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Our aim is to improve the health and wellbeing of adults with an intellectual and
developmental disability in Queensland, through multi-disciplinary research,
education and clinical practice.

A message from the Director

I wish you and your family an enjoyabl
very busy at QCI DD. QCI DD staff contin
integrated into the Mater Heal th Servi
especially Julie Gibson,l dC&toh y uRrnarkkl.i n
delivered by phone atcel eapmgdy o leimeati rnys ovre r f
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to gain funding for the devel opment of a 6édheal
use in the ®kFoanpwd gjlusstetftoammd out that with Proa

at the health status of people wit-dut nafeltl eretN

invol ved. QCI DD will continue to push for mor
However, Ghn Gt O T SRl ENNE “eRa | successes has been t|
the | ast few years. Dr Cathy Franklin succes
trainees to gain a higher | evel of expertise.
interest and expertise in the ment al heal t h of
t ' h¥e Sepylib | 8 e a¥m deSaar | S asl e¥skedelt o Ik & Tyh8iFesi .5 —ga N4 S
available to people with intellectual and deve
continue to have really excellent trainee psyc
to provide high quality ment al heal th care.

We continue to deliver research outputs with
applications in the second half of 2016. I
application to gain a BI CARE grant for #Alnvest|i
A truly i mportant piece of research which see
people with Down syndr ome. Anna Urbanowicz
accessibility of the Autism CRC health hub f
devel opment of O0heal th pat hwayso T AGRT childr

UNSW we successfully gained funding from the hii
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Il n August 2016, the | ASSID world congress was

way to and from the conference.

happy holiday season and sincerely thank you for
continued support and contribution throughout the

We look forward to working with you again next year.
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l ink with many other researchers across the gllobe

Finally although you have heard us crow about |t

intell ectual di sability, called the Able X ser|ie:
mont hs with many thousands completing the counse
courses are there for you to use, freely downl|oac
intell ectual di sability. You can hear the comme
end of this newsletter. They make interesting|re
aspire to improve the physical and ment al heal| th
di sability.

Nick Lennox

The QCIDD staff and students would like to wish you

ye
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QCI DD continues to run its telepsychia

Q: What is a Telepsychiatry clinic?

A Ml hiins i s a - sefliwnT™e_  Us idig" ~t h% i htesi mMet =and. asv
Heal th videoconferencing) to talk with peop
patient, their family and / or carers over
BUSSeISHTI] e Stk VEERE S S0t " 2 WP ENElS “ogn A " L CYol TP, e 8" 40 Y SR o
V' “de€ 0, Ca0uil NERr e NaC | NaOraat 8% W I AFt | easy

Q: Who can access the service?

A: Referrals can come through the existing ref
criteria for QCI DD apply (patient is age 17
di sability).

| f you are interested in telepsychiatry and vy

area (see below) we can proceed to book

Q: What equipment do |/ we need?

A: You need access to a computer that has a ca
present we are using Skype, which means you
next year we aim to be using a simpler Sys

Q: What if I/ we don't have access to a compute

AR Sto e eptelanpll e _p%" eafi el i T dFe® Lt M iMse ™S &' tF W e (" TR GLP" s
remote regions) have the necessary technol o
Il n other cases t re may be a care organi za
have access to suitable computer.
Alternatively, many regional and rural Quee
videoconference facilities that can be book

Q: What is an eligible area?

A: People who |ive in Brisban or arts of the
S¥eYrVAL_cye B L T et | Ty I f unsure, please ask us

Q: What i1is the cost?

A: This service is free to the patient and i s

Our experience so far is that whilst this serv

great help to people outside of Brisbane who ¢

for people with an intellectual or devel opment

Telepsychiatry Clinic (Skype Consultation)

L o T
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QCIDD Clinic
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i Mater Medical Centre Car Park %ﬁ,
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Security beoth s — Road Campus
Private emergency [ ] Wering gy
Adult emergency B

Mater Health Services
Mater Hill, South Brisbane campus map

QCIDD Clinic Level 4, Salmon Building
Stanley Street
South Brisbane QLD 4101
The clinic is situated on level 4 of the Salmon Building, and is part of the Mater Young Adult Health Centje Brisbane (MYAHC

Entry: take the lift on the ground floor on Stanley Street to level 4, turn left and proceed to the reception area.
Parking: there is a disabled car park on Stanley Street or park in the Mater Hill (Water Street) Car Park.

Alternatively you may park on the street in a metered space. m

PLEASE NOTEyou have specific mobility issues,
please contact the Clinical Coordinator on (07) 3163 2524 for advice/assistamcEI Shanal Pasaia Ervamtiansl Pare.

This should be done well in advance of the appointment.
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QCI DD Research

Lyn McPl
REEVs cTarpceh." 1@
Grants:
Dr Cathy Franklin was successful in obtaining a BICARE grant for “Investigation of Catatonia and Acute
Regression in Down Syndrome” study over a 3 years period. Cathy is the Principal Researcher for this study
which is conducted in collaboration with a number of eminent researchers from the QId Brain Institute at UQ.
The study will use MRI imaging, amyloid PET scans, genomic sequencing, blood inflammatory biomarkers and
stem cell research to investigate the cause of catatonia and acute regression in young people with Down
Syndrome.

Prof Nick Lennox and Anna Urbanowicz were successful in obtaining funding from Autism CRC in the 2016
grant round for utilisation and innovation projects. The project will involve the utilisation of health hub
resources by adults on the spectrum with intellectual disability and their caregivers. They are also team
members of two other successful projects for designing a ‘health passport’ for children, adolescents and adults
with disability for use in the hospital setting and the development of ‘health pathways’ for children, adolescents
and adults on the autism spectrum. $ ¢ 6 P dzo 8 YOND P2 NH P dzk KS I f { K K dzd

In other recent news, Prof Lennox is a chief investigator on a project led by Prof Julian Trollor from the
University of New South Wales that has been successful in receiving funding from the National Health and
Medical Research Council for 2017. This project will link administrative and health data from multiple sources
to examine the health and health service use of people with intellectual disability in NSW and compare these
results with those of a matched general population group. It will also examine the impact of the NDIS roll-out on
health service use in NSW and hopefully directly influence strategies directed at improving the health of people
with intellectual disability.

QCIDD Staff Attend IASSIDD

The 15th World Congress of the International Association for the Scientific Study of Intellectual and
Developmental Disabilities (IASSIDD) was held in Melbourne 14-19 August 2016. The fact that this was held in
Australia meant that more QCIDD staff than normally are able could take the opportunity to attend this event,
which brings together the most respected international researchers in the field. Nick Lennox, Cathy Franklin,
Julie Gibson, Anna Urbanowicz, Lyn McPherson, Cindy Nicollet and Katie Brooker all packed their overcoats
and headed south. During the six days, they attended presentations, poster sessions, roundtables and work-
shops, learning much about the current state of research in their areas of interest. Nick, Anna, Cindy and Katie
gave oral presentations and presented posters during the week

Presentations

Nick Lennox
Improving health advocacy and health outcomes in adolescents with intellectual disabilities.
The health of adolescents with intellectual disabilities
AbleX — Intellectual disability healthcare around the world: a poster.

Cindy Nicollet
A systematic review and meta-analysis of psychological interventions for adolescents and adults on the autism spectrum
with anxiety
The experience of anxiety in adults with autism: A qualitative analysis.
An anxiety intervention program for adults on the autism spectrum, a pilot study: a poster.

Katie Brooker
The relationship between social support and physical activity for adults with intellectual disabilities.
Applying inclusive qualitative research practices with adults with intellectual disabilities: some reflection: a poster.

Anna Urbanowicz
The development of new evidence-based resources for health professionals who work with adults on the autism
Spectrum
Choice making in Rett syndrome: a descriptive study using video data.
A exploration of the use of eye gaze and gestures in females with Rett syndrome
The oral health and dental needs of adults on the autism spectrum: a poster.

her
PROR
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It is at the International Congress that IASSIDD recognise outstanding
contributions in the field of intellectual and developmental disabilities. Professor £
Lennox was awarded the status of IASSID Fellow and was also the recipient of the
Distinguished Achievement Award (Research) which is given in recognition
of formulations and investigations which have contributed significantly to the
sciences; for either a major single contribution or a sustained and important
contribution over a lifetime. QCIDD staff cheered loudly as Nick took to the stage to
receive this award from Vianne Timmons, the president of IASSIDD.

Photo courtesy of IASSIDD, photographer
International Rett Syndrome Conference RTT 50.1 Geoffrey Pfitzer, Travel Design

This September post-doctoral research fellow, Anna Urbanowicz, attended the
International Rett Syndrome Conference held in Vienna, Austria. The
conference coincided with the s5oth anniversary of Andreas Rett’s first
publication on Rett syndrome and provided an opportunity for conference
attendees to reflect on the last 50 years of research and to look forward to the
future of research in Rett syndrome. Anna presented on her PhD work
exploring the communication abilities of girls and women with Rett syndrome.
Anna together with colleagues from across the globe, presented a poster
outlining the development of clinical guidelines for the management of
communication in individuals with Rett syndrome. The guidelines will provide

Photo left to right: Helena Wandin,

2 c c 9 : g g Th Bartolotta, Anna Urb icz,
much needed information and direction for professionals and caregivers in the Saﬁ;‘fﬁmi}a‘;‘;ﬂa& T o el e

management of communication and will ensure consistent information is
provided to families around the world. If you are interested in learning more
about the clinical guidelines project please contact Anna on 07 3163 1983 or a.urbanowicz@ug.edu.au

Visitors to QCIDD

On her way to the International Association for the Scientific Study of
Intellectual and Developmental Disabilities (IASSIDD) 15th World
Congress in Melbourne Esther Bakker-van Gijssel, an experienced
specialist physician in the health care of people with intellectual disability
from the Netherlands came to visit QCIDD. She is doing her PhD on health
‘maintenance/health assessments in the Dutch system and was keen to
L . learn as much as possible as to how a tool like the CHAP could be
embedded into primary care.

Also on her way to IASSID, Dr Deborah Chinn, a clinical psychologist and researcher based at King's College London
stopped off in Brisbane. She gave a short presentation at QCIDD on her project looking at the health communication of
people with intellectual disabilities, which included video-recordings of GP health checks with people with intellectual
disabilities to look in detail at communicative strategies used by all participants that contribute to patient involvement and
decision-making.

We were also asked to host a delegation sponsored by American Association on Intellectual and
Developmental Disabilities (AAIDD) led by Margaret Nygren EdD, Executive Director & CEO of AAIDD.

The goal of the delegation was to research the supports provided for people with intellectual and developmental
disabilities in Australia. As Brisbane was their first stop in Australia, QCIDD organised a workshop for the visitors to give
them a brief overview of the Australian health system and intellectual disability from a Queensland perspective. Speakers
included our own Prof Nick Lennox and Dr Cathy
Franklin who spoke on physical and mental health
services respectively.

Ms Jodie Griffiths-Cook, who recently resigned as
Queensland Public Advocate to move to Canberra,
spoke on Advocacy & Guardianship in Australia and
Prof Leslie Chenoweth presented on Intellectual and §
Developmental Disability Policy and Practice in
Australia.
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Auti sm CRC

QCI DD contributes to Program 3 of the AuCRC
for people living with autism to successiege.e| tr
hi gher education and empl oyment, and i dentify |bes
Pl ease read on to find out more about our exci|ti
need to have a diagnosis of autism to participlat
everyone who has already parti.cipated for theifr \

Comprehensive Health Assessment Program (CHAP)]| f

We have adapted the Comprehensive Health Assesg$sn
spectrum with intell ectual di sability and are |cu
The evaluation involves the adult visiting thelir
carried out in Brisbane QLD, Mel bourne VI C, Syl|dne
I f you are interested in participating in thip g
1983awtri sm. adul thealth@uqg. edu. au

Australian Longitudinal o't-upd y*. o f g dar-lf s Wi tyht TANLE
Researchers from the Autism CRC and the Univer|si
nat-wode questionnaire based research study whilch
and well being of autistic adults and their carfer:
ign autistic adult over th age of 25 and | ivihg
Il a) n-awmt i stic adult over the age of 25 and Ilivipg
el ) a riesr ~Tofr W8 a mi Sy ~“Mmember o “at WU .0 syl ctaldiu | ot ek
We are in urgeaut inseteidc oafdunam to f il | out the |qu
knowomeone who might be, pl ease contact Dr Kitlty
autismcrc@umsw.gowdu.oaua his | ink:

h AslEspts S [« ardEt s stnrc 4ic . «a el J, SauUiar it ¢ i .cY% < (Ceonin/MEf e [PE o DRl SINE
School Leavers Longitudinal Study

Researchers from the Autism CRC and the Ol ga |Tel
young adults on th24 speatsumthged pé&rents and vy
popul ation to pawidei pateld Lenda asntaedy nabout wundler
of transitioning from secondary school to eithler
student on th spectrum and their families.

For mor e
CaiR. Cai @l

i nformation pl eaMeUlcjoant ecitc @I)a tdiro tves. dRduy

atrpbe. edu. au
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QCI DD Educati on

Miriam Tayl or
Educati on Coordi|nat

Since September 2016, the QCI DD educators have| dc

Professor Nick Lennox presented to the ASI D Nqgw
Dr Cathy Franklin presented to psychiapregséntj neg
| oig me tutor, Peter McMeekin, on disadvantagefd ¢
presented to Centacare managers and then to Metr
mo o C .

Miriam was involved with a powerf ul coalition |of
present Queenslandbés first state forum on examin
for persons with an ThmpaRimenhs ©OfatbdeRmi"Baamtembe

and was well attended with such speakers as Mi cl
Australian Lawyers for HumanABRC ghu st r alhii an f Svtha oy f
exami ned t he sexual 1 ~g sl s o f lat t ®o U p Iwevw.wa bi d]. nl

content/ 2016/)s,453®0®t489witenh Mi ri am had a great |[de:
Kirstin Murray.

The ABLE X Series has been reviewed and we arle |
through from 135 countries over siXx mont hs! The
pl eased t o aanneduenacsee tohfe arlel t hree courses. You |ca

ABLE10Through nmyockiyses on the stories of people with ilnte

families and supporters. Over four part s, students will

intell ectual di sability, their experience of speci fic |syn
Students will |l i sten to family members speaking about co
i ndependence. The final component focuses on the histofry
el @ NI VE .57 e O Mmmom nEel i Gomnel il oms, ands heal . @i eme el ms

https://www. edx.-ey @ hknctoeulrisees & tinandoiutigy 100 1 x

ABLE20 Wel | anax aAmbilnrees t he specific physical health i sstes
i ncluding, or al healt h, syndrome specific hevaelrtbhali spsauteilse n t
healt h, and interactions between tertiary and primary |hee
i ncluding issues associated with aging and spasticity, anoc

https:// www. edxa.bdireqp rcapdiryssgh/evaculgit b | e 200 1 x

ABLE30DAkIME ndfedcuses on the ment al health issues of peopl e
. hies S cloompiliserx St i el sk "o f di agnosing ment al hrerabls t R i s isgufeds ais = S
assessment s, screenings, and treatments used. There i s| a
practice with patients who often require substituted cdnse
https:// www. edxmiondigedndheedasked baghlife b | e 300 1 x

We wi | | continue providing high quality educatfio
t hABLE XSiemr iwmsi versity courses around Australia a
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QCIDD links to view at your leisure

QCIDD’s website— https://qcidd.centre.ug.edu.au

QCIDD’s person-centred website— www.qcidd.com.au

ASK Diary (Advocacy Skills Kit Diary) https://itunes.apple.com/au/app/ask-diary-advocacy-skills/
1d1095955087?mt=8

ABLE101x Through my Eyes—Intellectual Disability Healthcare around the

World— https://www.edx.org/course/through-eyes-intellectual-disability-ugx-able101x-0

ABLE201x Well and Able—Improving the Physical Health of People with
Intellectual Dlsablhty— https://www.edx.org/course/well-able-improving-physical-health-ugx-able201x-0
ABLE301x Able-Minded—Mental Health and People with Intellectual Disability—

https://www.edx.org/course/able-minded-mental-health-people-ugx-able301x-0

QCIDD’s YouTube channel— https://www.youtube.com/channel/UChCUpCHdvnHGAf8SBOuV_tA

Are you a doctor? Interested in boosting your points? Our free online 12-module
course RACGP ALM Healthcare for People with Intellectual Disability is a further
addition to the RACGP Curriculum on developmental disabilities and includes lec-
tures, downloadable case histories, webinars, videos and links to external sites
with addition information. Email to m.taylora@uq.edu.au to receive an invite today.

Do you have diabetes or do you support someone who does? If so, our free online
printable manual, Diabetes to the Point, is available for you here—
https://qcidd.centre.uq.edu.au/resources/diabetes-point

Scared of going for blood tests or CT scans or X-rays? Desensitise yourself here—
https://qcidd.centre.uq.edu.au/resources/desensitisation-programs

Having a yearly health check keeps you well, and here’s why—

http://eshop.uniquest.com.au/chap/
Tweet to @QCIDD for up to-date news and ideas
Facebook—https: //www.facebook.com/qcidd.uqg

Other links of interest

Upholding the right to life and health: A review of the deaths in care of people with disability in

Queensland—A systemic advocacy report—http://www.justice.qld.gov.au/ _data/assets/
pdf file/0008/460088/final-systemic-advocacy-report-deaths-in-care-of-people-with-disability-in-Queensland-
February-2016.pdf

Disability and a Good Life: Thinking through Disability—

https: //www.futurelearn.com/courses/thinking-through-disabilit

Disability and a Good Life: Working with Disability—

https://www.futurelearn.com/courses/working-with-disability

Australian Association of Developmental Disability Medicine (AADDM)—http://aaddm.com.au/

Australasian Society for Intellectual Disability—https://www.asid.asn.au/
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