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Convenor’s Welcome

It is with the greatest of pleasure that the PANDDA 

Committee welcome you to Sydney and Parramatta 

for the 33rd Annual National PANDDA Conference 

and Annual General Meeting. The theme for this years 

Conference is NURSES: Engineering Health Pathways 

know me for my specialist nursing knowledge. 

PANDDA has assembled an inspired and passionate 

group of presenters and you will discover the work 

of the Keynote Speakers - Professor Alison McMillan, 

Ms Rae Samuel, Professor Christine Duffield and 

Professor Mary-Ann O’Donovan, along with the 

Invited and Program Speakers to be both inspiring and 

extraordinary. You will hear from people with a lived 

experience, families, nurses, medical specialists, and 

Governments who are leading with passion and purpose 

including advocating the abilities of people with 

intellectual developmental disabilities. We are pleased to 

announce that The Hon. Ged Kearney Assistant Minister 

for Health and Aged Care will open the conference.

As always, you will have the opportunity to debate, 

contribute and discuss the topics being presented and 

there will be ample opportunities to catch up with 

familiar faces and make new connections during the 

conference, networking is and will remain an important 

forum within the Annual PANDDA Conference. The 

PANDDA Annual General Meeting will be held during 

the conference this is your opportunity as a Member to 

join and take on a Committee position and contribute to 

the Profession of Nursing in developmental intellectual 

disabilities, new committee members are welcome. 

So come and Celebrate bring your stories your passion 

and your commitment to people, their families and 

PANDDA; change is all around and nurses are involved, 

engineering new and exciting health pathways, much is 

happening and there are many stories to be told.

Thank you for your attendance at the PANDDA 

Conference either here in Parramatta or online via 

live streaming. Thanks also go to your employers 

who have continued to value the Annual National 

PANDDA Conference. 

My sincere thanks go to the PANDDA Committee 

who have been working toward this conference for 

the past 15 months my congratulations to you all in 

delivering what is set to be a truly an extraordinary 

PANDDA conference. 

Our sponsors have once again been generous and 

willing partners. PANDDA looks forward to meeting 

with you all during the Conference on the 24 and  

25 November 2022 at the Novotel Hotel Parramatta.

The 2023 Conference planning is underway and 

PANDDA is looking for Members to be Co-conveners 

and also members of the Conference Committee 

for the 2023 Annual National PANDDA Conference. 

There are large and small roles available – please 

consider the opportunity to set the agenda for 2023 

PANDDA Conference. 

I trust you will you leave the 33rd Annual National 

PANDDA Conference feeling enthused and you will 

be able to use knowledge learned to engineer health 

pathways in your roles as nurses supporting and caring 

for people with intellectual developmental disability.

Warm Regards, 

Bob Weaver OAM 

on behalf of the Conference Committee
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Welcome everyone to the Professional Association 

of Nurses in Developmental Disability 33rd Annual 

National Conference.

PANDDA’s 2022 Conference offers us all a chance to 

truly reconnect after the long time that we have been 

restricted in our capacity to meet, interact, laugh and 

talk about nursing together under the one roof. And, 

wow, what a great conference program we have this 

year! 

A huge thanks to Bob Weaver and the PANDDA 

Conference Committee for once again pulling together 

an informative and diverse program over two days. 

It is wonderful see so many specialist nurses giving 

presentations about their amazing work this year. Let’s 

hope this inspires others to consider presenting in the 

years to come. We also have some national leaders 

giving keynote and invited addresses and I’d like to 

thank them all for offering to profess their expertise at 

this year’s conference. 

President’s Welcome

As is always the case, the conference is not possible 

without the support of our sponsors, and we thank 

them for their support this year.

The PANDDA annual general meeting will be held 

during the conference. This is an important meeting 

where a new committee will be elected and I urge all 

PANDDA members to consider becoming a part of the 

PANDDA committee. New ideas and diverse impetus 

are always needed and welcome.

On behalf of the PANDDA executive, we hope that 

you will not only enjoy this conference and the 

time to connect with like-minded peers, but also to 

embrace the continuing professional development 

opportunities our wonderful speakers offer. Once 

again, a sincere acknowledgement to you all for the 

work that you do supporting and caring for people 

with intellectual and developmental disabilities, their 

families and their key supporters.

Associate Professor Nathan Wilson,  

PANDDA President

Major Sponsors Other Sponsors
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8.45am Welcome: Bob Weaver OAM, Conference Convenor

8.55am Acknowledgement to Country: Denise Robinson, PANDDA Committee

9.00am Conference Welcome: The Hon. Ged Kearney, Assistant Minister Health & Aged Care (Video)

9.10am Invited Speaker: A/Professor Melissa Desroches, University of Massachusetts, Dartmouth USA

Chair: Rhonda Beggs, PANDDA Committee

9.50am Keynote Speaker: Ms Rae Samuel, Executive Director, Keogh Bay Consulting 

Chair: Gail Tomsic, PANDDA Vice President 

10.35am Morning Tea

11.15am The Hunter New England LHD Specialised Intellectual Disability Health Team (SIDHT)

Trish Stedman, CNC/Team Leader; Dr Ria Leonard, Psychiatrist; Dr Kate Thomson Bowe, Paediatrician;  
Dr Sachi Fernando, Rehabilitation; and Karissa Freestone, Social Worker

“Respect, Deciding with People with an Intellectual Disability”

Chair: Sue Easton, Conference Technical Convener

12.00md Invited Speakers: Natalie Graham, Health Promotion Manager; Olivia Sidhu, Health Ambassador;  
Rohan Fullwood, Health Ambassador; Down Syndrome Australia

Chair: Maree McCulloch, PANDDA Committee

1.00pm Lunch

1.40pm PANDDA President Update: A/Professor Nathan Wilson

2.15pm CONCURRENT 1
JARRAH ROOM 
Chair: 
Julie Gibson

CONCURRENT 2
MADISON ROOM 
Chair:  
Denise Robinson

CONCURRENT 3
AVALON ROOM
Chair:  
Jennifer Bur

CONCURRENT 4
LENNOX ROOM 
Chair:  
Maree McCulloch 

Session 1 1. Dr Laurel Mimmo RN 
Karen Phillips, Maya 
Tokutake, Debbie  
van Hoek & Matthew 
van Hoek 

What is the role of 
patient experience 
in optimising the 
quality and safety of 
healthcare delivery for 
inpatient children with 
intellectual disability? 

1. Kristine Datuin CNC

Paving the Way to 
Settlement – Newly 
Arrived Refugees with 
Intellectual Disability

1. Virginia Howie RN & 
A/Prof Anthony Welch 

Acute care registered 
nurses caring for 
people with intellectual 
disability: An 
educational void

1. Sharon Paley RN & 
Tassiana Gorday RN

Complex Healthcare 
Planning; developing 
and implementing 
effective support

Day 1. Thursday 24 November 2022 
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Session 2 CONCURRENT 1 
JARRAH ROOM 

Chair: 
Julie Gibson

CONCURRENT 2 
MADISON ROOM 

Chair:  
Denise Robinson

CONCURRENT 3 
AVALON ROOM

Chair:  
Jennifer Bur

CONCURRENT 4 
LENNOX ROOM 

Chair:  
Maree McCulloch 

2. Maria Heaton CNC

Patient Centred Care- 
Planning for Admission: 
What Does It Really 
Take?

2. Dr Natasha Jojo RN 
& Robyn Rosina

What is effective sex 
education for children 
and young people with 
intellectual disability: A 
systematic review

2. Heather Miller RN

Engineering health 
pathways in intellectual 
disability through the 
role of nurse health 
educator

3. Dr Natasha Jojo RN

Effectiveness of a sexual 
abuse prevention 
program for children 
with intellectual 
disabilities 

3.15pm Afternoon Tea 

3.30pm Invited Speakers: PANDDA/UWS Research Project: Dr Peter Lewis and A/Professor Kathryn Weston

Chair: Bob Weaver, Conference Convenor

4.00pm Keynote Speaker: Professor Christine Duffield, Emeritus Professor at Edith Cowan University, Perth  
and University of Technology Sydney and President of the Australian College of Nursing

Chair: A/Professor Nathan Wilson PANDDA President 

4.45pm Day 1 Close: Bob Weaver, Conference Convenor

4.50pm Invitation: Welcome Reception

Day 1. Thursday 24 November 2022 
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8.30am PANDDA Annual General Meeting 

Chair: Gail Tomsic, PANDDA Vice President 

9.05am Welcome: Bob WeaverOAM, Conference Convenor

9.15am Acknowedgement to Country: Denise Robinson, PANDDA Committee

9.20am Day 2 Welcome: Professor Alison McMillan PSM, Chief Nursing and Midwifery Officer Australia (Video) 

9.25am Invited Speakers: Mandy Donley, Victorian Senior Practitioner and Anthony La Sala, Systems Manager, 
Department of Families, Fairness and Housing Victorian Government

Chair: Rhonda Beggs, PANDDA Committee

10.15am Morning Tea

10.45am Keynote Speaker: A/Professor Mary-Ann O’Donovan, Conjoint Associate Professor and Executive 
Director, Centre for Disability Studies, University of Sydney

Chair: A/Professor Nathan Wilson, PANDDA President 

11.30am Sponsorship Speaker: Carmel Curlewis, Accredited Practising Dietitian, Advantage Nutrition:  
Sponsored by Abbott Nutrition Australia 

Chair: Sue Easton, Conference Technical Convenor

12.15pm Invited Speakers: Tracey Corbin-Matchett and Joni Campbell, Bus Stop Films

Chair: Bob Weaver, Conference Convenor

1.15pm Lunch

1.45pm 

Session 1

CONCURRENT 1 
MADISON ROOM

Chair:  
Julie Gibson

CONCURRENT 2 
JARRAH ROOM

Chair:  
John Ryan

CONCURRENT 3 
AVALON ROOM

Chair:  
Maree McCulloch 

CONCURRENT 4 
LENNOX ROOM

Chair:  
Denise Robinson

1. Dr Laurel Mimmo RN

Development of a 
theoretical care model, 
the QualKIDS care 
partnership Circle, 
using paediatric 
nurses’ perceptions of 
good experiences of 
care for children with 
intellectual disability

1. Elisha Deegan RN

Cardiopulmonary 
resuscitation and 
basic life support for 
people with atypical 
chest shapes and 
wheelchair users: 
Toward supplemented 
education and 
emergency 
management plans 
delivered by specialist 
nurses

1. Macey Barrett RN & 
Moria Bochholtz RN

SPECTROM: A way 
forward, reducing the 
overuse of psychotropic 
medications

1. Lisa Wragg RN

Toilet Time Colouring 
Books • Me, My Bladder 
and Wee • You, Your 
Bowel and Poo

Day 2. Friday 25 November 2022 
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Session 2 CONCURRENT 1 
MADISON ROOM

Chair:  
Julie Gibson

CONCURRENT 2 
JARRAH ROOM

Chair:  
John Ryan

CONCURRENT 3 
AVALON ROOM

Chair:  
Maree McCulloch 

CONCURRENT 4 
LENNOX ROOM

Chair:  
Denise Robinson

2. A/Prof Nathan 
Wilson

Toward a systems-
led, biopsychosocial 
framework to underpin 
oral health supports for 
people with intellectual 
and developmental 
disability

2. Natalie Duckworth 
RN

Medication oversight, 
governance, and 
administration in 
intellectual disability 
services: legislative 
limbo

2. Dr Natasha Jojo RN

Educational needs of 
nurses working in the 
intellectual disability 
nursing sector in 
Australia 

2. Alison Devitt RN

Virtual Care for people 
with Intellectual 
Disability: Preparing for 
communication success

2.50pm Invited Speaker: Dr Samuel Arnold, Lecturer, Department of Developmental Disability Neuropsychiatry 
(3DN), University of New South Wales 

Chair: Jennifer Bur, PANDDA Committee

3.35pm Afternoon Tea 

3.50pm PANDDA Awards 

Chair: Virginia Howie, PANDDA Committee

4.00pm Invited Speaker: Dr Kaitlyn Parratt, Neurologist and Epileptologist, Royal Prince Alfred Hospital,  
Sydney Australia

Chair: Gail Tomsic, PANDDA Vice President

4.45pm Conference Close

Invitation to the 2023 PANDDA Conference, Bob Weaver and Nathan Wilson 

4.50pm Farewell Drinks

Day 2. Friday 25 November 2022 
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Conference Opening Day 1
We are pleased to announce that the Hon Ged Kearney MP, Assistant Minister for Health and Aged Care  

will open the conference and welcome conference attendees. 

Hon Ged Kearney MP

Ged Kearney is the Federal Member for Cooper. Ged has served in the parliament since March 

2018, when she was elected in a by-election. She is the first woman to hold the seat.

Ged is the Assistant Minister for Health and Aged Care.

Ged started her working life as a nurse and rose to become Federal Secretary of the Australian 

Nursing Federation. From 2010, Ged served as the president of the ACTU – the peak body of 

Australia’s union movement – where she fought for better conditions for Australian workers. 

Ged’s working life – from nurse to President of the ACTU to parliamentarian – has been about 

fighting for the rights of others. 

She is a strong voice for social justice, workers’ rights and universal healthcare inside Labor and 

the Parliament. Ged is a passionate advocate for the environment and throughout her career 

she has supported a humane response to refugees.

Ged was born and raised in Melbourne and lived in Cooper for over 25 years. Ged has four 

children, two stepdaughters and four much loved grand children.



8 33RD PANDDA CONFERENCE 2022

Professor (Practice) Alison J. McMillan PSM 

Alison McMillan commenced as the Australian Government Department of Health’s Commonwealth 

Chief Nursing and Midwifery Officer in November 2019. She provides high-level policy advice to the 

Minister for Health and Aged Care, the Executive and staff within the Department of Health, in areas 

including primary care, mental health and aged care.

Alison is a Registered Nurse with a Critical Care Nursing Certificate, a Bachelor Degree in Education, 

a Master of Business Administration, she has held senior executive roles in government and health 

services within Victoria including the Chief Nursing and Midwifery Officer, Director of Quality, Safety 

and Patient Experience and Director of Health Emergency Management.

Alison is a member of the Australian Health Protection Principal Committee contributing to advice 

provided to the National Cabinet during the COVID-19 pandemic and, chair of the Infection Control 

Expert Group providing advice and information on best practice on infection prevention and control 

in the community, hospitals, aged care, schools and community sport. Alison has been a part of a 

team providing communication to the community, which is clear, honest, and compassionate

She was awarded a Public Service Medal in June 2021 for outstanding public service to driving the 

Government’s national health response priorities during the COVID-19 pandemic, particularly to 

infection prevention measures. a National Emergency Medal in recognition of service following the 

2009 Victorian Bushfires National Emergency Medal and a in 2021 a Humanitarian Overseas Medal.

As an Australian Medical Assistance Team (AUSMAT) member Alison has deployed on a number of 

occasions including the repatriation of Australians from the Diamond Princess Cruise ship in Japan 

(2020), Fiji following cyclone Winston (2016), Vanuatu following cyclone Pam (2015) and Banda 

Aceh, Indonesia (2005) following the Indian Ocean Tsunami.

Alison is currently leading a range of strategic projects including: 

• The National Nursing Strategy (the Strategy) which will set out a vision for the future of 

nursing in Australia and will articulate priorities for action to help support a capable, resilient 

nursing profession delivering person-centred, evidence-based, compassionate care to Australian 

communities across all sectors.

• A supply and demand study of the nursing workforce is underway. The study aims to take recent 

data (from 2015 to 2020) to quantify the nursing workforce in Australia and include future scenario 

projections of workforce requirements at the National and State and Territory level.

• The Nurse Practitioner 10 Year Plan will describe a set of actions that can be taken to address 

nurse practitioner workforce issues of national significance to enhance the delivery of nursing care 

to the Australian community.

Welcome to Day 2
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Rae Samuel

Rae completed her Mental Retardation Nursing Certificate at what was then Marsden Hospital, 

registering as a nurse in 1986. Inspired by the people with disability she worked with, colleagues 

and educators, she developed an abiding passion for improving the lives of people with disability, 

particularly intellectual and developmental disabilities, and a desire to help break down the barriers 

they face to living full lives as members of our community. 

Since then Rae has pursued a career in health and human services, particularly in the disability and 

community sectors, where she has worked in clinical, education, research, public sector leadership 

and consulting positions. As a consultant in a large, multinational firm Rae worked on many large- 

and small-scale projects where she was able to use her knowledge of the human services sector and 

government strategy and operations to strengthen the capabilities and performance of numerous 

Government agencies, programs and services, as well as Non-Government Organisations, to achieve 

better outcomes for their clients. This included many projects to improve the quality of services for 

people with a disability.

Three years ago Rae joined Keogh Bay Consulting as an Executive Director. Working with this 

majority Aboriginal owned business has seen Rae involved in a range of projects that involve 

building the capability of Aboriginal and Torres Strait Islander organisations and undertaking 

reviews of programs focused on improving the health and wellbeing of Aboriginal and Torres 

Strait Islander individuals and communities. A particular focus of her work is providing support and 

training to services providing health, aged care and disability supports in rural and remote areas 

across Australia.

Rae is proud to have been a foundation member of PANDDA.

Professor Christine Duffield

Christine’s career spans over 40 years working in Canada, New Zealand, the UK and Australia as a 

clinician, educator, manager and researcher. She is Emeritus Professor at Edith Cowan University, 

Perth and the University of Technology Sydney. She is a highly accomplished researcher and is one of 

the top 10 most-cited nursing and midwifery professors in Australia and New Zealand. 

Christine was named in Mendeley’s top 100,000 cited researchers in the world. She is an 

experienced Board Director and is currently serving as the President/Chair of the Australian College 

of Nursing (ACN). 

Keynote Speakers
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Associate Professor Mary-Ann O’Donovan

Mary-Ann has extensive experience working in the disability and public sector in Ireland. Since 

completing her PhD, Mary-Ann has moved from the role of post-doctoral research fellow to 

Assistant Professor in Trinity College Dublin to Conjoint Associate Professor and Executive Director of 

the Centre for Disability Studies in the University of Sydney (CDS). CDS is a not-for-profit organisation 

and research affiliate of the University of Sydney. 

Mary-Ann’s research has a strong focus on accessibility and inclusion across the spectrum of health, 

higher education and housing for people with intellectual disability, with a concomitant emphasis 

on translation and capacity building within the sector and with people with intellectual disability. 

Mary-Ann co-ordinated, taught and designed curriculum and assessment for the first ever accredited 

programme for students with intellectual disability in Trinity College. Thus, experience of working 

with people with intellectual disability extends beyond research and covers education, assessment 

and learning. 

Mary-Ann is lead researcher on the transitions theme for the Intellectual Disability Supplement to 

the Irish Longitudinal Study of Ageing (IDS-TILDA) and Adjunct Associate Professor with the School 

of Nursing and Midwifery in Trinity College Dublin. She has secured funding as CI on major EU 

funded intervention projects and national research projects in Ireland and Australia.
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Natalie Graham, Health Program Manager, Down Syndrome Australia

Natalie Graham is a committed disability advocate with a strong focus on ensuring that people with 

intellectual disability are given opportunities to have a say in the programs and services that are 

meant to support them. Natalie believes that everyone has the right to be listened to and it is only 

through listening to people with intellectual disabilities, that we can improve health and disability 

services in Australia.

Natalie’s work and life experiences inform all that she strives to achieve towards inclusion for people 

with Down syndrome and intellectual disability, especially in health. Natalie is a Registered Nurse 

of 35 years, holds a master’s degree in public health from Deakin University, majoring in Health 

Promotion and is a mother of 4 daughters, one who was born with Down syndrome. Natalie joined 

the board of Down Syndrome Victoria (DSV) in 2005 and later sat as chair of DSV (2011–2016). In 

2020 Natalie joined the team at Down Syndrome Australia as the Health Program Manager, a role 

which combines all her experiences.

Olivia Sidhu, Health Ambassador, Down Syndrome Australia

Olivia is a polite, loving, independent young lady, who loves keeping busy. She loves going shopping 

with friends and spending time with family. She also loves to keep fit and healthy and plays netball 

and enjoys dancing. Olivia has two jobs, receptionist at SJB Architecture and health ambassador at 

Down Syndrome Australia.

Olivia wants to advocate for people with Down syndrome and make a positive difference in their 

lives. She wants to influence and educate healthcare workers to include all people with Down 

syndrome in their own health conversations. Olivia knows that by including people with Down 

syndrome in the conversation they are better able to understand and be a part of their own health 

outcomes.

Rohan Fullwood, Health Ambassador, Down Syndrome Australia

Rohan is a good-looking, hard-working, recently retired man, who likes to spend time with his family 

and being a good uncle. Now he has more time, he enjoys keeping fit and healthy and playing 

ten pin bowling. Rohan also enjoys traveling the world. Rohan is a Health Ambassador for Down 

Syndrome Australia, so that he can help people with Down syndrome especially as they start to get 

older. He thinks that it is really important for health care workers to make sure that people with 

Down syndrome are listened to and understand what is happening in their own health.

Invited Speakers
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Mandy Donley 

Mandy is a credentialed Mental Health Nurse working as the Victorian Senior Practitioner to reduce 

and eliminate the use of restrictive practices in Disability Services. Mandy trained in a 1000 bed 

institution in the Northeast of England and has been advocating for least restrictive practice ever 

since. Mandy moved to Australia in 1997 and started work at the Victorian institute of Forensic 

Mental Health. In 2007 Mandy moved to work with Jeffrey Chan the inaugural Senior Practitioner 

in Victoria to address the issue of chemical restraint in Disability Services. Mandy has worked as the 

inaugural Principal Practice Leader and Education Principal Practice Leader, as part of the Special 

Needs Plan for Victorian Schools. Also, in 2018 Mandy became the inaugural Senior Practitioner, 

ACT. This included oversight of restrictive practice in Schools, Disability Services and Child Protection.

In 2021 in collaboration with Imperial College London, Mandy launched the #stompoz website in 

Australia. (https://asid.asn.au/stompoz/)

 

Anthony La Sala (Co-presenter with Mandy Donley)

Anthony is a System Manger with fifteen years of experience working alongside a multidisciplinary 

team with the Victorian Senior Practitioner. Anthony specialises in information technology and 

data analysis and is responsible for introduction of the Restrictive Intervention Data System (RIDS) 

in Victoria to monitor the use of Restrictive Practices on People with a Disability in 2007. Trained as 

accountant, Anthony progressed to statistical analysis and computer systems and has been involved 

data analytics in multiple industries from electricity generation, municipal administration, and 

health governance.

Carmel Curlewis

Carmel is a committed and expert private Accredited Practising Dietitian with over thirty years of 

experience, working for public, private and not for profit organizations. She has worked in a range 

of settings including: health (local, area and state), aged care facilities, disability services (institutions, 

group homes, supported accommodation, community support and respite), mental health, policy 

development and advocacy, forensic and corrective services. She is a leading advocate working as 

an independent representative and for the Dietitians Association, to increase the profile of dietitian 

services funded by the NDIS and fight for the rights of people with a disability.
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Tracey Corbin-Matchett

Tracey is a proud hard of hearing woman with a passion for film, advocacy and inclusion. As CEO 

of Bus Stop Films she is advocating for greater representation of people with disability in the 

screen industry. Her 25-year career has crossed social housing, women’s domestic violence services, 

including 6 years as the State Manager of Women’s Domestic Violence Court Assistance Program 

and the film and television industry, working with a number of industry services including Screen 

NSW, Event Cinemas and Women in Film and TV (WIFT) NSW.

Her advocacy work in the screen industry has seen her lead on strategies including “Screenability” 

and “She Shoots” at Screen NSW and WIFT’s Raising Films Australia and growing the work of Bus 

Stop Films on a global scale. Tracey is an Includeability Ambassador on disability employment to 

the Australian Human Rights Commission and a Director of Deaf Sports Australia and Northcott 

(Disability Services). She is also a member of the Screen Producer’s Australia Respectful Workplaces 

Reference Group and TAFE NSW Creative Industries Taskforce. Tracey was a member of the 

Australian delegation of disability advocates to the United Nation’s 15th Conference of State Parties 

to The Convention on the Rights of Persons with Disabilities (CRPD).

Joni Campbell, Bus Stop Films Ambassador

Joni has been a student in Bus Stop Films’ Accessible Film Studies Program since 2015, working on 

the 2016 film “Kill Off” and the 2017 documentary “I am Black and Beautiful” in multiple behind 

camera roles, including Assistant Director. In 2017 she completed an internship with the ABC 

as Production Assistant for the children’s program “Play School”. Joni is an advocate for equal 

opportunity and has spoken to the NSW Premiers’ Department for International Day of People with 

Disability.

Through her association with Bus Stop Films, Joni has been involved in making two very personal 

documentaries, “Breaking The Biz” and “What Was It Like?”. “Breaking The Biz” explores her journey 

with Bus Stop Films and the personal and professional growth that has come from the inclusive 

filmmaking program. More recently, Joni along with seven fellow students, worked to create “What 

Was it Like?”, a documentary based on interviews with their parents about the way in which they 

were told about their child’s disability and the things they would never achieve. Joni along with her 

fellow students hope that through this film they will be able to educate and make a difference.

Assistant Professor Melissa L. Desroches 

Melissa is Assistant Professor of Community Nursing at the University of Massachusetts Dartmouth. 

Her research mission is to advance health equity for people with developmental disabilities, with a 

specific focus on nursing care of people with intellectual disability. She is the founder and vice chair 

of the Research Council of the Developmental Disabilities Nurses Association, and a board member 

of the Alliance for Disability in Health Care Education.
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Dr Peter Lewis

Peter is a Senior Lecturer in the School of Nursing and Midwifery at Western Sydney University. He 

has a clinical nursing background in paediatrics including the delivery of care to children and young 

people with chronic and complex conditions. Since 2016, he has collaborated with A/Prof Nathan 

Wilson on several funded research projects in the area of nursing care of people with intellectual 

disability. He is a friend of PANDDA and has been an investigator on numerous PANDDA funded 

studies which have resulted in the publication of several research reports and numerous peer 

reviewed journal articles in recent years.

Associate Professor Kathryn Weston (Co-presenter with Peter Lewis)

Kathryn is an honorary academic staff member in public health at the Graduate School of Medicine, 

University of Wollongong. Her research interests include historical aspects of disease outbreaks and 

public health strategies, the history of prison medicine in NSW, and medical education. 

Associate Professor Nathan Wilson

Nathan is an Academic and Senior Lecturer at Western Sydney University. He is also the current 

President of PANDDA.

Nathan has a background as a nurse specialising the in the care of people with intellectual and 

developmental disability. As a researcher, he is interested in applied studies that enhance the health, 

wellbeing and participation of people with disabilities. 

Dr Samuel Arnold

Sam is a lecturer with the Department of Developmental Disability Neuropsychiatry (3DN), University 

of New South Wales. He was recently focused on the Australian Longitudinal Study of Autism 

in Adulthood (ALSAA), and is now leading a study developing the construct of contribution for 

application to outcome measurement, funded by the Endeavour Foundation Disability Research 

Fund 2021 Research Award. He is a registered psychologist with a background in supporting adults 

with disability in community settings. He formerly worked as a Research Fellow at the Centre for 

Disability Studies (CDS), University of Sydney and previously provided counselling and clinical services 

at the NSW Developmental Disability Health Unit (DDHU) and the Northern Sydney Intellectual 

Disability Health Team (NIDH).
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Dr Kaitlyn Parratt, Consultant Neurologist

Kaitlyn is a Neurologist and Epileptologist at Royal Prince Alfred Hospital in Sydney. Her areas of 

interest include anti-epileptic drug therapy, caring for women and young people with epilepsy, 

the psychological impacts of epilepsy in all patient populations. Kaitlyn is the current Vice 

President of the Epilepsy Society of Australia and Chair of the Scientific Program Committee of the 

Australian and New Zealand Association of Neurologists. 

Kaitlyn’s prior roles within the Australian and New Zealand Association of Neurologists and the 

Royal Australasian College of Physicians have been dedicated to ensuring optimal education, 

training, supervision, and support systems for Neurology trainees in Australia and New Zealand.
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Program Speakers

| Alison Devitt 

Allison Devitt is the Clinical Nurse Consultant of the 

Western NSW LHD Specialised Intellectual Disability 

Health Team. She has had a leading role in the 

establishment and evaluation of two virtual services 

which have provided healthcare to people living 

with intellectual disability, and she is contributing 

to the development of knowledge in this area 

through research. 

| Elisha Deegan 

Elisha has been a nurse for over 20 years, she has 

experience training carers of people with disabilities, 

one area is First Aid and CPR, during these classes Elisha 

discovered a need for disability specific training. Elisha 

has completed an Honours degree focused on how to 

improve CPR and First Aid for carers and will continue 

this during her PhD.

| Heather Miller 

Heather is a Disability Practice Nurse, providing 

clinical and patient health care together with a 

Developmental Disability GP specialist. In addition 

to this, she is a Disability Health Educator facilitating 

medical undergraduate education and project work 

on health and intellectual disability. Heather also 

provides education and support on breastfeeding and 

Down syndrome.

| Kristine Datuin 

Kristine has an Emergency Trained Nurse background. 

She has Volunteered across Thailand, Cambodia, 

Nepal and Philippines educating lower socio-economic 

community on basic care. She started working with 

Refugee Health Services in 2017 and was platform to 

incorporate her passion to educate and advocate for 

people’s needs from lower socio-economic backgrounds 

| Dr Laurel Mimmo 

Laurel Mimmo is the Senior Research Fellow with the 

Nursing Research Unit at The Sydney Children's Hospitals 

Network (SCHN). Laurel has over 24 years’ experience 

working in paediatric healthcare, including 15 years 

clinical experience as a paediatric nurse. Laurel’s doctoral 

thesis explored the inequities in healthcare quality and 

safety experiences for children with intellectual disability 

in hospital.

| Karen Phillips 

Karen Phillips is the parent of a young person with 

Autism and intellectual disability. Karen is the Change 

and Innovation Facilitator with the Clinical Governance 

Unit at The Sydney Children’s Hospitals Network and 

was previously a Clinical Dietitian for 10 years. Karen has 

had roles as Autism Parent Support, and Parent Advisor 

for NSW Department of Education.

| Maya Tokutake

Maya Tokutake is a farm animal carer and has written 

more than 50 books which she shares with her family 

and friends. Her stories centre around a character called 

Maya who lives with a Pride of Lions in Africa. When 

she is not writing and drawing Maya loves shopping, ice 

skating, Pokemon hunting and archery. Maya completed 

co-researcher training with Laurel in 2020.

| Debbie van Hoek 

Debbie van Hoek is the parent of a young person with 

intellectual disability. She is a qualified high school 

Mathematics teacher and has taught in the Education 

Department for 37 years. Debbie has also taught 

extensively in the Primary sector including students with 

special needs. Debbie has supervised and mentored 

preservice teachers and been an external marker of The 

Higher School Certificate and taught gifted and talented 

students of all ages.
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| Matthew van Hoek 

Mathew is a talented Boccia player and was a member 

of the Para Tokyo Olympic training squad. He has won 

National medals and recently won the Sydney Singles 

Championship, and silver medal in Tasmania state titles, 

beating players including Australian representatives. For 

a number of years Matthew was an ambassador for the 

Variety Club attending many fundraising and corporate 

events as the Variety Clubs representative. Matthew has 

completed co-researcher training with Laurel in 2020.

| Lisa Wragg 

Lisa has grown her reputation as a passionate advocate 

and paradigm shaker taking continence health from 

'poor second cousin' to a top of list ‘must attend to now’ 

influential market leader through the launch of her NDIS 

business, Continence First, a culmination of 30 years of 

experience working as a Nurse Continence Specialist 

(NCS) across a myriad of health care settings, liberating 

people from the embarrassment, shame and isolation 

caused by bladder and bowel incontinence.

| Macey Barratt 

Macey is a registered nurse and research assistant from 

Western Sydney University who is currently assistant in 

the implementation of the SPECTROM program in the 

Australia context. She is also completing her PhD on 

the unique partnerships that exist in nursing between 

patients, families, and nursing staff to understand how 

negotiation, shared roles and decision-making occur in 

families of children with long-term conditions. 

| Moira Buchholtz 

Moira is a registered nurse with extensive experience 

in mental health and disability. Having worked in 

Forensic mental health, Moira developed a strong 

social justice and human rights lens in providing 

care and support which was essential once she 

moved into regulation of restrictive practices in the 

Victorian Senior Practitioner’s Office, the ACT Senior 

Practitioner’s Office and the Education system. 

Currently the Director of Behaviour Intervention 

Support at Life Without Barriers, Moira is dedicated to 

helping people get the support to meet their needs, 

realise their goals and live free from restrictions.

| Maria Heaton 

Maria is a mother of three children, two of them were 

diagnosed with Isolated Lissencephaly Sequence. Maria 

is currently acting in the program manager role for 

STrIDeS, the specialist team for intellectual disability 

SLHD. She has over 30 years nursing experience and 

has worked as a clinical nurse consultant in paediatric 

palliative care and intellectual disability. Maria is a 

passionate advocate for people with intellectual 

disability and in 2012 was the NSW Carer of the year.

| Natalie Duckworth

Natalie Duckworth has worked as a Registered Nurse 

with people with disabilities for 25 years. She has 

worked in direct support, education, management 

and clinical coordination roles in both government 

and private organisations. 

| Dr Natasha Jojo

Dr Natasha Jojo is an Assistant Professor and an 

early career researcher under the Faculty of Health 

at the University of Canberra. She has an academic 

background in mental health. Her specific research 

focuses on children with Intellectual Disability and 

their parents, training them in sexuality and sexual 

abuse prevention. She has completed her PhD from 

National Institute of Mental Health and Neurosciences 

(NIMHANS), Bangalore, India in 2018. Her PhD work 

assessed the Effectiveness of Behavioral Skills Training 

(BST) on Knowledge of Sexual Abuse and Resistance 

Ability among children with Intellectual Disability. Her 

Ongoing research is on evaluating programs aimed 

at children with intellectual disability, their parents, 

teachers, and carers. 
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| Associate Professor Nathan Wilson 

Associate Professor Nathan Wilson is a registered nurse 
with over 30 years’ experience in working with people 
with intellectual and developmental disabilities and 
their families as a nurse, manager, clinical specialist, 
clinical educator, applied researcher, and independent 
consultant. Nathan’s applied research is focussed on 
enhancing the health, wellbeing and social participation 
of people with IDD, with an underlying emphasis on 
chronic illness, men’s health, oral health, participation 
and social inclusion. He has published over 110 scientific 
papers about disability and regularly presents his 
findings at national and international conferences.

| The Hunter New England LHD Specialised 
Intellectual Disability Health Team (SIDHT) 

The Hunter New England LHD Specialised Intellectual 
Disability Health Team (SIDHT) was established in 2020 
and is a multidisciplinary consultative service for people 
with an intellectual disability and unresolved needs that 
can’t be met by mainstream services.

The team consists of clinicians with over 25 years 
experience individually within government and the non–
government sector and have a desire to improve access 
to mainstream services for people with an intellectual 
disability and ensure all practices are person centred, a 
person’s voice is heard and a person is supported to live 
their best life.

Each team member has their own lived experience and 
area of interest in the sector:

• Dr Ria Leonard, Psychiatrist – Takes a whole person 
approach and has a recovery focus.

• Dr Kate Thomson Bowe, Paediatrician – Easy read 
champion.

• Dr Sachi Fernando, Rehabilitation – Interested 
in maximising quality of life, functioning, self-
determination and participation for those living  
with an intellectual disability.

• Karissa Freestone, Senior Social Worker – 
Interested in supporting pregnant women and 
mainstream services to ensure the best outcome 
for mum and baby.

• Trish Stedman, CNC/Team Leader – Interested in 
ensuring a person has access to services in a way that 
meets their needs and improves their experience 
within the health service.

| Sharon Paley 

Sharon is a registered nurse who trained and worked in 
the UK prior to emigrating to Australia in 2012. She has 
over 40 years’ experience in the field of disability and has 
worked in government, non-government organisations 
and education. She is employed by a small not for profit 
disability provider based in Brisbane, she also runs her 
own consultancy providing clinical supervision, policy 
and practice advice and support for organisations that 
want to reduce the use of restrictive practices.

| Tassiana Godoy

Tassiana is a Registered Nurse who trained and practiced 
in Brazil prior to immigrating to Australia. She has 13 
years of experience in nursing, including Intensive Care 
in Paediatrics. She has been part of a small non-profit 
disability provider for the last seven years, ensuring 
specialised nursing care is delivered to people with 
complex disabilities.

| Virginia Howie

Virginia is a Registered Nurse, and parent of a child 
with intellectual disability. As a nurse academic and 
through her doctoral studies, Virginia has become a 
strong advocate for people with disability through her 
teaching, research publications, and community work. 
As a committee member of PANDDA Inc, Virginia has 
been involved in several national projects pushing for 
improved education of nurses in intellectual disability.

| Associate Professor Anthony Welch

Over the past 35 years Tony was involved in numerous 
research projects at national and international levels 
along with supervision of RHD students undertaking 
a range of studies using various research designs, 
including phenomenology, heuristics, grounded theory, 
case studies, and mixed methods research. The primary 
focus of his supervision and research has been on health 
and wellbeing and quality health care delivery.
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Abstracts

What is the role of patient experience in optimising 
the quality and safety of healthcare delivery for 
inpatient children with intellectual disability?

Presented by Dr Laurel Mimmo, PhD, MPH/MHM, 
RN; Ms Karen Phillips (TBC); Ms Maya Tokutake; 
Ms Debbie van Hoek, BA, Dip Ed (UNSW);  
Mr Matthew van Hoek

Overview

Inpatient children with intellectual disability are frequent 

users if healthcare, have longer median length of stay 

and have heightened risks of harm from healthcare 

delivery (Mimmo et al, 2021). However, this data only 

tells part of the story. Patient experience data can inform 

enhancements to quality and safety, particularly those 

that are intended to be patient centred. However, 

this data is not routinely collected for people with 

intellectual disability. 

When it comes to children and young people, there 

have been a few surveys developed, however there are 

none that have been developed specifically for or with 

children and young people with intellectual disability, or 

even with their needs in mind. 

Enabling children and young people with intellectual 

disability to share their experiences provides a unique 

insight into healthcare delivery for this seldom heard 

group. In this session we will discuss the healthcare 

quality and safety deficits experienced by this group 

of children, and share participatory research methods 

learnt through our co-researcher training workshops 

with two young people with intellectual disability. 

In addition, we will discuss how we co-developed and 

co-authored a study protocol to co-design a tool for 

eliciting patient experience data with and for children 

with intellectual disability – see https://bmjopen.bmj.

com/content/11/12/e050973.full 

Content of presentation

This session will be co-produced and co-presented with 

two young people with lived experience, and their 

nominated parent. The young people may pre-record 

their presentations for the session while also being 

present at the session.

Development of a theoretical care model, the 
QualKIDS care partnership Circle, using paediatric 
nurses’ perceptions of good experiences of care for 
children with intellectual disability

Presented by Dr Laurel Mimmo, PhD, MPH/MHM, RN

Aims

To explore good experiences of care for inpatient 

children with intellectual disability as perceived by 

paediatric nurses. 

Methods

Focus groups with clinical nursing staff from speciality 

neurological/neurosurgical and adolescent medicine 

wards across two specialist tertiary children’s hospitals in 

Sydney, Australia were conducted between March and 

May 2021. Data analysis followed interpretative analysis 

methods to develop themes and codes which were 

mapped to a previously developed conceptual model of 

safe care.

Results

After six focus groups with 29 nurses, themes and codes 

were mapped to the six themes of the conceptual 

model: use rapport, know the child, negotiate roles, 

shared learning, build trust and relationships, and past 

experiences. The analysis revealed two new themes that 

extended the conceptual model to include; the unique 

role of a paediatric nurse, and joy and job satisfaction, 

with a third contextual theme, impacts of COVID-19 

pandemic restrictions. With the perspectives of 

paediatric nurses incorporated, we have enhanced our 

model to become the QualKIDS care partnership Circle – 

optimal Quality of care Keeps children with Intellectual 

Disability Safe with the care partnership Circle.
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Conclusion

Including perceptions of paediatric nurses confirmed 

the position of the child with intellectual disability 

being at the centre of safe care, where care is delivered 

as a partnership between nursing staff, child and their 

parents/family and the hospital systems and processes. 

The QualKIDS care partnership Circle model offers 

a specialised framework for clinical staff and health 

managers to optimise the delivery of safe care for 

children with intellectual disability in hospital.

Patient Centred Care – Planning for Admission: 
What Does It Really Take?

Presented by Mrs Maria Heaton, Clinical Nurse 
Consultant

Overview

STrIDeS (Specialist Team for Intellectual Disability 

Sydney) was established in 2020 within Sydney Local 

Health District, NSW. The service model is delivered 

within an integrated care framework, building pathways 

and partnerships across the acute health care sector and 

the local primary health network. 

A dedicated multidisciplinary team is able to identify 

unmet health needs, provide wholistic healthcare 

recommendations and treatment that significantly 

improve health and reduce unnecessary visits to hospital. 

By “getting to know” the individual, unrecognised 

motivators and stressors that are maintaining health 

seeking behaviour and mental health distress can be 

identified and addressed. 

STrIDeS acted as the link between the client and 

inpatient services to help bridge the gap and to 

advocate and facilitate a planned admission to 

hospital for a surgical procedure. Using a case study 

the presentation will highlight the process followed 

systematically to ensure that a client with intellectual 

disability had a successful admission to hospital and that 

this process was beneficial to not only the client and 

their family but also the health team.

Content of presentation

People with intellectual disability experience significant 

inequity in health outcomes and premature mortality. 

People with intellectual disabilities have poorer health 

outcomes and longer stays in hospital (Weis et al 2021). 

Limited specialised health services and confidence, skills 

and knowledge of mainstream health services contribute 

to this inequity. Research by Troller et al (2012) identified 

that 38% of the deaths of people with intellectual 

disability are from potentially avoidable causes.

Paving the Way to Settlement – Newly Arrived 
Refugees with Intellectual Disability

Presented by Ms Kristine Datuin, RN

Overview

Historically Australia did not accept any refugees that 

have any form of disability prior 2012. In July 2012, 

changes to Australia’s migration policies to grant visas 

to families in need of resettlement where one or more of 

the members had complex health needs was welcomed. 

In the same year NSW Refugee Health Nurse Program 

(RHNP) was birth. RHNP aims to provide comprehensive 

health assessment and refer to appropriate services 

required in the community such as GP, Allied Health, and 

Disability Support Services. 

The introduction of NDIS in NSW in 2016 created much 

confusion and highly difficult for newly arrived refugees 

to access disability services. Many of our refugee clients 

are NESB, have no medical reports or assessment (can 

be due to financial strains or stigma behind people with 

intellectual/developmental delay), are illiterate, unaware 

of Australian healthcare access or have accepted their 

fate according to their beliefs. In 2017 NSW Health 

Disability Support team was created to break these 

barriers for our refugee clients to access NDIS. 
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Content of presentation 

NSW Refugee Health Services- Disability Support Team 

aims to educate healthcare services on the barriers 

refugees face in Australia. We advocate for our clients’ 

rights when accessing NSW Healthcare providers such as 

the right to an interpreter. An introduction of ‘who are 

the refugees and where they came from, their beliefs/

values/background and how NSW Refugee Health 

Services pave the way to access NDIS for people with 

intellectual disability and/or developmental delay. 

Cardiopulmonary resuscitation and basic life support 

for people with atypical chest shapes and wheelchair 

users: Toward supplemented education and emergency 

management plans delivered by specialist nurses.

Cardiopulmonary resuscitation and basic life 
support for people with atypical chest shapes and 
wheelchair users: Toward supplemented education 
and emergency management plans delivered by 
specialist nurses.

Presented by Elisha Deegan, BN (Hons)

Aims

Explore current practice issues in CPR delivery for people 

with disability and pose recommendations for the 

development of education and training where specialist 

disability nurses can facilitate BLS and CPR techniques 

that cater for people with atypical chest shapes and/ or 

who use wheelchairs.

Methods

Review of current literature, guidelines and protocols 

and formulation of recommendations

Results

People with a disability are at higher risk of premature 

and unexpected death. This, in turn, puts those who care 

for people with disability in a position where they are 

at increased risk of having to deliver lifesaving basic life 

support (BLS) or cardiopulmonary resuscitation (CPR). 

Disabilities that result in an atypical chest shape and/ or 

wheelchair use further complicate lifesaving procedures 

for both formal and informal carers.

Conclusion

At present there is a significant gap in knowledge 

about how to deliver optimal BLS or CPR to people 

with atypical chest shapes and/ or those who use 

wheelchairs. Implementation of recommendations 

could lead to a reduction in preventative and premature 

deaths experienced by people with disability.

Medication oversight, governance, and 
administration in intellectual disability services: 
legislative limbo

Presented by Natalie Duckworth BN, MN 

Aims

Determine what legislation and guidelines are available 

to guide medication administration in disability services 

across Australia.

Methods

An internet search was undertaken to locate all current 

state or territory legislation pertaining to medication. A 

word search was undertaken of each piece of legislation 

to determine applicability of each piece of legislation to 

disability services.

Consideration of historical context of legislation was also 

discussed to better clarify applicability and change over 

time.

Results

Variation across the country with a dearth of legislative 

guidelines for disability services for most parts of 

Australia was found.

Conclusion

Medication administration in disability services in 

Australia has been left in a legislative limbo with no 

government body taking overall responsibility for 

providing clear guidelines.

The implications and risks of this are significant, 

impacting people with disability, disability support 

workers, nurses working in disability settings and 

disability service organisations. Further work needs to be 

done in this area to reduce risks.
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Respect, Deciding with people with an Intellectual 
Disability 

Presented by Trish Stedman, CNC/Team Leader; 
Karissa Freestone, Social Worker; Dr Kate Thomson 
Bowe, Paediatrician; Dr Sachi Fernando, Rehabilitation 
Specialist; Dr Ria Leonard, Psychiatrist

Overview

The team will present a brief overview of the Specialised 

Intellectual Disability Health Team (SIDHT) service and 

how we work with people with an intellectual disability 

and then present a case as an example of person centred 

approach to a holistic assessment.

Content of presentation

The Hunter New England (HNE) Specialised Intellectual 

Disability Health Team is one of six specialist teams 

across NSW. The HNE team provides a holistic, 

person centred, multidisciplinary assessment with 

recommendations for next steps for people with an 

intellectual disability who have an unmet health need 

that can’t be met by mainstream services.

The team will introduce you to our approach to person 

centred assessment and present Sally, a 15-year-old 

girl who loves jewellery making, photography and her 

dog. She was referred to SIDHT by her paediatrician for 

an increasing BMI. Sally refuses to exercise and is also 

insulin resistant and refuses the appropriate medication. 

Her mum is also overweight and says she ‘prioritizes 

managing’ but she is completely disempowered. 

The team worked with Sally and her mum to adjust 

the consult to meet Sally’s needs and used a variety 

of communication methods to include Sally in making 

decisions about her health.

The outcomes from this consult have been significant 

changes to both Sally and her mum’s health physically, 

psychologically and socially. On reflection we are 

reminded that making reasonable adjustments and 

changing our approach on the run is required to meet a 

persons needs.

Toilet Time Colouring Books • Me, My Bladder  
and Wee • You, Your Bowel and Poo

Presented by Lisa Wragg BAppSc (Nursing), RN, 
GradCertBsMn, Nurse Continence Specialist

Overview 

This project involved the creation of a series of Toilet 

Time colouring books centred around interoception. 

They have been designed to help children who have 

disabilities to identify their sensations and feelings 

that let them know when “It is time to go to the 

toilet”. This resource covers several stages, from the 

child’s current activity to sitting on the toilet,  

to washing their hands afterwards. 

The colouring books follow a narrative of accepted 

toileting behaviour but can be personalized to each 

individual. The child is able to interact with the colouring 

books, signaling what emotions they associate with 

going to the toilet. This information can help health 

professionals, teachers, care givers and parents 

understand how they can best help their child to 

achieve independent toileting in a non-intrusive, non– 

confrontational way.

The colouring books have been illustrated in a friendly 

style that is relatable to children, comprising black 

and white line art and is inspired by existing colouring 

books, however, it covers the topic of incontinence 

and interoception and has incorporated elements that 

children with disabilities enjoy. To date, my collaboration 

has achieved the narrative development and illustrations 

for two Colouring Books as well as an initial publishing 

run. I am in the process of evaluating the colouring 

methods as a way of helping children, specifically those 

with autism spectrum disorder, to understand the 

effectiveness of the colouring books. 

Content of presentation

The presentation will focus on the scope of the 

issue, the process employed to create and design 

the colouring books and the initial feedback and 

outcomes from people who have used the colouring 

books with children who have disabilities to work 

towards toileting independence.
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Acute care registered nurses caring for people with 
intellectual disability: An educational void

Presented by Virginia Howie, RN, MCN (Cardiac),  
GCTE, PhD (candidate), and Associate Professor 
Anthony Welch

Aims
People with intellectual disability (ID) experience 
poorer health outcomes than the general population. 
One barrier to accessing quality healthcare is lack of 
knowledge and skills in ID care by nurses. The aim of this 
study was to explore the lived experiences of registered 
nurses (RNs) in caring for people with ID in the acute 
care hospital context in Australia.

Methods
Husserl’s (1859–1938) descriptive phenomenology and 
Colaizzi’s (1978) data analytical framework formed 
the research design. Data were obtained through 
phenomenological interviews with twelve RNs across 
Australia that were recorded then transcribed and 
analysed using Colaizzi’s (1978) seven-step method.

Results
Participants in this study identified lack of ID content 
throughout their nursing studies that left them feeling 
unable to provide the right care to this vulnerable 
group. Without the relevant information participants 
were forced to learn on the job, which compromised 
their legal and ethical obligations as a nurse. Lack of 
organisational guidance and support contributed to 
their distress.

Conclusion
The Australian nursing profession is currently not 
meeting the educational needs of the RN workforce, 
which impacts nurses’ ability to provide quality care to 
the ID healthcare consumer. Members of the Council 
of Deans of Nursing and Midwifery are adamant 
that the curriculum is overcrowded making inclusion 
of ID specific material difficult. In the absence of 
any substantial undergraduate, postgraduate and 
alternative educational pathways, nurses who work 
with people with ID and have the expertise must extend 
themselves to fill the gap. Inservice education in ID care, 
role modeling, and targeting the ID Nurse Navigator role 

are a few recommendations to fill the void.

Engineering health pathways in intellectual 
disability through the role of nurse health educator

Presented by Ms Heather Miller RN, BAppSci 
(Intellectual Disability), Grad Dip in Intellectual 
Disability, Cert IV TAE, Cert IV in Breastfeeding 
Education

Overview

This session explores how intellectual and development 

disability nurses are best placed in the role of educator 

to provide or engineer health services to people with an 

intellectual and developmental disability, their families, 

health professionals and a range of stakeholders. 

Content of presentation

Applying their specialist nursing knowledge, theory and 

practical experience, intellectual and developmental 

disability nurses as educators can assist in meeting the 

health needs of people with intellectual disability, while 

working individually, with groups and services and 

larger organisations across sectors in the community. 

Education does not have to be formal. Nurses provide 

education and engage in advocacy while they work with 

and for colleagues by modelling practice. 

Reflecting on a range of workplace and lived 

experiences in intellectual and developmental disability, 

this session will look at how nurses can engage in the 

role of educator at various levels to meet the significant 

changes in the way support, nursing and health care 

services are provided to individuals. Educating doctors, 

allied health professionals, parents, disability support 

workers, NDIS workers and people with intellectual 

disability, enable intellectual and developmental 

disability nurses to provide evidenced based 

information, skill development, contribute to changes 

in health service delivery, reasonable adjustments, and 

advocate for change.
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The session aims to encourages participants to utilise 

their specialist knowledge and skills in intellectual and 

developmental disability nursing in the role of educator, 

and provides: 

• ideas and examples of practice 

• how to identify education opportunities in the 
workplace

• details of engaging services and health professionals

• identifying opportunities to address gaps in unmet 
health needs in the local community.

Toward a systems-led, biopsychosocial framework 
to underpin oral health supports for people with 
intellectual and developmental disability

Presented by Associate Professor Nathan Wilson, PhD

Aims

People with intellectual and developmental disability 

experience significant oral health disparities. Caregivers 

play a vital role in promoting oral health and preventing 

negative and avoidable outcomes. This presentation will 

focus on a small body of research, including nurse-led 

models of support, for oral health beyond the dental 

chair.

Methods

Data from literature reviews, small qualitative studies, 

and a national survey will be presented. 

Results

There is little evidence for most caregiver-led oral health 

interventions and oral health knowledge across Australia 

is low. Focused training programs show some promise, 

although limitations remain. 

Conclusion

An argument will be made for a clearly articulated 

systems-led biopsychosocial framework to underpin 

oral health support for all people with intellectual and 

developmental disability, no matter the severity of the 

disability or their oral health status.

Virtual Care for people with Intellectual Disability: 
Preparing for Communication Success

Presented by Alison Devitt, RN, MN

Overview

The Western New South Wales Specialist Intellectual 

Disability Health Team (SIDHT) is a virtual service that 

provides multidisciplinary assessment of people with 

intellectual disability (ID) and complex comorbid health 

needs and consultation to health professionals. 

Effective communication is essential to assessment and 

care of people with ID. It is key to not only attaining 

information but also for helping people to feel involved, 

comfortable, and heard. People with ID will often 

experience communication difficulties in consultations 

and this impacts on their healthcare access. Using 

virtual modalities to provide healthcare is assumed 

to create further barriers to effective communication 

between health workers and people with ID and there 

is skepticism about its use in this population group. 

However, in the experience of the SIDHT, when health 

workers prepare for communication success, virtual 

care can be an effective and safe way to provide timely 

and person-centered care to people with ID. This 

presentation demonstrates how skills and approaches 

that are used to promote in-person communication with 

people with ID can be transferred to virtual settings. 

Content of presentation

This presentation outlines how health services and 

clinicians can prepare for communication success and 

will include (1) a description of the virtual SIDHT model 

of care, (2) key principles for communicating with 

people with ID over video conference and, (3) practical 

demonstrations of communication approach.
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SPECTROM: A way forward, reducing the overuse  
of psychotropic medications

Presented by Macey Barratt, RN, BN (Hons)  
and Moira Buchholtz, RN, BN

Aims
There is evidence that psychotropic medications 
are being overprescribed and overused to manage 
behaviours of concern for people with intellectual 
disabilities. Disability support workers and support 
staff lack education and training on the administration 
and safety of psychotropic medication use. This study 
aimed to test the feasibility of SPECTROM, an education 
programme developed in the UK, in an Australian 
context.

Methods
SPECTROM training was provided online in two 
modules for thirty-three participants and focused on 
pharmacological and non-pharmacological methods 
when supporting people with behaviours of concern. 
Pre and post training surveys and interviews were 
conducted to elicit participants views on the delivery of 
the SPECTROM programme. 

Results
Psychotropic Medication Knowledge showed statistically 
significant post-training improvement at all post-training 
time points (p<0.05). Non-pharmacological attitudes 
towards Management of Aggression and Violence were 
high at pre-training and did not change significantly 
at any of the post-training survey time points. The two 
weeks post-training feedback questionnaire reported 
80% agreement that the training programme was 
appropriate, useful, and valid. In the interviews, the 
key theme elicited by participants was a ‘Need for a 
psychotropic medication practice framework.’ 

Conclusion

SPECTROM is feasible in the Australian context. 
Participants felt that whilst they could improve their 
knowledge and attitudes surrounding psychotropic 
medication administration for behaviours of concern 
through SPECTROM, a national practice framework 
is needed to implement its goals at scale. Further 
refinement of the training and evaluation of the clinical 

and cost-effectiveness of the programme is required.

Educational needs of nurses working in the 
intellectual disability nursing sector in Australia 

Presented by Dr Natasha Jojo, Assistant Professor  
in Nursing 

Aims
This integrative review aimed to gather evidence 
regarding practice of disability nursing in Australia in the 
context of workforce changes with the introduction of 
NDIS.

Methods
An integrated literature review was conducted to 
know about nursing care of people with intellectual 
disability in Australia. Five electronic data bases were 
systematically searched: CINAHL, MEDLINE, PsycINFO, 
Scopus, and Cochrane Library using a set of selected 
search terms, and following PRISMA guidelines. Studies 
written in English and published in peer reviewed 
journals during 2010-2022, are included in the review. 
The final sample for this integrative review comprised of 
25 studies.

Results
The main finding of this review suggests that nurses 
are generally insufficiently prepared for effective 
health promoting communication with people with 
intellectual disability and their families and carers. There 
is a lack of evidence to inform intellectual disability 
nursing practice, clinical guidelines, and policies. 
Researchers indicated that nurses report highly variable 
understandings of practice standards designed for 
intellectual and developmental disability nursing. Nurses 
with appropriate education and expertise are required 
to care for people with intellectual disability, despite this, 
nursing curriculums in universities in Australia are not 
providing adequate educational preparation for nursing 
students.

Conclusion
The findings of this integrative review have emphasized 
the importance of ensuring that pre-registration nursing 
students have sufficient educational opportunities 
and practice preparation in caring for people with 
intellectual disability. The main recommendation arising 
from this study is that clinical placement opportunities 
and specific intellectual disability nursing content for a 

comprehensive pre-registration nursing curriculum. 
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What is effective sex education for children and 
young people with intellectual disability:  
A systematic review

Presented by Dr Natasha Jojo, Assistant Professor  
in Nursing and Robyn Rosina, co-author 

Aim

The aim of this systematic review is to examine the 

literature for perspectives of, enablers and barriers to, 

and evidence of effective sex education for children and 

young people with intellectual disabilities. 

Methods

Five electronic data bases were systematically searched 

using a set of selected search terms and following 

PRISMA guidelines. Studies in English and published 

in peer reviewed journals during January 2010-August 

2022, are included in the review. The search was 

supplemented with hand searching of reference 

lists. Grey literature was also considered for review. 

Data extraction, quality appraisal and analysis were 

completed on all included studies. The final selection of 

papers included for this review comprised of 16 studies.

Results

There are few quality studies that explore the 

perspectives of young people, parents and teachers and 

there is little evidence to guide the development or to 

assess the efficacy of sex education programs for young 

people with intellectual disabilities. What is available 

is very diverse in research approach and method. 

Internationally, particularly in low- and middle-income 

countries, access to and the design and content of sex 

education is highly influenced by the presiding culture 

and religion. 

Conclusion

An intense program of research should be prioritized to 

enable the use of robust theory, the consumer voice and 

quality evidence to inform and, to construct effective sex 

education programs for young people with intellectual 

disability.

Effectiveness of a sexual abuse prevention program 
for children with intellectual disabilities 

Presented by Dr Natasha Jojo, Assistant Professor  
in Nursing 

Aim

The main aim of the study was to assess the effectiveness 

of a Behavioral Skills Training (BST) on knowledge of 

sexual abuse and resistance ability among children with 

intellectual disability.

Methods

A true experimental, pre-test post-test control group 

design with longitudinal measurement of outcomes 

was adopted to evaluate the effectiveness of BST on 

knowledge of sexual abuse and resistance ability. The 

study was conducted among 120 children with mild or 

moderate disability, attending 12 special schools (60 in 

experimental and control group respectively) randomly 

selected from 25 special schools. Pre-assessment of 

subjects was done in terms of knowledge of sexual 

abuse and resistance ability. BST was administered in 

three sessions in a week. Post-assessment was done, one 

week after the Intervention. Follow up assessments were 

done at 1month,3 months and 6 months.

Results

Behavioral Skills Training program was found to be 

effective in increasing knowledge regarding sexual 

abuse and resistance ability against sexual abuse among 

children with mild or moderate disability. In addition, 

there were no significant negative effects reported from 

participating in the BST.

Conclusion

Current study findings suggests that Behavioral Skill 

Training was effective for children with mild or moderate 

intellectual disability, and it can be used as a primary 

preventive intervention for Child sexual abuse in children 

with intellectual disability. Involving parents as co-

therapist and empowering them for training children at 

home, initiated an open communication between child 

and parent at home regarding issues related to sexuality.
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Complex Healthcare Planning; developing and 
implementing effective support

Presented by Sharon Paley RN, PGDip (Research 
Methodology), PG Cert (Intellectual Disability) and 
Tassiana Godoy, RN 

This practice-based presentation will discuss how we 

have developed complex healthcare planning within 

SEQUAL. Primarily SEQUAL supports people who 

experience significant disability and who have complex 

healthcare needs. The presentation will highlight how 

we have adopted approaches that are consistent with 

the requirements of the NDIS Practice Standards and 

Quality Indicators, with reference to High Intensity 

Personal Activities Module. The aim of the approach is to 

ensure we are delivering high quality outcomes focused 

supports for people. The presentation will also touch of 

how we managed the challenges associated with the 

associated skills descriptors, and the delivery of training 

for disability support workers. The presentation will:

i)  Discuss the challenges and difficulties of complex 
healthcare planning in a community setting

ii)  Highlight the framework we developed to ensure 
our planning is consistent with the NDIS Practice 
Standards and Quality Indicators 

iii)  Be an opportunity to discuss relevant issues, 
challenges, and possible solutions.
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PANDDA Conference Awards
In 2011, the PANDDA committee decided to name the awards in honour of two Nurses who have consistently 

demonstrated commitment, advocacy, leadership and compassion for people living with a disability, their families 

and to the Nurses who support them. These two Nurses are Dr Chris Atkins and Mr Bob Weaver.

In 1984, Chris and Bob were members of a small working party to determine what knowledge, skills and attributes 

Nurses required on graduation from Nursing studies at Colleges of Advanced Education. It was through this project 

that the idea of a professional organisation for Nurses working in disability was first conceived. After a suitable 

gestational period, PANDDA was born. Chris and Bob were, of course, founding members.

Chris Atkins Award
The CHRIS ATKINS AWARD is to be awarded to the 

presentation voted as the best at the conference.

Chris Atkins has a younger brother with an intellectual 

disability and has worked in the area of Developmental/ 

Intellectual Disability Nursing since 1969. During her 

career Chris’ focus has been on the education of Nurses 

about the complex health care needs of people with 

disabilities. Chris has consistently advocated for the role 

of Nurses in the provision of health care to people with 

disabilities through various committees, conference 

presentations and publications.

With the assistance and commitment of many Nurse 

clinicians, Chris was awarded her PhD in 1999 for 

her research on Nurses’ perceptions of quality of life 

for people with severe multiple impairments. As a 

clinician, Chris has been pivotal to the success of one 

service’s devolution from an institutional setting to 

the community by developing a model of Nursing and 

health care planning that supports clients with complex 

and chronic health care needs, their families and the 

work of the Nurses who support them. 

Chris’ services to PANDDA include the roles of 

President, Secretary and Technical Program Convenor 

for the annual conference. Chris believes that people 

with disabilities and their families have a right to a 

professional service from the best educated and creative 

Nurses who practise from an evidence base.

Bob Weaver Award
The BOB WEAVER AWARD is to be awarded to the 

presentation voted as the one with most promise by  

a novice presenter.

Bob Weaver has worked in the area of Developmental/ 

Intellectual Disability Nursing since 1975 as a clinician, 

lecturer, leader and manager. He is known for his 

strong advocacy for people with disabilities through his 

work on the Guardianship Tribunal, the establishment 

of a disability recreation project in the Blue Mountains, 

the devolution of an accommodation services, 

membership of various committees, and action on 

behalf of individuals. Bob is a Member of the NSW 

Council for Intellectual Disability and is a Foundation 

Fellow and Life Member of the Australian College of 

Mental Health Nurses.

Bob was awarded an Order of Australia Medal in 2014 

for Services to Nursing and to people with disabilities 

and their families.

Bob has served as PANDDA President, Vice President, 

Executive member and Conference Convenor for 

30 of the 33 Annual Conferences. It is in this latter 

role that Bob is known for his encouragement of 

Nurses to present their knowledge and experiences 

to others. Bob also convened the working party that 

developed PANDDA’s Standards for Professional 

Practice. Bob remains passionate about the right of 

people with intellectual disabilities to live their lives 

to their fullest potential.
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