’ clinical
context. This will assist in ensuring transfer of
learning from the training environment to clinical
practice.

« Interactive group activities and opportunities for
networking help establish local connections be-
tween participants and their organisations. This is
important for collaboration across agencies and
for peer support in the workplace.

« Supportive supervisors and an understanding of
the value of reflective practice in learning may en-
able participants to change work practices and
implement new strategies when supporting young
people with intellectual disability and mental
health issues.

e Having a sustainability plan for use of the training
materials (i.e. seminar manual, handouts, DVD of
videoed seminar presentations) needs to be con-

sidered from the outset of any curriculum develop-
ment project.

Future Directions

Since the completion of the Training Curriculum Pro-
ject, the partnership between the Statewide Behaviour
Intervention Service (ADHC) and the Department of
Psychological Medicine (CHW) has continued and re-
sulted in additional service development activities.
This has included joint work through,

« School-Link Initiatives, for example, contributions
to the Journal of Mental Health for Children and
Adolescents with Intellectual and Developmental
Disabilities: An Educational Resource
(www.schoollink.chw.edu.au), the “Meet Jessica”
Animation Project, and the Promoting the Mental
Health of Adolescents with Intellectual Disability
Project ;

« Extension of specialist skills, for example, the
Westmead Feelings Program (formally known as
Emotion-Based Social Skills Training, Ratcliffe,
Grahame, & Wong, 2010); and,

« Integration of framework domains and project out-
comes into work practices, for example, Practice
Improvement Framework (Turner, 2015).

Additionally, the recommendation from O’Brien, et al.
(2014) to review the Training Curriculum Project out-
comes led to a small scale survey being conducted at
the 2016 World Congress of the International Associa-
tion for the Scientific Study of Intellectual and Develop-
mental Disabilities (IASSIDD). An adapted stakeholder
survey from the Training Curriculum Project was used
to determine whether the Interdisciplinary Practice
Framework of Core Interventions (on which the Train-
ing Curriculum Project educational curriculum was
based) reflected current thinking by multidisciplinary
practitioners in the sector.

Preliminary analysis of survey results indicated that
the framework had withstood the test of time and that
most components continued to be seen to have a high
level of importance within the framework. Although it
should be noted that there had been a shift in the lev-
el of importance that practitioners assigned the differ-
ent components of the framework. It is envisaged that
any future revision of the Training Curriculum Project
educational curriculum will need to take into consider-
ation the emergence of new research, shifts in referral
trends and patterns, the availability of new resources
and training curricula, and the evolution of clinical

practice.
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A Review of: Exploring Giftedness and Autism, a study of
differentiated educational program for autistic savants.

By Trevor Clark, National Director, Education and Research at
Autism Spectrum Australia (ASPECT). Routledge: London.

2016.

Reviewed by Associate Professor David Dossetor

Introduction: Darold Treffert, an authority on savant
syndrome and exceptional abilities sets the scene in
the foreword: How is it possible for extraordinary ability
and giftedness to co-exist with incapacitating disability
in the same individual. The best known example is
from the movie “Rain Man”? What does this say about
dormant potential? How do islands of genius impact
on our theories of overall intelligence? What brain
changes account for the differences in Savants?

The focus of this book, which was based on Trevor
Clark’s PhD, is: Can these seemingly non functional
traits be used in a strengths based approach to better
communication, functional skills and independence?
The book provides a specific Savant Skills Curriculum
(SCC) in a control study to look at outcomes and then
measures the strategies that improve the critical skills
for life. Secondly he examines school-age students
with autism who display savant skills with psychomet-
ric measures to standardise and document their skills.
He documents their obsessive nature, their high levels
of challenging behaviour as well as high levels of inter-
est and motivation, using the Savant Skill Nomination
Form and the Family and Teacher Savant Skill Ques-
tionnaires. He documents the early onset of skills with-
out training and a familial link with superior perfor-
mance of giftedness in family members. The students
with savant skills show imaginative and creative skills,
high-level memory and showed multiple savant skills
rather than a single talent. These skills did not dimin-
ish with intervention. The challenge is to find them val-
ued roles as adults and in employment.

Clark’s PhD explored savant and splinter skills in the
autistic population through a differentiated education-
al ‘Savant Skill Curriculum’ (SSC) over 2 years, using a
multiple-replication case study research design in a
group of 22 children aged 4-16. In the context of low
IQ, the students with savant skills showed skills in:
memory, hyperlexia (the ability to read, write and
spell), art, music, mechanics, spatial skills, calendar
and mathematical calculation, sensory sensitivity and
athletic ability. This study continues to be a ‘world
first’. The study focuses on strengths rather than defi-

cits, and as such they should be seen as gifted stu-
dents, not disabled children with freak talents. The
book is rich with case stories. This study was done
while studying at the Gifted Education Research, Re-
source and Information Centre at the University of
NSW under Emeritus Professor Miraca Gross. For this
study Clark was awarded the International Award for
Excellence in Education and Psychology for the Gifted.

Bringing the challenge alive with case stories:

Patrick (14yrs) will not greet you with a hello but with
what is your birthday or your car registration, etc and
will recite these to you every time he sees you subse-
guently. He has loved numbers since he was 2 and
can do 6 digit calculations faster than his teacher can
on the calculator. He prefers to spell words than speak
them. He is hyperlexic being able to decode words
without necessarily knowing their meaning. He also
loves computers and can use many software programs
without training, such as removing his brother’s files
from the computer.

Bradley (6yrs) loves words and reads street directo-
ries, the telephone book and encyclopedias for leisure.
He could read and write at 2 years. He constructs elec-
tronics with lego, making traffic lights, stereos and
computers. He is 2 years ahead on reading and num-
bers, including number concepts.

Terry (5yrs) could recite 12 times table by 5 years, and
knows the location of every street hole in Northern
Sydney and draws complex marble mazes. His father
is in finance, and grandfather and great grandfather
are gifted in mathematics.

Yet all these three have autism. Patrick has mild Intel-
lectual Disability (ID), while the others are of average

Q.

Challenging behaviours include: Patrick will bite him-
self or others, tantrums, running away from class, run-
ning through traffic with no road sense. His communi-
cation skills are delayed to the first centile, his social
skills are delayed, he has low self esteem, and his be-
haviours are in the severely disturbed range.



“Innovative programs
that focus on strengths
are demonstrating
some research
results...”

Bradley easily stresses if a piece of Lego is missing, or
if he has to change class, when he throws tantrums.
He also is extremely anxious, crying, and demanding
that routine be followed. Terry also tantrums, screams
and refuses to cooperate and becomes aggressive if
he doesn’t get his own way. He is solitary but can co-
operate with structured interactive games like snakes
and ladders. He gets distressed and anxious if some-
one disagrees with his viewpoint.

Those with savant skills can be of any 1Q, although it is
rare in those with severe ID. Some are remarkable in
contrast to their 1Q (categorised as Talented Savants
or Savant I) others are spectacular even in a normal 1Q

(categorised as Prodigious Savants or Savants ).

Although Rimland found savant skills in 9.8% of chil-
dren with autism, Howlin found about 30% of adults
with autism had savant skills; yet in her study of 137,
only 5 were in employment. 95% (of 81,000 people
with autism) reported restrictions to their education in
the 2014 Australian Bureau of Statistics survey. 86%
reported school difficulties, 6% were not attending
school at all and 81% had not completed a post school
qualification. In the ASPECT ‘We belong too’ survey
65% of parents felt their child’s teacher didn’t under-
stand autism and 70% felt their child’s educational
needs were not being met. There has also been a lack
of autism educational research, with the available re-
search emphasising early intervention. There can also
be a gap between research and practice.

Innovative programs that focus on strengths are
demonstrating some research results, such as in find-
ing post school employment and quality of life. One
student described was sensitive to noise and was
found to have perfect pitch. He was introduced to mak-
ing music on an Ipad, which he used for social engage-
ment, and created songs for emotional regulation, and
subsequently composed some top 10 popular songs
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FIGURE 3.1 Gagne's Differential Model of Giftedness and Talent (2008)




Model for Savant Skill and Talent Development - Clark, 2011
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FIGURE 3.2 Model for Savant Skill and Talent Development — T.R. Clark, 2011

becoming a musical superstar. Using a special interest
is the way to honour a child and motivate them to
learn. One 24-year-old non verbal man with autism
with special skills in Lego became an lkea furniture
assembler!

The SSC underpins practice with research, draws on
the skills of autism education combined with that for
the gifted, and suggests that identifying savant skills
may transform their education.

Patrick was impossible to engage in class as he ran
around flicking through books and magazines and run-
ning away. Clark provides clinical scenarios of a fur-
ther 3 students to scaffold the account of the interven-
tion. Their challenging behaviour was partly due to
frustration and boredom in the absence of education
of their gifted skills. While savant skills are frequently
observed to be self taught, they are also dismissed as
the product of relentless practice and overlearning.

Clark’s research review suggests there are a discrete
number of savant skills: memory generally for narrow

fields of interest; hyperlexia or pseudo-verbal skills
with limited understanding; artistic ability mainly draw-
ing or painting; musical ability for singing or an instru-
ment; mechanical/visual spatial ability for taking apart
or assembling mechanical objects, or maps; calendar
calculation; mathematical calculation; athletic or coor-
dination ability, e.g. balance (walking on the top of
fences); and some include hyper or hypo sensitivity,
but this may be a failure in sensory processing (this
can include knowing the time without a watch, or hear-
ing a conversation others can’t hear). Young people
with autism may have a talent for systemising, which
requires an attention to detail. All these features were
found in the study, the most frequent being: memory
(100%), hyperlexia (87%), mechanical/spatial (81%),
calendrical (25%), number (18.25%) and athletic
(6.25%). Over 50% had sensory abilities. Patrick had
the most skills at 7 years old and the details of all are
provided. Some still argue that savant skills are inde-
pendent of 1Q. Testing these skills on psychometric
measures is described: it has been suggested that
those with savant skills do no better than expected for
IQ. For example in memory, their memory skills have




“There Is also a relation-

ship between restricted

Interest and motivation
for practice....”

been described as similar to artificial intelligence, not
geared to everyday problem solving, and they may
have these skills at the expense of efficiently accessi-
ble and coherent memories. This proved to be incor-
rect. In this cohort they all had superior memory skills
on memory testing. Treffert’s book ‘The complexity of
Greatness’ (2013) it is argued that innate talent is
linked to genes for memory and that neuroscientists
have discovered neurones that make connections in-
dependent of experience, indicating genetics underlie
such skills. There is also genetic evidence of domain
specific gifts in non-disabled populations e.g. in abso-
lute pitch. However, the research evidence also shows
that rehearsal and practice also contribute. All of the
subjects spent hours on their interest each day. Con-
versely these skills can be lost if not supported. There
is also a relationship between restricted interest and
motivation for practice. Weak central coherence and
problems with abstraction/perspective as a deficit of
executive function appears to be part of the picture.
There remains dispute on savants’ creativity which
may be related to 1Q, yet some certainly achieve origi-
nality, for example in music. Treffert suggests savant
skills involve pathological events forming exceptional
neuronal structures in prenatal brain development,
and this rewiring is associated with restrictive thought
processes and reduced abstract thinking. He backs
this with EEGs, brain scans and neuropsychological
testing and has found a number of cases with right
hemisphere imbalance. Functional brain imaging sug-
gests increased recruitment of memory areas. Savant
skills in ID tend to be seen as curiosities, but Clark’s
aim is to make this skills of functional value through
developing the Savant Skill Curriculum. Some of the
savant success stories are well worth reading on their
own.

The SCC is a framework to merge the fields of gifted-
ness and autism education. Clark works from the
Gagne differentiated mode of giftedness and talent
and developed a modified Model for Savant skill and
Talent Development (see figures above).

The SCC is planned as an Environmental catalyst in-
volving key Individuals (El) (parents, teachers and

mentors) and Provisions (EP), enhancing Interpersonal
Motivation (IM) using Autism education skills. The nat-
ural abilities are considered against other skills
(Savant I) and the Developmental Process has a
strong emphasis in transferring gifts into talents for
these disabled students. This includes an emphasis on
improved adaptive function: communication, social
skills and behaviour, which in turns improves compe-
tencies and talents. Acceleration, enrichment and
mentorships were borrowed from gifted student teach-
ing. Lastly 1 to 1 mentors were incorporated. There
was also a focus on integration into mainstream clas-
ses. A longitudinal multiple-replication case study de-
sign was used which is a powerful method for rare
phenomena. Various standardised and non-
standardised measures before and after along with




qualitative information. The study measured: function-
al application of savant skill, communication ability,
social skills and behaviour, academic self-esteem, and
degree of Autism. Follow up was at 12 months and a
waitlist control group of 6 was also included as a com-
parison.

Results of Clark’s research included the finding that all
child participants were highly motivated in working on
savant skills. These skills develop from an early age
between 6 months and 2 years. They had not received
previous specific training. 72% had giftedness in fami-
ly members. This confirmed they are ‘twice-
exceptional’ in giftedness and autism. All participants
showed special memory skKills but didn’t necessarily
perform well on formal memory testing. This does sug-
gest that memory may be a contributor to other savant
skills.

There was a substantial improvement in the functional
use of savant skills compared to controls enabling pro-
ductive talents for many children, which was attributa-
ble to the design of the SCC. Communication skills im-
proved more in the control group, which may reflect
the focus of the curriculum in the control group. There
was a lack of significant change in behavioural/
emotional disturbance, or self-esteem although there
were improvements in both. There was definite reduc-
tion in the degree of autism which seem to reflect
changes in adaptive communication, behaviour and
social skills. Some showed a decline in their savant
skills, e.g. improved comprehension was associated
with a decline in hyperlexia. Temple Grandin, an adult
savant with autism, has suggested that savant skills
decline with improved social development. This
change may reflect a reduction in the obsessive nature
of a savant skill, not a decline in the skill itself. Overall
the SCC led to a decline of the deficits of these sa-
vants.

Clark’s book also provides a ‘how to’ on how to assess
a child for savant skills, how to develop the SCC for a
child and then how to evaluate the changes at one
year.

Changes in the example cases are described following
SCC implementation: Patrick can now use the comput-
er independently and writes the school newsletter. He
showed improvement in communication and behav-
iour and an increased interest in social relations. Brad-
ley had peers who were interested in his electronics
and won popularity and self-esteem and an improve-
ment in social language. He also helps the school
caretaker with the school electrical systems. They both
have a decline in autistic behaviours. Terry also re-
mains with savant skills. He uses his spatial skills to

“Intellectual skills that
can be developed and
harnessed to reduce
other areas of functional
disability...”

help his mother navigate in the car. He has gained
some appropriate computer skills. More improvements
are generally found in practical accounts than neces-
sarily reflected on some of the objective tests.

Clark suggests that children with autism need to time
to think about their special interests and one girl with
autism expressed that teachers need to include them
in the design and implementation of educational pro-
grams. One example was a teacher designing an ex-
amination on classroom air conditioners, which of
course the relevant girl with autism won, with conse-
guent enhancement of self-esteem.

In conclusion, these are not just ‘freak talents’ but in-
tellectual skills that can be developed and harnessed
to reduce other areas of functional disability. The Aus-
tralian Advisory Board on Autism Spectrum Disorders
position paper (2012) has two governing principles.
Every child with Autism should have access to an edu-
cational service appropriate to their needs; and all ed-
ucational sectors should provide services to cater for
the needs of Autism. The SCC is therefore an appropri-
ate intervention for all such ‘twice exceptional’ stu-
dents.

As this study remains a first, there is still a need for
replication, and further research on the nature of sa-
vants and giftedness, for example is the importance of
IQ and communication skills. Finally, we need to exam-
ine the role of such specialised curricula for post
school options that prepare for transition to adulthood
and employment.

This text is enhanced by the personalised elements of
the account, from the case studies, the Clark’s learn-
ing experience, and the influence of his supervisor and
mentors. Clark also testifies to the dedication of the
parents and teachers involved. His accounts of the
long term follow up of some of his students illustrates
the long term benefits of the increased functionality of
savants’ skills to both the young men in their 20s and
30s and indeed their families. The book includes use-
ful a range of useful resources to enable others to ap-



proach the ‘how to’ for themselves.

| found the text the best summary on this interesting
subject of autistic savants that all those who work with
autism encounter. It illustrates the importance of de-
veloping educational research for young people with
disabilities. | also think that studying savants and their
education may become increasingly important, as au-
thors like Tanzi and Chopra suggests, growing intelli-
gences and skills, and improving our capacity for using
our brains, is key to the development of our species
(Superbrain, 2012).

Further Reading

Rudolph Tanzi, Deepak Chopra. 2012. Super Brain:
Unleashing the Explosive Power of Your Mind to Max-
imize Health, Happiness, and Spiritual Well-Being.
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http://www.watkinsbooks.com/catalog/product/view/id/10794/s/super-brain-unleashing-the-explosive-power-of-your-mind-to-maximize-health-happiness-and-spiritual-well-being/
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Naltrexone for the treatment of self-injurious

behaviour

Vinita Bansal, Psychiatrist and staff specialist with an interest in
Intellectual and developmental disabilities.
The Children’s Hospital at Westmead

Self-injurious behaviour (SIB), or self-mutilation (SM),
is a potentially dangerous and anxiety-provoking condi-
tion. SM was recognised as early as the 5t century BC,
there are some variations in definition, and Favazza
described SM as “deliberate, direct destruction or al-
teration of body tissue without conscious suicidal in-
tent”.12 |t can present in various forms including head-
banging, self-cutting, self-choking, self-biting, self-
scratching, hair pulling, hand mouthing and many oth-
ers.3The extreme forms described were eye enuclea-
tion and castration.t

SIB can be a manifestation of a wide variety of psychi-
atric disorders including intellectual and developmen-
tal disability (IDD),4 schizophrenia,! borderline person-
ality disorder,>8 pervasive developmental disorder,®
stereotypic movement disorder0 and Tourette disor-
der.1112 |t is also quite commonly found in people with
specific genetic conditions or syndromes such as frag-
ile X syndrome, Prader-Willi syndrome, Cornelia de
Lange syndrome, Smith-Magenis syndrome and Lesh
-Nyhan syndrome.13-16 S|B is seen more frequently in
individuals with communication deficits, restrictive
adaptive skills, and severe or profound intellectual dis-
ability (ID).17-19

The prevalence of SIB varies depending on the meth-

ods and criteria used; for example, a community sur-
vey of SIB among developmentally disabled children
and adolescents done by Griffin found that 2.6%, of
the students exhibited at least one type of SIB during
the preceding 12 months. 20 The studies have found
higher incidences of SIB (27.7- 50%) in children with
comorbid autism. Risk factors for SIBs included lower
chronological age, associated perinatal conditions, a
higher level of autism and greater impairment in self-
care skills.22

Untreated SIB has a major effect on various domains
of quality of life, including self-care, vocational oppor-
tunities, social involvement and learning experienc-
es.22.23 Untreated SIB can also lead to an increase in
the rate of institutionalisation24 and multiple medical
issues, including death.25

Self-injurious behaviour in those with intellectual and
developmental disability is often a complex and chron-
ic condition that is challenging to treat. Treatment de-
pends on the examination of the causal contributors
including a behavioural analysis and consideration of
the aetiology of SIB and other risk factors. In those
who are non-verbal this includes full medical examina-
tion, including examination under anaesthetic for
‘silent’ causes of pain. A comprehensive psychothera-
peutic treatment plan may include various behavioural
interventions such as social skills training2é and rein-
forcement-based strategies to increase more appropri-

“Self-injurious behaviour
In those with intellectual
and developmental disa-
bility is often a complex
and chronic condition that
IS challenging to treat...”




ate behaviours.3 Extinction and punishment-based
strategies, for example, aversive procedures,2:3.27-30
have been used especially for people with intellectual
disabilities and extreme self-injury. Some aversive
treatments need ethical review to be appropriate to
consider the impact of self-jury versus the impact of
treatment.223

Pharmacological interventions are commonly used
alone or with behaviour therapies. Antipsychotic medi-
cations are the most frequently used.31-35 Other medi-
cations which have been used in treatment of SIB in-
clude selective serotonin reuptake inhibitors,3537 [ithi-
um,35:38 tricyclic antidepressants,39 beta-blockers
(propranolol and pindolol),40-42 tryptophan,43 L-
dopa,1444 buspirone,45.46 clozapine,4’ clonidine,3548

guanfacine,4 monoamine oxidase inhibitor inhibitors40

and the opioid antagonists (naloxone and naltrexone).
Naloxone and naltrexone have drawn attention due to
positive results in severe cases of SIB unresponsive to
multiple modalities of treatments.3.9.10.24.49-65 |n a very
severe refractory case of SIB, psychosurgery, including
cingulotomy and limbic leucotomy, decreased the se-
verity and frequency of SIB in an adolescent boy with
Tourette disorder after the failure of other treat-
ments.12

What is naltrexone?

Naltrexone is a specific, competitive, long-acting, non-
addictive oral opiate antagonist that highly binds to
the mu-receptor, followed by kappa and delta recep-
tors, thus hindering the activity of opiates.866 Although
naltrexone was first synthesised in 1963 and was ap-
proved for medical use in the United States in 198467
it was not reported in the literature as a treatment for
SIB until 1985.51

Pharmacology and pharmacodynamics

After absorption from the gastrointestinal tract, nal-
trexone is extensively metabolised in the liver.6¢ It has
a major active metabolite (6-B-naltrexol) which may
also have weak opioid antagonist activity.66 Peak plas-
ma concentrations of naltrexone and 6-B-naltrexol oc-
cur about 1 hour after oral dose. The elimination half-
life of oral naltrexone is about four hours, and of 6-3-
naltrexol is about 13 hours.66 However, Verebey et al.
reported a possible prolonged pharmacological effect
(24-96 hours) which may be secondary to the slow
release of tissue-bound naltrexone and partial reab-
sorption by the kidney.68

The side effects reported with naltrexone include in-
creased or decreased appetite, oedema, toothache,
ejaculatory difficulties, reduced potency, depression
and suicidal ideation.¢ Reversible hepatotoxicity has
been reported after the use of higher doses (e.g.

300 mg/day or more) for extended periods.66.67 Nal-
trexone is contraindicated in patients who have been
treated with opioid analgesic for a painful condition as
naltrexone will decrease analgesia.® Naltrexone is al-
so contraindicated in acute hepatitis, liver failure or
with elevation of liver enzymes (>3 times). Dose reduc-
tion may be required with mild renal impairment but
naltrexone should be avoided if impairment is severe
as risk of hepatotoxicity may be increased.”? There has
been safety testing in children down to the age of 2-3
years.10 71

Clinical use

In Australia, naltrexone hydrochloride (ReVia) requires
an authority prescription and is only available under
the Pharmaceutical Benefits Scheme?2 for alcohol de-
pendence. However, naltrexone has been used effec-
tively for other clinical conditions, for example, opioid
dependence, obesity, ASD,1051 SIB that is unrespon-
sive to pharmacological and behaviour treat-
ments,2451.73 and pathological gambling.74Naltrexone
may improve hyperactivity and restlessness in children
with Autisms5. Interestingly naltrexone is used as modi-
fied release preparation in the management of obesity
in patients with BMI of 30 kg/m2 or greater with anti-
depressant Bupropion along with exercise and dietary
modification.¢é There is also some evidence of im-
provement in dissociation and SIB in borderline per-
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sonality disorder.851.66,75,76 Naltrexone is preferred
over naloxone due to its high potency, ease of oral ad-
ministration and longer duration of action.>1.66 As nal-
trexone is a potent opioid blocker naltrexone should
not be given prior to surgery where opioids may uti-
lized for pain relief. The effects of naltrexone are still
present up to 3 days after ceasing to take.

Physically the naltrexone tablets are bitter tasting
which can be a problem for some children. The taste
can be masked by using a product called GLOUP which
can help lubricate the throat and help the tablet slide
down. Commercial flavorings from a Compounding
Chemist can be added to a solution of the dispersed
tablet in water. The tablets can be dispersed in 20ml
and takes up to 2 minutes to dissolve and also Com-
pounding Pharmacies will make up bespoke mixtures.
Recent literature supports the use of naltrexone in
adults with SIB.24.73 However, there is a lack of up-to-
date evidence to guide naltrexone safety and efficacy
for SIB in children and adolescents (the most recent
review was done in 2004 in the 7-67-year age group).

Previous reviews evaluating the safety and ef-

ficacy of naltrexone

Buzan et al.51 performed the first published literature
review for the use of an opiate antagonist for recur-
rent SIB. They included 31 case reports with a total of
98 patients (5-67 years) and reported a dose-
dependent improvement up to 1.5 mg/kg/day. Of
these 98 patients, 89 were developmentally disabled
or autistic.51 No hepatic or significant adverse effects
were noted in SIB patients.5!

Symons et al. conducted the first quantitative synthe-
sis of peer-reviewed literature from 1983 to 2003 on
the efficacy of naltrexone treatment on SIB. The re-
view included 27 research articles involving 86 sub-
jects (7-67 years) with 85% of them double-blind, 9%
open-label and 6% single-blind studies. SIB reduced
in 80% of subjects, and in 47% of subjects, SIB re-
duced by 50% or greater. The most common dose
evaluated was 50 mg (1 mg/kg).24

A systematic review by Roy et al. in 2015 evaluated
the efficacy of opioid antagonists for SIB in adults

“Clinicians may consider
this as an option for severe,
refractory self injurious
behaviours...”

with ID. They included ten RCTs with a total of 124
participants (91 males, 33 females). Eight of the 10
studies reported a reduction in the frequency of SIB,
and 61 of the 124 participants showed statistically
significant improvements. The naltrexone dose varied
from 0.25 mg/kg/day to 2 mg/kg/day, and 9% of the
participants reported minor side effects including
nausea, tiredness, sedation, loss of appetite, weight
loss and mild liver abnormalities.50

Some individual studies in children and adolescents:
The Bernstein et al. study was the first documented
single-case trial using naloxone and oral naltrexone,
in an 18-year-old intellectually impaired adolescent.
Oral naltrexone reduced SIB by 33%. The reduction in
SIB persisted despite no further naltrexone treat-
ment.6> The study by Barrett et al. was the first double
blind placebo controlled (DBPC) study, which showed
positive effects on SIB even with smaller doses of nal-
trexone (at doses of up to 50 mg/day) after an initial
increase of SIB with naloxone. 52

Walters et al. investigated naltrexone in a 14-year-old
autistic and IDD boy (DBPC). Results indicated a
marked decrease in SIB and increase in social related-
ness.s3

Benjamin et al. found naltrexone useful for severe SIB
of a nine-year-old boy with IDD and Prader-Willi syn-
drome. The combined treatment of naltrexone with a
behavioural intervention yielded marked improvement
in weight control, skin picking and oppositional behav-
iour. The associated weight loss raised the hypothesis
that obesity may be related to excessive endorphins
and that opioid antagonists may therefore have a role
in treating obesity.58

Johnson et al. compared the effects of behavioural
treatment and naltrexone to reduce the SIB of a 7-year
-old boy with severe IDD and autistic disorder, and
found that the combined use of naltrexone, splint-
fading, differential reinforcement, and a brief hand re-
straint was effective in reducing severe SIB to zero.57

In conclusion, although the research is limited in the
child and adolescent population, due to the relatively
benign side-effect profile of naltrexone and the report-
ed benefits in the previous studies, clinicians may con-
sider this as an option for severe, refractory SIB. Such
consideration would require rigorous assessment and
treatment of medical and psychiatric comorbidities,
and exhaustion of other treatment modalities, includ-
ing behavioural treatments. Clear documentation of
any off-label use is recommended, including noting the
limitations of the current evidence and a record of in-
formed consent obtained from the patient or caregiver



after explanation of the purpose, side effects, risks
and benefits of naltrexone treatment.”?

Note: This brief report is derived from a comprehen-
sive literature review by Vinita Bansal, which is availa-
ble on request.
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It has long been recognised that there may be a link
between gastrointestinal (Gl) disorders such as reflux
and autistic spectrum disorders (ASD) as well as other
developmental disabilities. These disorders can in-
clude functional diarrhoea, functional constipation and
gastrointestinal reflux disease. In one study compar-
ing ASD subjects with unaffected siblings found signifi-
cantly more Gl symptoms (42% to 12%). Another study
has found increased severity of autism increased the
odds of having GI problems.2

In a 1999 study looking specifically at gastrointestinal
symptomology in autistic disorder or pervasive devel-
opmental disorder found nearly 70% patients had re-
flux oesophagitis and 88% had symptoms including
night time awakening with irritability, signs of ab-
dominal discomfort.® This study further showed on his-
tology there was chronic inflammation of oesophagus,
stomach and duodenum - high prevalence of reflux
oesophagitis, hyperplasia of duodenal cells as well as
intestinal carbohydrate digestive enzyme deficiencies.
Children with developmental delay are three times
more likely than children with typical development to
experience frequent sensitivity to foods, pain on defe-
cating, diarrhoea, constipation as well as difficulty
swallowing and vomiting.2 This study also concluded
that children with ASD had not only the highest reports
of food dislikes but also highest odds of reporting Gl
symptoms not explained by other factors.

Although some individuals with ASD may respond to
dietary intervention such as removal of milk for symp-
toms of lactose intolerance, these need to be as-
sessed empirically as there has been reported a high
degree of placebo effect (See previous article
MHCAIDD Volume 9 Issue 2, 2018). There is not the
support for the use of casein-free diet or gluten-free or
combination for individuals with ASD.4 There is a need
for standardised definitions of adverse reactions to
both food and medications. The term food allergy is
sometimes applied where the reaction is non toxic but
immunologically generated.

The Medicine Cabinet: gastrointestinal
disorders and autism

Department of Psychological Medicine
The Children’s Hospital at Westmead

Gastro-oesophageal disorders are sometimes commu-
nicated especially in the non verbal developmentally
delayed by challenging behaviours including agitation
and aggression as well as sleep disturbance. So un-
derstanding the reason behind the challenging behav-
iour and treating can reduce the need for psychotropic
medication.

Medication used to treat gastrointestinal disorders
Neutralising agents

These include preparation such as aluminium hydrox-
ide gel and magnesium hydroxide gel (brand names
such as Mylanta® and Maalox®) have largely been
discontinued as they were used primarily for the neu-
tralisation of acid in heartburn and gastritis. Mylanta®
is now available in tablet form. For best results the
tablets should be taken apart from other medication
(at least 2 hours). There are also several drug interac-
tions with these preparations so use should always be
discussed with doctor and/or pharmacist. These prep-
arations also sometimes contained simethicone which
was added as it reduces the production of gas.

Anticholinergic agents

These are related to belladonna (atropine) and hyos-
cine preparations and by themselves can be helpful
for abdominal discomfort as well as peptic ulcers, diar-
rhoea as well as nausea and vomiting but there is an
additive effect with antipsychotic medications such as
risperidone, olanzapine and quetiapine together with
some antidepressants such as amitriptyline and
mirtazapine as they also have anticholinergic effects.
Additive anticholinergic effects include dryness of
mouth leading to increased risk of dental caries, con-
stipation, urinary retention and incontinence, agitation
and disorientation.

Proton pump inhibitors

This group of medications has been available since
1980s but their use has become more widespread
and availability increased with some being able to pur-
chase over the counter. They work by blocking the gas-
tric acid secretion of the parietal cells of the stomach


http://static1.1.sqspcdn.com/static/f/551166/28206629/1571801621113/The+Medicine+cabinet+Placebo.pdf?token=mhpTgyCyHZDK6694yy1NElQlKrc%3D
http://static1.1.sqspcdn.com/static/f/551166/28206629/1571801621113/The+Medicine+cabinet+Placebo.pdf?token=mhpTgyCyHZDK6694yy1NElQlKrc%3D

“understanding the reason
behind the challenging behav-
lour can reduce the need for
psychotropic medication...”

suppressing both the stimulated and basal acid secre-

tion when taken before a meal. These medications in-
clude pantoprazole, omeprazole, esomeprazole and
lansoprazole. They are primarily used to treat peptic
ulcer disease, help in eradication of Helicobacter pylori
infections, treatment and prevention of gastroduode-
nal ulcers caused by other medications including non-
steroidal anti-inflammatories (NSAIDs such as ibu-
profen), and gastrointestinal reflux disease (GERD).
These medications are commonly prescribed on PBS
and in 2018/9 esomperazole was number 8 in the list
of top 10 drugs by defined daily dose prescribed on
PBS/RPBS.

H2 antagonists
The other class of medications used for GERD is the
H2 antagonists such as cimetidine and ranitidine.

These work by inhibiting the gastric acid secretion by
blocking the histamine 2 receptors on the basolateral
plasma membrane of the parietal cells mainly during
the night. Not quite as effective for post meal reflux
but effective for gastroduodenal ulcers. H2 antago-
nist’s effect quickly rises after first dose but a toler-
ance can develop by gradually weakened acid sup-
pression with repeated administration over 2 weeks.
In recent times there has been some issues with the
manufacture of ranitidine, finding that it has been con-
taminated with N-nitrosodimethylamine (NDMA) and
thus supply has not been able to be guaranteed. Ci-
metidine use has also decreased due to potential for
drug drug interactions due to its ability to inhibit one of
the drug metabolising enzymes CYP2C9 and thus af-
fect the drug levels of several medications.

Some gastrointestinal conditions

Gastrointestinal reflux

Gastrointestinal reflux in very young may be associat-
ed with vomiting and regurgitation but improves by 12
months of age. Signs associated with gastro oesopha-
geal reflux disease (GORD) include failure to thrive,
oesophagitis, stricture, refusing to feed, recurrent
pneumonia, anaemia, dental erosions, apnoea and life
threatening events and these can be hard to describe
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and should be fully investigated not just as GORD but
also other conditions maybe contributing”.

Acid suppression

The stomach is only organ that secretes acid (pH 2).
Such gastric secretion is important for the sterilisation
of bacteria in ingested foods but also for digestion and
absorption of nutritional factors such as proteins, iron,
calcium and vitamin B12. These can lead to deficien-
cies.

Helicobacter infections

Helicobacter pylori is a bacterial infection causing gas-
tritis and peptic ulceration is prevalent in up to 30% of
adult Australians and primarily acquisition occurs dur-
ing childhoods. Apart from the gastritis symptoms,
there is also a degree of functional dyspepsia which
when treated with H pylori medication eases symp-
toms. It is diagnosed by a breath test or via scope.
Successful eradication treatment includes two differ-
ent antibiotics and a PPI (first line is esomeprazole)
over a 7 day course.

According to Australian Therapeutic Guidelines Gastro-
enterology, empirical treatment should be avoided in
children, and the ‘test-and-treat’ strategy for upper
gastrointestinal tract symptoms used for adults is not
appropriate. Children should only be tested for H. pylo-
ri in the rare situation where their symptoms are
strongly suggestive of organic disease. Upper gastroin-

testinal endoscopy is recommended to confirm H. pylo-

ri infection in children.”

Constipation

This can be overlooked as well as managed by the
general practitioner and can be medication related as
well as other factors. These can include poor food in-
cluding low fibre content or oral intake especially in
those with swallowing difficulties. Poor mobility and
severe intellectual disability also increase the inci-
dence of constipation. Constipation may be expressed
as intermittent pain and then in some circumstances
lead to constipating medications being prescribed to
fix a pain problem but also contributing to underlying
constipation problem.

Constipation in children had three principles of man-

agement.6

. Adequately soften stools to eliminate fear of
painful evacuation

. Empty rectum if impacted and keep it empty

. Encourage good toileting behaviour

Mild constipation is often treated with increased die-

tary fibre and toilet training and any use of laxatives

continued until after training has occurred or regular

bowel movements.

Chronic constipation will need laxatives used include
macrogol 3350 (brand names include Movicol or Os-
molax) powder which is dissolved in water or other flu-
ids as per instructions and the consumed. Other prep-
arations include lactulose as well as sorbitol. Liquid
paraffin 50% (Parachoc®) can also be used but con-
tains 50% chocolate flavouring. Daily dosing if prefera-
ble and needs to continue until stools are the correct
consistency - wet cement or porridge.6

After 2-3 months treatment and not inducing regular
stooling then stimulant laxatives can be started, these
include either bisacodyl tablets or enemas, senna
preparations or sodium picosulfate (Coloxyl Drops®).
Colicky pain is often an adverse effect of these prepa-
rations.

For severe faecal impaction, adolescents can have up
to 8 sachets of macrogol 3350 daily for 3 days under
medical supervision. If this unsuccessful then admis-
sion to hospital maybe needed. Followed by the regi-
men for chronic constipation.

Long term effects of proton pump inhibitors

While most of these epidemiological studies have
been in the older population there has been some in-
teresting findings which has lead the PBAC
(Pharmaceutical Benefits Advisory Council) to change
the benefits available for the PPIs on the PBS
(Pharmaceutical Benefits Scheme) in May 20109.

In recent years it has become apparent that there is
long term/chronic effects of proton pump inhibitor
(PPI) use, these include hypocalcaemia, hypomag-
nesaemia, Clostridium difficile infections, changes in
gut microbiome as well as small intestine bacterial
overgrowth and pneumonia. The long term loss of cal-
cium and magnesium can cause cardiac and bone
density problems leading to fractures and osteoporo-
sis. More epidemiological studies are needed.
Infections such as community acquired pneumonia
and C. difficile are possibly due to increase in the gas-
tric acid pH due to chronic use of PPIs leading to ina-
bility to suppress the opportunistic enteric bacteria
thus allowing colonisation.

“Poor mobility and severe

Intellectual disabllity also

Increase the incidence of
constipation...”




PBS changes

These included changes in the classification of doses
from highest, high and low to high, standard and low.
Restrictions on highest dose esomeprazole has in-
creased to needing a telephone authority. Standard
doses of PPIs all now require telephone authority pre-
scriptions and high dose treatment for GORD, have
symptoms which are inadequately controlled using
standard dose PPI. Standard dose treatment for GORD
is streamlined authority and be long term mainte-
nance in patients not adequately controlled using low
dose PPI. These restrictions will be reviewed in 2
years.
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Paying attention to the mental health of parents of children with a disability
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https://aifs.gov.au/cfca/2018/10/15/paying-attention-mental-health-parents-children-disability

This short article explores opportunities to build workforce capacity to better support the mental health of parents of chil-
dren with a disability.

Being a parent of a child with a disability can be challenging and stressful. Parents of children with a disability - particular-
ly mothers - have been shown to report poorer physical and mental health than mothers of typically developing children
(Gilson et al., 2018; Singer, 2006). There is a range of reasons why parents of children with a disability may experience
poorer mental health, including the intensity of the day-to-day care requirements for the family, the struggle to find ser-
vices for their child and family, social isolation, financial concerns and difficulty maintaining employment. Maternal mental
health is not only important for mothers but is integral to child development (Bernard-Bonnin, 2004).

The role of practitioners in supporting parental mental health

Although it is well recognised that parents of children with a disability have poorer mental health than other parents, there
are few services or programs in Australia that provide targeted support for parents of children with a disability. From a pop-
ulation-health perspective, there are many opportunities to improve the mental health of parents of children with a disabil-
ity given they are often in regular contact with early intervention, disability and health services for their child. However,
such opportunities are often hampered because professionals who work with children often lack the confidence, skills,
resources or time to talk to parents about their own mental health. Even for adult-focused practitioners who may be more
equipped to support the mental health of parents of children with a disability, it can be particularly challenging for these
parents to prioritise their own health and wellbeing, and so interactions with adult practitioners may be minimal and insuf-
ficient.

Child practitioners are in a unique position to support the parents of children with a disability because they have such a
thorough understanding of how the child’s needs and services may impact on the family, and often have an ongoing rela-
tionship with the family. However, to effectively support parents, it is important that child practitioners feel confident talk-
ing about parental mental health, know the boundaries of their role and are knowledgeable about referral pathways.

Training and professional development in this area is essential for practitioners. To be most effective, the training needs to
be complemented by a range of strategies across an organisation that support practitioners in their role. Researchers at
the University of Melbourne are currently working to develop and evaluate new programs to build the capacity of early in-
tervention services to better support the mental health of parents and the mental health of professionals. As part of this
work, the Staff and Parent Wellbeing in Disability Services study is currently evaluating a program that aims to increase
the self-efficacy of key professionals to better support parents’ mental health. More information about the study is availa-
ble on the University of Melbourne website.
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