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Inclusion Designlab is Inclusion Melbourne’s centre for 
policy, research and development, and quality. Its vision 
is to bring together people with a disability, community 
organisations, government, and the world’s leading 
disability researchers to develop cutting-edge models of 
practice, choice and citizenship.

It does this by developing, trialling, and implementing new 
systems of support and communicating its insights through 
a range of media. Inclusion Designlab is also a significant 
contributor to public policy and inquiries. Its focus areas 
include LGBTIQA+ inclusion, oral health, voting, political 
citizenship, and access to justice.

The University of Melbourne has a strong commitment 
to research, teaching and community engagement that 
seeks to understand the issues that concern people with 
disability, their families and support systems, and to co-
produce policies, practices and technologies that address 
these concerns.  Professor Keith McVilly’s team, in the 
School of Social and Political Sciences and working across 
the university, focuses on applied research in partnership 
with community sectororganisations to develop and test 
innovative solutions to real world problems that have 
potential for upscaling and wider application.  His team 
is also concerned with fostering the next generation 
of leaders and practitioners, and connecting students 
with peoplewith lived expertise as part of their university 
education.

This research design project has been completed with 
support from members of the Your Dental Health project 
team (Inclusion Melbourne, Monash Health, Carrington 
Health, Dr Richard Zylan), and members of the Disability 
and Oral Health Collaboration (University of Melbourne, 
Deakin University, Australian Society of Special Care in 
Dentistry, North Richmond Community Health). 

We acknowledge that the project and report were 
developed on the lands of the Wurundjeri and Bunurong 
peoples of the Kulin Nation. We pay our respects to their 
elders past, present and emerging.

This report may not be reproduced without written 
permission from University of Melbourne, Inclusion 
Designlab (Inclusion Melbourne), and Melbourne Disability 
Institute.
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Goal

To research and identify, through collective 
problem solving, best practice solutions 
for Australian dental professionals to more 
effectively include people with intellectual 
disability in their clinical practice

Objectives

Participants

Dentists and other oral health professionals

Special Needs Dentists

Self-advocates with intellectual disability

Allied health professionals

Behavioural therapists

Residential services managers

Disability rights advocates

Leading practice experts involved in dental 
health initiatives for people with disability

Academics

To expose dentists to a range of 
self-advocate and interdisciplinary 
voices

To identify enablers and barriers 
in provision of dental services to 
people with intellectual
disability in public and/or private 
dental settings

To systematically audit and review 
a range of existing dental health 
resources designed for
people with disability

To develop education, training 
and communication resources for 
dental professionals to
more effectively include people 
with intellectual disability in their 
regular practice

Significance

Most dental patients with intellectual disability can be 
treated successfully in general dental
clinics. However, this does not often occur, placing 
enormous cost and demand on hospital
services and the limited number of specialists in 
Special Needs Dentistry. This could be due to lack 
of codesign, interdisciplinary approach and gaps in 
dental professionals' education with respect to
managing people with intellectual disability.

This research will be among the first to bring together 
an Action Research process involving
dental health professionals, disability practitioners, 
and people with intellectual disability to coproduce 

solutions to address the gaps in dental practice.

Details of CoP meetings

Benefits

•	 �Dentists will have an opportunity to further 
their own professional development with 
respect to the inclusion of people with 
intellectual disability in their practice

•	 �Dental and oral health practitioners will 
acquire knowledge and skills to apply in 
their practice

•	 �Resources produced will be disseminated 
nationally and available online

•	 �Disability professionals will develop their 
understanding of oral health and how to 
best work with dental professionals

•	 �Both dental and disability professionals will 
have an opportunity to learn about dental 
service experience and expectations of 
people with intellectual disability

•	 �People with intellectual disability will 
learn about the importance of dental 
health and preparation required for dental 
appointments

•	 �This action research will have a potential 
global impact as it involves collaboration 
of peak dental and disability organisations, 
government bodies and academics

Participant tasks

Participants will attend Community of Practice 
meetings to gain interdisciplinary knowledge, set 
practice goals, review a range of existing oral health 
resources and materials, and contribute to the 
development of new resources, materials and tools.

Duration 2 Hours

Frequency Quarterly over 18 months

Venue Inclusion Melbourne

Evaluation 
Quantitative (Survey) 
Qualitative (Interviews)
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Project background and 
previous work

The Oral Health and people with Intellectual Disability: A 
Community of Practice for Effective Intervention project, 
henceforth called the Community of Practice project, 
represents the expansion of work that commenced 
with the Your Dental Health project, a partnership of 
Inclusion Melbourne, Carrington Health, Centre for 
Developmental Disability Health (CDDH, Monash Health). 
Your Dental Health saw oral health professionals, allied 
health professionals, disability support professionals, 
and people with intellectual disability (ID) collaborate to 
develop high quality oral health resources for people with 
intellectual disability, support professionals and oral health 
professionals. 

The project’s resources are available at www.
inclusiondesignlab.org.au/dental. Resources include a 
world-first ‘dual read’ guide for people with intellectual 
disability, their supporters and advocates.

The project also surveyed 100 dentists at the 2017 
Australian Dental Congress regarding enablers and barriers 
to provision of dental healthcare for people with ID. 

In 2019, the Your Dental Health team and the Australian 
Society for Special Care in Dentistry (ASSCID), along 
with individuals from across the allied health sector, 
launched the ADA-endorsed Oral Health and Intellectual 
Disability Guide. This guide outlines key protocols and 
recommendations for family members, health professionals 
and support workers to use in achieving optimal oral health 
outcomes for people with an intellectual disability. The 
guide demonstrates that interdisciplinary collaboration 
combined with a modest amount of knowledge regarding 
disability and oral health on the part of the collaborating 
professionals are key components in removing barriers 
and improving oral health outcomes for people with an 
intellectual disability.

The Your Dental Health project’s work now includes articles 
in the Victorian and Federal editions of the Australian Dental 
Association’s journals, a feature in the Bite Magazine for 
Australian dentists, and an interview in the Dental Tribune.

Your Dental Health: A Guide for People with a Disability, 
their Family Carers, Friends and Advocates

Your Dental Health website: 
An online resource containing the above publications 
and a suite of videos, including short videos that can 
be shown to people with disability before treatment 
to aid familiarisation and desensitisation, autism-
friendly animations, and a pathway video produced in 
partnership with Monash Health for dentists illustrating 
the ways in which they can work collaboratively with 
disability support professionals during treatment 
planning.

The focal point of the Community of Practice project 
will be the treatment pathway available on pages 8-9 of 
Oral Health and Intellectual Disability (2019). The pathway 
promotes interaction at each point of the journey, from 
preparation and appointment planning, through to 
familiarisation, in-chair treatment, and post-treatment 
home care. This interdisciplinary pathway acknowledges 
the skills of well-trained direct support workers, rules 
relating to restrictive practices, the systems that exist in 
most group homes, the potential of general dentists, and 
the power of simple but effective post-treatment planning.
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The Community of Practice project, a joint initiative of 
University of Melbourne and Inclusion Melbourne with 
support from the Disability and Oral Health Collaboration,is 
an opportunity to implement, test and trial the pathways, 
interventions, and interdisciplinary perspectives developed 
thus far. The project will be delivered with academic 
rigour and produce additional high quality, ecologically 
valid resources for the disability, dentistry and allied health 
sectors.

Research design project

A six-month research design project, funded by a generous 
MDI seed-funding grant, ran from October 2019 to March 
2020.

The seed-funding period coincided with a number of 
key events in the life of the Disability and Oral Health 
Collaboration, in particular two ASSCID and ASID seminars 
in Melbourne at which members of the research design 
project team presented major findings to two of Australia’s 
most prominent disability peak organisations.

The research design phase also saw the production of a 
joint submission to the Royal Commission into Violence, 
Abuse, Neglect and Exploitation of People with Disability. 
Led by Inclusion Melbourne, this unprecedented joint 
project of Deakin University, University of Melbourne, the 
Australian Society of Special Care in Dentistry, the Australian 

and New Zealand Academy of 
Special Needs Dentistry, and 
the Australian Academy of 
Paediatric Dentistry resulted 
in a joint meeting with two 
Royal Commissioners and 
a summons to provide 
evidence to the Commission’s 
Health hearing on Monday 
24 February 2020. Two of 
the Community of Practice 
project coordinators, Nathan 
Despott and Mr Richard Zylan, 
presented at the hearing.

The submission is available at 
www.inclusionmelbourne.org.au/projects/your-dental-
health

The submission focused on the theoretical and 
practice gaps that exist between dentistry and 
the disability sector. The following items (listed 
under the heading ‘Gaps’ in the Submission) are 
particularly relevant to the interaction of dentistry 
and disability support practice. The following is 
taken directly from the joint Submission:

d.	�The extent to which oral health issues in 
people with critically neglected oral health 
contributes to their poor general health and 
gives rise to circumstances (e.g., unnecessary 
use of restrictive practices) that compromise 
their civil and human rights should not be 
underestimated. 

e.	�When dental professionals do not understand 
the systems and communication pathways that 
exist ‘behind’ the supporters and staff members 
who accompany a person with ID to dental 
treatment, they will be unable to effectively 
engage and utilise the support network. 

f.	� Rather than problematising poor oral health 
as the fault of the individual, a focus on the 
broader systemic gaps across the oral health 
and disability sectors is needed. The practices, 
systems and tools required to support people 
with intellectual disability to have good oral 
health – regardless of their self-care skills – 
already exist in the various practice frameworks 
in the disability sector, however the effective 
training and coaching of these frameworks and 
the inter-disciplinary communication that is 
required to connect these practices, systems 
and tools is lacking. 

g.	�Oral health records need to be communicated 
to family members, non-dental healthcare 
professionals, and direct support staff who 
might not have any training in oral health. The 
difference in frequency between visits to the 
dentist and doctor can sometimes be 1:20. 
Communication regarding oral health needs 
to occur in a documented and/or recorded 
manner:

(1)  �Between people with intellectual disability 
and their dentist

(2)  �Between people with intellectual disability 
and their GP

(3)  �Between supporters and people with 
intellectual disability

(4)  Between dentists and GPs

(5)  �Between dentists and supporters, 
particularly accommodation staff and 
families

(6)  Between GPs and supporters

These activities allowed the research design 
project to build significant interest in the 
Community of Practice project through the 
national broadcast of segments of the team 
members’ Royal Commission hearing in Sydney, 
as well as through the development of the 
submission itself as more than 40 dentists and 
special needs dentists reviewed or contributed to 
the document before it was completed.

Research design project 
deliverables:

The research design project achieved all projected 
deliverables within the six-month period outlined in the 
application for seed funding. Copies of most of these items 
have been reproduced in this report. 

Deliverable Description
Included in 
this report

HREC Application The HREC application was completed by University of Melbourne research staff and 
submitted in late November 2019. The HREC application required refining at two 
points and was approved in early March 2020. The HREC application included a 
project plan, information about data storage and security, pre and post questionnaire 
forms for Community of Practice participants, session plans, details of content to be 
delivered by subject matter experts, and an appendix list of resources and tools.

Pre and post 
questionnaire*

Questionnaires were developed for the purposes of data collection before the 
commencement of the CoP and afterwards. The questionnaires allow the project 
to produce ecologically valid evidence about the impact of the CoP sessions on the 
oral health practice and outcomes of oral health and disability support professionals.

Fact sheet for dental 
CoP members*

A basic fact sheet for recruitment of CoP participants was produced in PDF format.

Session plans for CoP 
sessions

The project team developed a series of session plans outlining the learning 
outcomes and content for each CoP session. These session plans contain an outline 
of themes from previous sessions, core content to be delivered by a subject matter 
expert, details of exemplar resources to discussed by CoP members, and goal 
setting.

Advisory Group* Members of the Advisory Group were recruited through a series of face to face or 
online meetings. It was determined by the Project Coordinators that the Advisory 
Group should consist of a range of professionals and experts, including a person 
with intellectual disability, with prior connection to the project. This included 
representatives of North Richmond Community Health, ASSCID, ASID, the University 
of Melbourne, Deakin University, and ANZASND. Recruitment of the Advisory Group 
is now complete

N/A

(Adapted)
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Deliverable Description
Included in 
this report

Advisory Group Terms 
of Reference and 
Agreement*

A plain language Terms of Reference and Agreement was developed. This document 
also contains a significant overview of the project, project background, and relevant 
information about oral health and intellectual disability.

Plain language 
statement and consent 
form for CoP members*

Developed as part of HREC application.

Updated project plan, 
budget and timeline

Completed.

Subject matter expert 
list*

Interdisciplinary subject matter experts have been recruited and have submitted 
session plans for the respective CoP presentations.

Resource index and 
report*

Inclusion Melbourne project coordinator Jenna Hepburn performed a search of 
global resources available to industry (dentists, disability support professionals, and 
advocates) and people with intellectual disability. These were indexed and assessed. 
This report will be provided to the Advisory Group and CoP members.

Easy language resources 
for CoP participants 
with intellectual 
disability*

Planning complete. To be produced during project implementation according to the 
needs of participants.

Grant applications Inclusion Melbourne’s grants and communications officer submitted an application 
for a $680,000 grant from the NDIA’s ILC mainstream health grant round with 
the hopes of securing sufficient funding to run the CoP project over three years. 
The team was not successful with this grant. Indeed, no oral health projects and 
no projects with significant research components were funded. The project team 
determined that the most appropriate strategy moving forward was to apply 
for a range of $50-100,000 grants to deliver a shortened pilot iteration of the 
project, allowing for the development of initial evidence and literature that could 
be leveraged to apply for national research funding. To date, six such small grant 
applications have been lodged.

CoP Overview poster Planning complete. Graphic designer will produce poster upon commencement of 
pilot or full project.

Deliverable Description
Included in 
this report

Literature review report The University of Melbourne research staff developed a report based on a literature 
review developed by Dr Kangutkar. This report will be provided to all members of the 
CoP in addition to the current Your Dental Health resources to ensure they are aware 
of the current knowledge/evidence base.

Literature review fact 
sheet

One-page summary of literature review findings, including aims and objectives for 
CoP project.

Mapping of VET module 
content

Dr Kangutkar investigated and mapped the content in the oral health vocational 
education and training (VET) modules available to students completing Cert III, Cert 
IV and the Diploma in Individual Support (Disability) or Community Services. Key 
findings of this exercise were:

•	 �There are currently 6 modules, all electives for Cert III and Cert IV, and almost 
all electives for the Diploma.

•	 These modules are seldom chosen by students taking the VET courses.

•	 �Most of the modules contain a small amount of vital information with 
potentially frequent application, coupled with other information that may be 
irrelevant for most students.

•	 �A single, efficient, compulsory module containing the core content already 
available in resources such as the Your Dental Health dual-read guide 
and Oral Health and Intellectual Disability guide, with a strong focus on 
interdisciplinary planning, communication and preventive care, would most 
likely guarantee superior outcomes. Elective modules would still be required 
for a small number of trainees.

•	 �Many organisations and support providers do not require staff to have a VET 
qualification, indicating that an efficient single core module could be adapted 
into a micro-credential for university students, or a CPD module for allied 
health professionals working with people with disability. Interest for such an 
undertaking has already been generated through discussions between the 
CoP research design project team, RMIT University and Deakin University.

•	 �The CoP would be an ideal environment in which to develop the base content 
for a single module.

Development of 
Community of Practice 
pilot plan

The possibility that large grants ($600,000+) may not be available in the near future 
led to the development of a plan for a pilot iteration of the project. This project pilot 
would allow for the development of initial evidence.

Pilot budget Completed based on pilot with three CoP sessions.

(Summary)

(In Session Plans)

*These deliverables are external stakeholder-facing documents and have therefore not yet been distributed to and/or signed by Advisory Group members or 

Community of Practice participants. However, all Advisory Group members have been recruited and have been provided with copies of the initial project plan.

Additional outputs

In addition to the joint submission to the Royal Commission, 
presentations at seminars, and the above list of required 
deliverables, the research design project also completed 
a range of additional activities that will greatly enhance 
the outputs and eventual outcomes of the Community of 
Practice project once implemented. These are:
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research plan

Research aim: 

To identify, through collective problem solving (ie. a 
Community of Practice –CoPapproach), best practice 
solutions for Australian dental professionals to more 
effectively include people with intellectual disability in their 
clinical practice.

Research questions:

1.	�What are the enablers and barriers to the provision of 
effective dental services to people with intellectual 
disability in regular public and/or private practice dental 
surgery settings?

2.	�What resources are currently available to support 
the inclusion and effective treatment of people with 
intellectual disability in regular public and/or private 
practice dental surgery settings; what is the relevance 
and quality of these resources; and how might these 
resources be improved and made more accessible?

3.	�What additional resources are required to support 
the inclusion and effective treatment of people with 
intellectual disability in regular public and/or private 
practice dental surgery settings?

4.	�How might the content of best-practice resources be 
communicated to dentists and oral health practitioners, 
so as to translate knowledge into practice through 
information dissemination, training and education?

5.	�How might education and training best be made available 
to dentists and oral health practitioners at various stages 
of their professional development, including during pre-
service and in-service education?

6.	�What is the effect on dentists and oral health practitioners 
as a result of their participation in a CoP with respect to 
their: (a) professional goals in relation to the inclusion of 
people with intellectual disability in regular public and/
or private practice dental surgery settings; and  (b) their 
engagement with patients with intellectual disability?

Research objectives:

1.	�Exposing dentists to a range of self-advocate (patient) 
and interdisciplinary voices; and subsequently identifying 
enablers and barriers to the provision of dental services to 
people with intellectual disability in regular public and/or 
private practice dental surgery settings; 

2.	�Systemically auditing and reviewing a range of dental 
health resources in a CoP setting; and subsequently 
developing new training and educational resources for 
Australian dental professionals for use beyond the CoP, to 
more effectively include people with intellectual disability 
in their regular dental practice, including a training 
module: (a) for tertiary dentistry and oral health therapy 
students, and  (b) for use in Continuing Professional 
Development (CPD) for registered dentists and oral health 
therapists; 

3.	�Developing communication resources relating to 
the mainstream treatment of people with intellectual 
disability for the dental profession more broadly; 

4.	�Translating resources and knowledge into practice; 

5.	�Evaluating the CoP approach in effecting a change in 
the engagement of dental professionals with people 
with intellectual disability by: (a) setting and reviewing 
professional goals to be undertaken by participants 
between CoP meetings; and (b) tracking and reviewing 
changes in dental professionals’ engagement with 
patients with intellectual disability.

Project outcomes:

The researchobjectives will contribute to the long-term 
aims of the overall programme of research:

1.	�To increase the volume of patients with intellectual 
disability being treated by regular dental professionals in 
community dentistry and private practice settings, and 
reduce hospital admissions

2.	�To improve the oral health, and therefore the overall 
health, of Australians with intellectual disability

3.	�To create innovative, efficient communication and referral 
pathways between the dentistry and disability support 
sectors that will drive better outcomes.

Research design

This program of research will be undertaken as Action 
Research (AR). In AR those involved in the everyday practice 
of the topic of inquiry under investigation take the lead 
on investigating that topic.  As practitioners with expertise 
in their own field, they reflect upon questions that arise 
from their own practice, and question their own beliefs, 
assumptions, and practices with the goal of understanding, 
developing, and improving their practice.Furthermore, the 
practitioner-researchers seek to uncover gaps in both their 
own knowledge and the literature informing their practice, 
and in turn generate and test solutions to address these 
knowledge gaps.  

The Communities of Practice (CoP) approach is 
predominantly a qualitative action research methodology, 
often employed in social and community research.It is a 
powerful action research model given it combines aspects 
of participatory community development, focus groups 
comprised of experts in the topic of inquiry, peer review, 
peer mentoring, and a degree of collegiality not often seen 
in other research models. The CoP approach allows for 
both robust formative and summative evaluation, and often 
produces rich data that can be observed and collected in 
situ. This means that CoPs can achieve both traditional 
research and applied aims at the same time. 

In the current context, the CoP approach will provide an 
environment conducive to the:
  
a.	�Inclusion of numerous interdisciplinary experts spread 

across the CoP meetings 

b.	�Delivery of evidence-informed training to CoP members 
at each CoP meeting 

c.	�Effective co-design in the revision of existing resources, 
and the development of new resources  

d.	�Opportunities for reflection on professional practice, 
together with the setting and review of professional goals 
(which could later inform educational resources for other 
practitioners)

e.	�Evaluation of both the CoP process and outcomes for 
participants

Background and method

A)  Background:

Overall health of people with intellectual disability

People with intellectual disability (ID) have some of the 
poorest health outcomes, including vastly lower life 
expectancy and higher rates of preventable disease and 
death than for the general population (Trollor J, Srasuebkul 
P, Xu H, et al, 2017).This is despite health targets, including 
dental health targets, having long been established (Beange 
H, Lennox N & Parmenter T, 1999).

Oral healthcare of people with intellectual disability

Most notably, poor oral / dental health sits at the 
intersection of most of the causes and complications 
identified in research into the overall health of people 
with ID (Ummer-Christian R, Iacono T, Grills N, Pradhan A, 
Hughes N, & Gussy M 2018).  Good oral / dental health is 
required if people with ID are to function to the best of their 
abilities, experience optimum health and wellbeing, and be 
included and participate fully in their communities. 

Need for interdisciplinary approach to improve oral health 
of people with intellectual disability

Most dental patients with ID can be treated successfully 
in the general dental clinic.  However, this does not often 
occur, placing enormous cost and demand for services on 
hospitals and the few special needs dentists in Australia. 
There is currently a paucity of co-designed, interdisciplinary 
resources that focus on the prevention and treatment 
of oral / dental diseases in people with ID, particularly 
resources that connect and promote collaborative practice 
between dentists, general medical practice, allied health 
practitioners, disability support professionals, people with 
intellectual disability, and families.  

B)  Significance of this research:

Purpose

This research will address gaps identified in the literature 
with respect to increasing the knowledge and confidence 
of dental practitioners to more effectively manage the 
dental health of people with intellectual disability in general 
practice settings, and minimise current reliance on both 
general anaesthesia and unnecessary (costly and at times 
traumatic) hospital admissions for people with ID.  Notably, 
this research will be among the first to bring together in an 
Action Research process, oral health / dental practitioners, 
disability practitioners, and people with ID to co-produce 
solutions to the problems faced in current oral health / 
dental practice.
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Gaps in existing practice

Notably, research has highlighted the gaps in dental 
practitioners’ education with respect to managing people 
with intellectual disability. These gaps include: 

•	 �Lack of pre-service and in-service professional 
development programs for practicing dentists to increase 
their knowledge and confidence to treat people with 
intellectual disability

•	 �Dentists’ lack of awareness of the oral health needs of 
people with intellectual disability, and how these interact 
with their psycho-social and behavioural support needs

•	 �Dental practice models for people with ID that 
emphasise community-based practice and the use of 
the least restrictive alternatives in practice (e.g., avoiding 
unnecessary general anaesthesia) 

Research design and method

A)  Participants (and Recruitment Targets):

The CoP approach will engage an interdisciplinary group of 
professionals, and include people with intellectual disability, 
as follows:
•	 �5-10 general dental / oral health professionals (at least 4 

dentists) 

•	 �2-3 self-advocates with intellectual disability with dental 
service consumer knowledge and experience in action 
research. 

•	 A range of interdisciplinary professionals:

i.	� A behavioural therapist with expertise in the 
management of restrictive practices

ii.	�A residential services manager who works in group 
homes with people with ID

iii.	Special needs dentists

iv.	�Leading practice experts previously involved in dental 
health initiatives for people with disability (e.g., GPs with 
disability expertise, community health professionals, 
community dental practice managers)

v.	�Leading academics previously involved in dental health 
initiatives for people with disability (including health an 
allied health researchers) 

vi. Disability rights advocates.

B)  Recruitment:

A purposive sample of dentists, disability support 
professionals, people with intellectual disability, and 
disability advocates will be recruited for their knowledge, 
skills and experiences in the field of dentistry and / or 
disability services. This will be achieved via an invitation to 
participate using an approved Plain Language Statement 
(PLS) circulated among a network of people who have 
previously been involved in oral health initiatives for people 
with ID. 

For the oral health professionals, recruitment will be 
facilitated through collegiate organisations;including 
clinical, teaching, and research centres.  

For the participants with intellectual disability, the project 
partners have developed networks over many years and 
will invite people known from their participation in previous 
community development projects.All such persons will 
be competent to provide individual informed consent 
to participate, having previously participated in similar 
activities and by virtue of their demonstrated independence 
in their domestic and / or employment situations.However, 
all will be asked to discuss their participation with a person 
they know and trust if this might assist them in making a 
decision to participate.   

For the interdisciplinary professionals,recruitment will 
be facilitated through collegiate organisations; including 
clinical, teaching, and research centres.  

C)  Participant incentives:

Participants will be provided with morning tea and coffee 
at the CoP events.Participants will be provided with 
invoiced direct payment, EFT or an equivalent voucher to 
compensate them for their time.

D)  Participant task(s):

Community of Practice (CoP) meetings will be held 
quarterly, over an 18-20 month period at a central location 
in Melbourne, most likely Inclusion Melbourne’s offices 
in Armadale. The CoP will employ an action research 
methodology, and as such the participants will be largely 
responsible for the leadership of the CoP and its associated 
activities.

Each session will run for approximately two hours.Refer 
to the Community of Practice (CoP) session plans for an 
outline of each session.These are subject to review and 
further refinement by the project’s Advisory Group.

Participants will be asked to review a range of resources, 
materials and tools during and between the CoP sessions.

Participants will be asked to consider and contribute to the 
development of a range of new resources, materials and 
tools as the project unfolds over the 18-20 months.

Dental professionals will participate in pre/post self-
assessments (basic quantitative and short interview/
qualitative data collection conducted by a research fellow 
who will have participated in the CoP) to understand and 
track changes in their engagement with patients with 
intellectual disability, particularly with respect to:

•	 �Attitudes towards the inclusion of people with ID in 
mainstream dental practice

•	 �Practice activities (e.g., procedures) & volume of patients 
with ID seen in practice

•	 Oral health outcomes for patients

•	 �Referral systems and communication between GP, 
dentist, special needs dentists, disability professionals, 
supporters, and other experts

•	 Restrictions, barriers, and enablers 

•	 Professional development goals going forward

Note:Participants (including dental professionals) will 
be instructed not to provide any information that might 
identify an individual patient from their practice, or which 
might breach patient confidentiality.

E)  Data/Material Collection Technique(s):

Data collection and analysis

Data will include the narrative of participants (as recorded 
in the minutes and associated documentation), the issues 
participants document and bring to the CoP (eg. goal 
attainment scaling on self-report questionnaires, interviews 
and short surveys), and the products produced by the CoP 
(eg. educational / informational resources).
Minutes from the CoP meetings will be collected. Field 
notes and journal entries will be written by participants 
throughout the program of research to track processes, 
interdisciplinary collaborations, challenges and outcomes. 
These will be referred to by participants in subsequent 
group discussions and individual interviews. Dental 
professionals’ pre/post questionnaires will also be available 
for analysis.

F)  Data Analysis: 

This project will incorporate both qualitative and 
quantitative methods to investigate multiple topics of 
inquiry and test multiple hypotheses relevant to its overall 
objectives.The analysis will be predominantly qualitative 
in nature. The CoP participants will be largely responsible 
for the collective analysis of data, with the support of 
a university-based research fellow (providing technical 
support as required and being responsible for the collation 
of data and write-up). With respect to the quantitative 
analysis it should be noted that given the form of the 
data and the number of participants, these analyses will 
be predominantly descriptive, and we will focus on the 
evaluation of the strength and significance of relationships 
among variables rather than attempting to ascribe cause 
and effect.   

Minutes from the CoP meetings will be analysed using 
inductive thematic analysis, to track emerging learnings 
and the resolution of challenges.Dental professionals pre/
post self-assessments will be analysed both qualitatively 
and quantitatively.However, it is envisaged that quantitative 
analysis will be limited to descriptive analysis, given the 
relatively small sample size. 

 Following participation in the CoP, we predict that dentists 
will report: 
 
1.	�Increased knowledge concerning people with intellectual 

disabilities and how best to support them during dental 
treatment (e.g. quantitative and qualitative data compared 
pre and post CoP, adapting: Saeed, Daly, and Newton 
[2012]https://doi.org/10.1111/j.1754-4505.2012.00269.x) 

2.	�More positive attitudes towards people with 
intellectual disabilities in the context of dental practice 
(e.g.quantitative and qualitative data compared pre 
and post CoP, adapting: Abraham, Yeroshalmi and 
Margulis [2019] https://doi.org/10.1111/scd.12346; and 
DeLucia and Davis [2009] http://www.jdentaled.org/
content/73/4/445)

3.	�Increased confidence in communicating with patients 
with intellectual disabilities, and engaging with their 
families and support staff (e.g. quantitative and qualitative 
data compared pre and post CoP, adapting: Aalboe 
and Schumacher [2016] http://www.jdentaled.org/
content/80/1/58)

4.	�Increased confidence in treating people with intellectual 
disabilities in their general practice (e.g. quantitative and 
qualitative data compared pre and post CoP, adapting: 
Puryer, Woods, Terry, Sandy, and Ireland [2018] - https://
doi.org/10.1111/eje.12271; and Popat, Thomas, and Farnell 
[2016] - https://doi.org/10.1038/sj.bdj.2016.495) 

5.	�Increased numbers of people with intellectual disabilities 
being treated in their general practice (e.g.comparison of 
the number of patients treated pre and post CoP)
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6.	�Decreased referrals to hospitals for routine dental work 
(e.g., comparison of the number of referrals to hospital / 
in-patient services pre and post CoP)

7.	�Increased instances of communication between 
dentists and other health and allied health professionals 
(e.g. comparison of the number of interdisciplinary 
communications in writing or by telephone pre and post 
CoP)

8.	�Attainment of professional development goals as they 
pertain to the treatment of people with intellectual 
disabilities (e.g. use of individualised Goal Attainment 
Scaling techniques)

Risks, benefits and monitoring

A)  Potential Risks

Participants will discuss topics related to oral health care, 
with the risk of disclosure of information that could identify 
patients.

Some topics raised in discussion could be of a sensitive 
nature and though within the ambit of professional 
discourse, could cause distress among participants.

An imbalance of power could arise between participants 
with different backgrounds (e.g. dentistry, disability services, 
people with lived experience of disability), effecting their 
form and degree of participation.

Presenters could give clinically inappropriate information.

Presenters might not be available to present on the day 
scheduled due to ad hoc cancellations.

B)  Risk Management Strategy

The project has an Advisory Group that will provide 
on-going oversight.The Group will anticipate difficulties 
and plan strategies on an ongoing basis.So too they will 
review and address any problems that arise in a timely way.
Any breach of the HREC approval will be brought to the 
attention of the HREC. 

Discussion of issues in a way which might identify an 
individual person will be actively discouraged (group 
rules).All case studies will be deidentified unless a person 
is sharing their own lived experience.However, there will 
also be an agreement to maintain confidentiality of group 
discussions as they might relate to actual people that 
will form part of the Consent to participate.The group 
rules relating to confidentiality will be outlined at the 
commencement of each CoP meeting.

Participants will be provided with referral information 
concerning sources of support relevant to their 
circumstances as a dental practitioner, disability practitioner 
or person with a disability.These will include professional 
counselling services available to the general public, services 
available on referral from a GP, and services offered by 
their respective employers (e.g. an Employee Assistance 
Programme – EAP).

In formulating the group rules, there will be explicit 
discussion of potential power imbalances and ableism, 
and the group will actively develop management strategies 
and be encouraged to ‘call out’ any potential ableism. 
Facilitation of CoP meetings will be led by a professional, 
with experience in CoP facilitation, while people with 
disabilities will co-facilitate meetings.

Each session will be pre-planned.There will be an emphasis 
on the requirement for evidence-based presentations.Guest 
presenters be required to provide references supporting 
their subject matter.  Course content will be reviewed by 
multiple project partners to ensure credibility of content 
and any questions referred to the Project Coordination 
Group for final adjudication as required.

The schedule will provide for several presenters at each 
CoP, and where possible, alternative presentations will be 
planned well in advance.

Risks, benefits and justification

A)  Expected Benefits

This project is anticipated to have benefits for the 
participants in so far as they will have an opportunity to 
further their own professional development with respect to 
the inclusion of people with intellectual disability in general 
dental practice.Dental and oral health practitioners will 
acquire knowledge and skills to apply in their own practice.
Disability practitioners will develop their understanding of 
oral / dental health and how best to work with the dental 
profession.  

Furthermore, both dental and disability professionals will 
have an opportunity to learn from people with disability 
and have an opportunity to experience relating to them 
as experts in their own lived experience (in contrast to the 
usual dependent role of ‘patient’).

People with disability will learn more about the importance 
of dental health and, notably have an opportunity to 
develop their skills and efficacy in teaching professionals 
about their support needs. 

This project will benefit both the dental health and disability 
sectors with respect to the co-design of informational and 
educational resources. 

This project will advance our understanding of how 
CoP methodology might contribute to science and the 
development of an informative and practical evidence-
base at the intersection of health and community service 
settings.  

B)  Justification of Risks by Expected Benefits

There are minimal risks, if any, to participants in this 
program of research. In contrast, the anticipated benefits 
of the research to professionals and people with an 
intellectual disability are anticipated to be far-reaching 
and wide-ranging in terms of the contribution to policy 
development and service delivery.  Furthermore, consistent 
with the principles of the United Nations Convention on 
the Rights of Persons with Disabilities (2006), this project 
will serve to draw attention to and reinforce the inherent 
rights and abilities of people with disability to direct matters 
effecting their own lives.       

Governance and monitoring	

A)  Governance

The project will be facilitated by two teams and will take 
the form of a Community of Practice utilising participatory 
approaches to research. The project participants will guide 
and direct the content and themes throughout the project, 
leading to the development of the information resources. 
The two teams are noted below:

A Project Coordination Group will conduct the core 
activities of the project. An Advisory Group will meet 
regularly to monitor the project. The Advisory Group 
will compromise at least one person with an intellectual 
disability.

Project Coordination Group

•	 �Professor Keith McVilly (Lead investigator) University of 
Melbourne, School of Social and Political Sciences, 
Level 4, John Medley Building (191) 
The University of Melbourne VIC 3010 

•	 �Dr Alana Roy 
Research Fellow 
The University of Melbourne 

•	 �Dr Tejashree Kangutkar 
Research Assistant  
The University of Melbourne

•	 �Nathan Despott 
Manager, Policy & Projects  
Inclusion Melbourne 

•	 �Jenna Hepburn 
Project Co-ordinator 
Inclusion Melbourne 

Advisory Group

Comprised of Project Coordination Group and the 
following representatives. Please see the Advocacy Group 
Terms of Reference and Agreement.

•	 �Dr Richard Zylan 
Dentist 

•	 �Professor Hanny Calache 
Honorary Senior Fellow, Melbourne Dental School  
The University of Melbourne 

•	 �Dr Joanne Watson 
Lecturer, Disability and Inclusion  
Deakin University 

•	 �Dr Kerrie Punshon 
Special Needs Dentist, President  
ASSCID 

•	 �Dr Helen Marchant 
Special Needs Dentist  
Western Special Needs Dentistry 

•	 �Alyson Bettega 
Senior Oral Health Therapist  
North Richmond Community Health 

•	 �Cameron Bloomfield 
Member 
Rainbow Rights and Advocacy (LGBTIQA+ self-advocacy 
group for people with intellectual disability, supported by 
SARU)

•	 �Dr Katy Theodore 
Dentist 
Dental Health Services Victoria

•	 �Dr Mathew Lim 
Special Needs Dentist

 

B)  Monitoring

The research will be conducted in Melbourne and 
monitored by the Advisory Group, also based in Melbourne. 
The project will be subject to reporting to the University 
of Melbourne HREC.A final report will be made to the 
Melbourne Disability Institute and the project funder.
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Consent

Obtaining informed consent

Explain how you will obtain informed consent from 
participants. 

Written consent will be obtained from all participants. 
Plain language statements, consent forms and the right to 
withdrawn forms will be provided.

For participants with intellectual disability, all will be 
competent to provide individual informed consent to 
participate, having previously participated in similar 
activities and by virtue of their demonstrated independence 
in their domestic and / or employment situations.However, 
all will be asked to discuss their participation with a person 
they know and trust if this might assist them in making a 
decision to participate.   

Future use of data	

Conflicts of interest	

It is possible that researchers and project partners may 
have prior professional relationships with some participants 
(e.g. dentists, people with intellectual disability and guest 
speakers). However, it should be noted that the disability 
community regularly engages in forums involving people 
who have pre-existing relationships in the form of client-
practitioner.

The plain language statement makes it clear that agreement 
to participate or the decision to decline participation will 
in no way effect current or future relationships or the 
provision of services.     

People with intellectual disabilitywill be encouraged to 
discuss their participation with an independent person they 
know and trust.

In addition to the usual sources of ethical guidance for 
research, the team will also refer to the United Nations 
Convention on the Rights of Persons with Disabilities 
(UNCRPD), the Disability Discrimination Act 1992, the NDIS 
Practice Standards, and the Victorian Charter of Human 
Rights and Responsibilities Act.

Information for participants	

Participants will be informed of the project via fact sheets, 
recommended reading, Plain Language Statements and 
consent forms.Following return of consent forms, all 
participants will be contacted by the Project Coordination 
Groupprior to commencement of CoP sessions to discuss 
the plain language statements and consentforms to ensure 
that each participant has understood the CoPprocess and 
program of research.

Dissemination and data 
management

Providing Results to Participants
	
•	 �Formal and informal community-based discussions with 

all participants.

•	 �Promote website, resources and materials via well-
established sector channels, contacts, social media.

•	 �Plain language summaries will be provided for people 
with intellectual disabilities.

Reporting Project Outcomes

•	 �A report will be provided to the Melbourne Disability 
Institute and funders.

•	 �Dissemination of materials via website, well-established 
sector channels, and social media .

•	 �Presentations will be given to relevant interested parties 
in the disability and health sectors, including local 
community dental practices.

•	 �Presentations at peer reviewed conferences (oral 
presentations/poster presentations/workshops).

•	 �Manuscripts will be prepared for peer reviewed 
publications.

Data management
	

A)  Privacy and Confidentiality

Participant privacy will be maintained in the strictest 
confidence, except if there is concern that the participant is 
in danger, or if a court directs otherwise.

No identifying information will be released by the University 
as part of the research report.

When writing reports, presenting project findings, or 
publishing articles, only aggregate data will be reported 
and, if needed to contextualise reporting, and to protect 
the anonymity of participants, only ‘constructed case study 
examples’, based on composite data, will be used. 

The fact that some data collection will take place in group 
settings is acknowledged in the Plain Language Statement, 
and consent to participate will include an agreement to 
maintain the confidentiality of issues raised in a group 
context.    

B)  Security and Storage of Data

Hard-copy data will be stored by the CI in a locked filing 
cabinet.Following analysis, only de-identified digital data 
will be stored.  Digital data will be stored in password-
protected files.

C)  Retention

De-identified digital data will be maintained for 5 years post 
publication of any peer-reviewed papers.

Tiltle? Title? Title?

YES

Consent will be specific
Data / materials / tissues will be used only for this research project 
(i.e. no future use).

Consent will be extended
Data / materials / tissues used in this research project may also be 
used in future projects that are closely related to this project, or in the 
same general area of research as this project. This is clear in the PLS.

Consent will be unspecified
Data / materials / tissues used in this project may also be used in any 
future research. This is clear in the PLS.

Approval for Extended Consent(detailed on the PLS and Consent Forms) is requested given the data and findings of this 
project are anticipated to contribute to future research involving an up scaling of the project if funding becomes available.
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community of practice session plans

Session 1: Introduction to holding inclusive Community of Practice Meetings

Introduction to the COP – 20 minutes

Presentation from experts: Eva Sifis and Cameron Bloomfield, Voice at the Table – 30 minutes

Review currently existing resources  – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up – 20 minutes

The self-advocates will introduce themselves and describe 
their life experiences, including interactions with health 
professionals and dentists. Eva will discuss the differences 
she has observed in health care before and after her 
acquired disability. 

Introduce the Dental Health Services Victoria ‘filling the gap’ 
videos and play the first few minutes, making sure that the 
participants know how to access these and watch them 
after the session. 

https://�www.dhsv.org.au/professionals/health-promotion-
resources/videos/filling-the-gap

Introduce and show a video on the Social Model of 
Disability, leading a discussion on Australia’s uptake of the 
model. 

Social Model of disability:

The United Nations definition of disability reflects the social 
model of disability and is outlined below:

Disability includes long-term (lasting 6 months or more) 
physical, mental health, intellectual, neurological or 
sensory impairments which, in interaction with various 
attitudinal and environmental barriers, may hinder full 
and effective participation in society on an equal basis 
with others.

Lead a discussion dispelling any assumptions, fears or 
discriminations the participants may be in possession of.

Discussion points for the community of practice:

What do we mean by disability:

•	 People who are blind or people with vision impairment

•	 People with learning or intellectual disability

•	 People who are Deaf or hearing-impaired

•	 People who are neurodiverse

•	 �People with lived experience of mental illness and/or 
emotional issues

•	 People with an acquired brain injury

•	 People with mobility and dexterity impairment

•	 �NSW Government, 2017. Don’t DIS my ABILITY – Day 
in the life. New South Wales Government. Family and 
Community Services. Don’t DIS my Ability Campaign. 
https://www.youtube.com/watch?v=cQubRDJlGJg

•	 �Shape Arts, 2017. Social Model of Disability. National 
Disability Arts Collection and Archive – Disability History 
Month. https://www.youtube.com/watch?v=24KE__
OCKMw&feature=youtu.be

•	 �You Me Us, 2017a. Accessible Information. https://www.
youtube.com/watch?v=ZZ9nN9ComIQ&feature=youtu.
be

•	 �You Me Us, 2017b. Customer Service. https://www.
youtube.com/watch?v=-o8q2v4bUW0&feature=youtu.be

•	 �You Me Us, 2018. Amanda’s Story. https://www.youtube.
com/watch?v=iu_BUEjZfC8

Statistics from the Australian Network on Disability:

•	 �Over 4 million people in Australia have some form of 
disability. That's 1 in 5 people.

•	 �In 2011, 2,733 people in City of Port Phillip, reported 
needing help in their day-to-day lives due to disability.

•	 �43% of people over 55 years have one or more disabilities.

•	 �2.1 million Australians of working age (15 – 64 years) have 
disability.

•	 �People with disability are twice as likely to be in the 
bottom 20% of gross household incomes.

Barriers and what people with disability think about 
before they get to an appointment / service

•	 Think about your surroundings

•	 What information is on your website?

•	 Is your website accessible?

•	 Accessible car parks / pathways to the entrance

•	 Signage – can people find you easily?

•	 �If you invite someone to your office, ask for access 
requirements

Inclusive communication

•	 Don’t ask us inappropriate things

•	 Treat us as adults

•	 �People with disability are at different acceptance levels - 
be mindful

•	 �We are all individuals and each disability does not mean 
the same thing for everyone

•	 Attitude – What we say and how we say it

•	 Awareness – Know your customer

•	 Ask – People with disability will know what they need
 

Conclusion:

– List the benefits of your Actions
– List any challenges or Barriers
– How will you measure success?

•	 �13WHAM ABC News, 2015. Dentists train for 
special needs patients. https://www.youtube.com/
watch?v=AmCoDMOBS2U

•	 �Aldred, M., and Talacko, A., 2009. Oral and Dental 
Problems in Scleroderma and Sjögren’s Syndrome. 
Scleroderma Australia http://sclerodermavictoria.com.
au/wp-content/uploads/2015/12/Scleroderma-Australia-
Oral-And-Dental-Problems.pdf

Questions: 

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions: 

– What were our three take-away points? 
– What was missing from today? 
– �How will you implement what you’ve learnt? (1 or 2 items.) 

1
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Session 2: Introduction to Community of Practice and Disability rights

Previous session: Overview and follow up – 20 minutes

Session 3: Residential services: Lived and practice experience 

Previous session: Overview and follow up – 20 minutes

Presentation from experts: Eva Sifis and Cameron Bloomfield, Voice at the Table – 30 minutes

Presentation from expert: Karen Woods, Bayley House  – 30 minutes

Review currently existing resources: – 20 minutes

Review currently existing resources: – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes
Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

Aims:

1.	�For COP participants to understand the ‘big picture’ 
and the need for collaboration with people with lived 
experience and other sectors 

2.	�For dental practitioners to understand how the disability 
sector works and interacts with the dental sector 

3.	�For dental practitioners to begin to understand the dental 
pathway for a person with intellectual disability  

Content Outline:

1.	Why cross-sector collaboration is key 

•	 �People with disability have poor health and fewer 
resources 

•	 �Good healthcare relies pm respect, communication, 
and collaboration between the person with intellectual 
disability, the key worker/family, and the dental 
practitioner/other health care 

•	 �Demystifying communication with patients, key 
workers/family and why this is important for successful 
ongoing oral health 

Sharing lived experience and practice from residential 
disability services from the perspective of a supervisor of a 

group home for people with an intellectual disability.

Aims:

1.	�To introduce dental practitioners to life in a residential 
service for a person with intellectual disability 

2.	�For dental practitioners to understand the working 
environment of residential house staff 

3.	�To explore the current oral health practice of residential 
staff and interactions with dental professionals

Content Outline:

1.	Life in a residential accommodation service 

•	 �Day in the life of a person with disability living in 
residential accommodation 

•	 �Opportunities and challenges of living in disability 
residential accommodation  

2.	Introduction to the disability sector 

•	 �Introduction to overlapping support plans in the life of 
a person with disability, and where dental advice ‘fits’ in 
with this 

•	 �The nature of the disability workforce (i.e. may be long 
term, may just be there for that shift) and that they 
often do not have any health training 

•	 �Oral health often not prioritised due to competing 
priorities 

•	 Restrictive practice in the disability sector
 

3.	�Ideal treatment pathway for a person with intellectual 
disability 

•	 Access to services (preparing, accessing, transport, 
other supports etc) 

•	 In the clinic (such as interaction between people 
involved) 

•	 Communication, behaviour, and consent 

•	 Management or care at home

2.	Working in someone’s home  

•	 �Day in the life of a disability support professional who 
works in residential accommodation 

•	 �Opportunities and challenges of supporting people in 
disability residential accommodation

 

3.	Oral health and disability residential accommodation 

•	 �Current practices for oral health when supporting 
people  

•	 Lower and higher support needs 

•	 Supporting a person to a dental appointment 

•	 Process of 

•	 Who usually attends appointment? 

•	 Pre and post care/support 

 Oral health and intellectual disability Information for Dental COP Project

•	 �Angwin, L, Leighton, D, & Despott, N. 2015a. Your 
Dental Health: A Guide for People with a Disability, 
their Family Carers, Friends and Advocates. Inclusion 
Melbourne. https://inclusionmelbourne.org.au/wp-
content/uploads/2019/04/IM-Dental-Health-Publication-
COMPLETE-2.pdf

•	 �Inclusion Melbourne, 2019. Your Dental Health. Webpage 
https://inclusionmelbourne.org.au/projects/your-dental-
health/

•	 �Dental Health Services Victoria (DHSV), 2007b. 
Supporting Every Smile. https://everysmile.dhsv.org.au/

•	 �Dental Health Services Victoria (DHSV), 2008. 
Promoting oral health for people living in disability 
accommodation services. https://www.dhsv.org.
au/__data/assets/pdf_file/0003/3747/disability-resource-
toolkit-das.pdf

•	 �Dental Health Services Victoria (DHSV), 2010. Brushing 
up on oral health for disability residential services. 
https://www.youtube.com/playlist?list=PLcAjB30TLQlFEy
ZCGBjgKktIk7Jsm0dcW

•	 �Children’s Hospital of Pittsburgh, 2011. Home Dental 
Care for People with Disabilities. Brian Martin, DMD, 

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Chief of Pediatric Dentistry of Children’s Hospital of 
Pittsburgh. ACHIEVA and Pennsylvania Developmental 
Disabilities Council. https://www.youtube.com/
watch?v=4wu8gl5AZkA

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

2 3
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Session 4: Special needs dentistry

Previous session: Overview and follow up – 20 minutes

Session 5: Restrictive practices and positive behavior support plans 

Previous session: Overview and follow up – 20 minutes

Presentation from expert: �Dr Helen Marchant and Dr Kerrie Punshon, Western Special Needs Dentistry 
– 30 minutes 

Presentation from expert: Dave Relf, National Disability Services  – 30 minutes

Review currently existing resources: – 20 minutes

Review currently existing resources: – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

Overview of special needs dentistry and consideration 
including registration process and formal guidelines.

Content TBC

Participants will discuss the NDIS, quality, safeguarding, 
positive behaviour supports and restrictive practices in 
relation to special needs dentistry. 

NDIS, quality, safeguarding, positive behaviour supports and 
restrictive practices.

•	 Introduction to positive behaviour support

•	 A Human Rights based approach

•	 Quality of life

•	 Behaviours of concern and communication

•	 Understanding the function of behaviour

•	 Antecedent control

• 	The behaviour cycles

•	 Restrictive practices

• 	What is considered restrictive?

• 	�Understanding the concept of the least restrictive 
alternative

•	 �Misuse/overuse of restrictive practices and the impact on 
the person.

• 	Overview of national legislation

•	 NDS Recognising Restrictive Practices films

•	 Provision of relevant resources.

A restrictive practice power point will be provided. A human 
rights framework will be outlined, and a behavioral cycle 
model will be discussed.

Seligman, M. E. (2011). Flourish: a visionary new 
understanding of happiness and well-being. Policy, 27(3), 
60-1.

Horner, R. H., Dunlap, G., Koegel, R. L., Carr, E. G., Sailor, W., 
Anderson, J., ... & O’Neill, R. E. (2005). Toward a technology 
of “nonaversive” behavioural support. Research and Practice 
for Persons with Severe Disabilities, 30(1), 3-10

Office of Professional Practices: http://www.dhs.vic.gov.
au/__data/assets/pdf_file/0011/845345/Toolkit-section-1-
Why-develop-good-quality-plans-0913.pdf

•	 �Southern Association of Institutional Dentists, 2013. 
Special Care Advocates In Dentistry Modules: SAID 
Professional Modules. http://saiddent.org/modules.php •	 �NDS, 2017. Considering Additional Risks. National Disability 

Services: Zero Tolerance. https://www.nds.org.au/zero-
tolerance-framework/considering-additional-risk

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

4 5



24 25

Session 6: Parent Perspective & Expert in dentist treatment planning

Previous session: Overview and follow up – 20 minutes

Session 7: Supported Decision Making 

Previous session: Overview and follow up – 20 minutes

Presentation from expert: �Dr Richard Zylan, parent of a person with disability, private dentist with expertise 
in treatment planning. – 30 minutes

Presentation from expert: Dr Joanne Watson, Deakin University – 30 minutes

Review currently existing resources: – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

Expert in dentist treatment planning. Review forms. Discuss 
experiences as a parent and techniques in the dental 
surgery.

Content TBC

•	 �Zylan, R., Despott, N., Tracy, J., Shnider, W. 2019 
Oral Health and Intellectual Disability: A Guide 
for Dental Practitioners. Inclusion Melbourne, 
https://inclusionmelbourne.org.au/wp-content/
uploads/2019/05/Oral-health-and-disability-web-
spreads.pdf

•	 �Inclusion Melbourne and Monash Health, 2017. 
Dentistry and Disability. https://www.youtube.com/
watch?v=kdgL3U8JBUc

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

What role can Supported Decision Making play in 
achieving good oral health for people with intellectual 
disability?

Australia’s signing and ratification of the United Nations 
Convention on the Rights of Persons with Disabilities 
(UNCRPD) represents an important step towards 
promoting, protecting and ensuring human rights for 
Australians with disability. Article 12 of the Convention 
challenges the use of substitute decision-making or 
guardianship. In response to the UNCRPD, supported 
decision-making has emerged as an alternative paradigm 
to substitute decision-making, consistent with Australia’s 
obligations under Article 12 of the UNCRPD.  Supported 
decision-making is an interdependent process whereby a 
person with intellectual disability is supported to have their 
preferences acknowledged, interpreted and enacted. 

Like everyone, people with intellectual disability face a 
range of decisions relating to health, including oral health.  
For example, a person may have preferences relating to 
a range of aspects of oral health care, such as, how hard 
the bristles on their toothbrush are, who supports them 
in cleaning their teeth, the level of sedation given during 
dental treatment, or the music played during a dental 
procedure. 

A Supported decision-making approach provides 
supporters with a range of tools to implement with people 
with intellectual disability so their preferences relating 
to oral health care can not only be acknowledged, but 
interpreted and then responded to, within the context of 

their oral health care.

Aims:

1.	�To introduce participants to the UNCRPD and Australia’s 
specific obligations under Article 12 of the Convention;

2.	�To provide participants with knowledge regarding 
supported decision-making mechanisms specifically 
within the context of oral health care.

Tools and Resources:

Watson, J. (2019). The role of speech-language pathology 
in supporting legal capacity Journal of Clinical Practice in 
Speech-Language Pathology, Vol 21 (1).

Gooding, P., Koritsas, S., Duffield, L., Watson, J., &Hagiliassis, 
N. (2016). Sean’s decision. Decision-making support 
for people with cognitive disability. In Decision-making 
support: Building capacity within Victoria. Melbourne: 
Scope (Australia).

Watson, J., Koritsas, S., &Hagiliassis, N. (2015). Supported 
Decision-Making for People with Cognitive Disabilities: A 
series of information sheets for service providers. Scope. 
Melbourne.

Watson, J., & Joseph, R. (2015). People with severe to 
profound intellectual disabilities leading lives they prefer 
through supported decision-making: Listening to those 
rarely heard. A guide for supporters. A training package 
developed by Scope. (Version 2) Melbourne: Scope.
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Review currently existing resources: – 20 minutes

•	 �Watson, J, 2016. Representing the rights of persons with 
disabilities. Deakin University. Presented at Financial 
Counselling Australia Conference 2016. https://www.
youtube.com/watch?v=qMerG7CULJE

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Session 8: Disability, Sexual Assault and Dentistry  

Previous session: Overview and follow up – 20 minutes

Presentation from expert: Dr SharonneZaks, private dentist specialising in trauma – 30 minutes

Q & A session regarding specialist dentistry and sexual 
assault resources. 

Key Discussion points:

Understanding the parallels between dental 
practices and experiences of sexual assault

•	 Focus on sexual organ; the mouth

•	 Penetration (hands, fingers, instruments etc)

•	 Mouth filled up

•	 Being/feeling unable to speak

•	 Staying open for a long time

•	 Being immobilised

•	 Feeling powerless and vulnerable

•	 Unpredictability

•	 �Feeling under someone else’s control; they can do 
anything they want to you

•	 Infliction of pain

•	 Horizontal body position

•	 Close proximity of faces, bodies

•	 Smell of latex

•	 Fear of being judged/ criticised

•	 Dissociate during the experience, especially regarding GA

Definitions of sexual assault 
 
Legal definitions of crimes of sexual violence including 
sexual assault:
https://www.legalaid.vic.gov.au/find-legal-answers/sex-
and-law/sexual-assault

CASA definitions:
https://www.secasa.com.au/assets/Documents/what-is-
sexual-assault-.pdf

https://www.secasa.com.au/assets/Documents/legal-
definitions-of-rape-and-indecent-assault.pdf

https://www.secasa.com.au/assets/Documents/what-are-
the-myths-and-facts-about-sexual-assault-.pdf

Centre Against Sexual Assault Dentist Survey
2018 CASA survey data, report and analysis:
https://www.secasa.com.au/assets/Documents/casa-
dental-survey-report-2018.pdf

8
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Review currently existing resources: – 20 minutes

•	 ��Zaks, S 2018d. Why oral health is important Sharonne 
Zaks Dental. https://youtu.be/YLvQ8BTaQCM

•	 �Zaks, S 2018e. How to choose a dentist you can trust. 
Sharonne Zaks Dental. https://youtu.be/ylMtCXX7URk

•	 �Zaks, S 2018f. Visiting the dentist: Full length version 
Sharonne Zaks Dental. https://youtu.be/CJhsyvwnRwQ

•	 �Zaks, S 2018g. Visiting the dentist: Advice from survivors: 
Part 1/7: How did you meet your dentist? Sharonne Zaks 
Dental. https://youtu.be/CcTTm0WLrug

•	 �Zaks, S 2018h. Visiting the dentist: Advice from survivors: 
Part 2/7: Common Reactions: Panic attacks and 
dissociation Sharonne Zaks Dental. https://youtu.be/
Ym1qAXis9OM

•	 �Zaks, S 2018i. Visiting the dentist: Advice from survivors: 
Part 3/7: What is your greatest fear about going to 
the dentist? Sharonne Zaks Dental. https://youtu.be/
l1zW6hvicRY

•	 �Zaks, S 2018j. Visiting the dentist: Advice from survivors: 
Part 4/7: Do you have trouble with brushing or flossing? 
Sharonne Zaks Dental. https://youtu.be/o2e7Gg9y6mU

•	 �Zaks, S 2018k. Visiting the dentist: Advice from survivors: 
Part 5/7: What coping strategies do you use when visiting 
the dentist? Sharonne Zaks Dental. https://youtu.be/
cPtKwcta4Wk

•	 �Zaks, S 2018l. Visiting the dentist: Advice from survivors: 
Part 6/7: What would you like to tell dentists about 
working with survivors? Sharonne Zaks Dental. https://
youtu.be/1kbjnt5Iuro

•	 �Zaks, S 2018m. Visiting the dentist: Advice from survivors: 
Part 7/7: What advice do you have for survivors? 
Sharonne Zaks Dental. https://youtu.be/PLO2R1v-T1g

•	 �Zaks, S. 2018a. Trauma informed dental care: Dentist 
Lecture 1. Sharonne Zaks Dental. https://www.youtube.
com/watch?v=ooGK3LJ1puA&feature=youtu.be

•	 �Zaks, S. 2018b. Trauma informed dental care: Dentist 
Lecture 2. Sharonne Zaks Dental. https://www.youtube.
com/watch?v=lns7TraKnAE&feature=youtu.be

•	 �Zaks, S. 2018c. Trauma informed dental care: Dentist 
Lecture 3. Sharonne Zaks Dental. https://www.youtube.
com/watch?v=57W7gDc25eM&feature=youtu.be

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Session 9: Voice of a self-advocate with complex communication  

Previous session: Overview and follow up – 20 minutes

Presentation from expert: Karleen, self-advocate with complex communication  – 30 minutes

Exploring dental practitioners understanding of engaging 
people with complex communication need.  Explore 
strategies to better support a person with complex 
communication within dental practices.

Aims:

1.	�For dental practitioners understand the difficulties of 
accessing good dental treatment for a person with 
complex communication 

2.	�To explore strategies to better support a person with 
complex communication within dental practices

Content Outline:

1.	Complex communication 

•	� Shared experience from a self-advocate about a good, 
and a bad, visit to a dentist 

•	 What made these good/bad experiences? 

•	� What could be done to make all experiences good 
experiences 

2.	Communicating  

•	 �How you can explore the best way to communicate with 
a patient

Review currently existing resources: – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

•	 �National Institute of Dental and Craniofacial Research 
(NIDCR). 2009a. Practical Oral Care for People with 
Autism. National Institutes of Health Publication No. 09–
5190, U.S. Department of Health and Human Services. 
https://www.nidcr.nih.gov/sites/default/files/2017-09/
practical-oral-care-autism.pdf

•	 �National Institute of Dental and Craniofacial Research 
(NIDCR). 2009b. Practical Oral Care for People with 
Cerebral Palsy. National Institutes of Health Publication 
No. 09–5192, U.S. Department of Health and Human 
Services. https://www.nidcr.nih.gov/sites/default/
files/2017-09/practical-oral-care-cerebral-palsy.pdf

•	 �National Institute of Dental and Craniofacial Research 
(NIDCR). 2009c. Practical Oral Care for People 
with Down Syndrome. National Institutes of Health 
Publication No. 09–5193, U.S. Department of Health and 
Human Services. https://www.nidcr.nih.gov/sites/default/
files/2017-09/practical-oral-care-down-syndrome.pdf

•	 �National Institute of Dental and Craniofacial Research 
(NIDCR). 2009d. Practical Oral Care for People with 
Intellectual Disability. National Institutes of Health 

Publication No. 09–5194, U.S. Department of Health and 
Human Services. https://www.nidcr.nih.gov/sites/default/
files/2017-09/practical-oral-care-intellectual-care.pdf

•	 �The Royal College of Surgeons of England. 2012. Clinical 
Guidelines and Integrated Care Pathways for the 
Oral Health Care of People with Learning Disabilities. 
Faculty of Dental Surgery, The Royal College of Surgeons 
of England. https://www.rcseng.ac.uk/library-and-
publications/rcs-publications/docs/oral-health-care/

•	 �Dental Health Services Victoria (DHSV), 2007a. Disability 
Awareness Guide. https://www.dhsv.org.au/__data/
assets/pdf_file/0012/3144/disability-awareness-guide.pdf

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)
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Session 10: Expertise in developmental disability medicine 

Previous session: Overview and follow up – 20 minutes

Session 11: Oral Health Therapist perspectives  

Previous session: Overview and follow up – 20 minutes

Presentation from expert: Dr Jane Tracy, CDDHV, Monash Health – 30 minutes Presentation from expert: Alyson Bettega, North Richmond Community Health – 30 minutes

Review currently existing resources: – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

Aims:

To highlight the interrelated nature of disability, social 
support, general health and oral health. Key issues and 
strategies to address them will be highlighted.  

Outline:

•	 �Good health is the foundation for optimal function, 
independence and participation. 

•	 �The interplay between disability, social and practical 
support, general health and oral health needs to be 
understood in order to contribute to people with 
disability achieving and maintain optimal health and 
function.

•	 �This presentation will focus on the implications of 
developmental disability for health services, and how 
understanding those implications informs practice.

•	 �Good healthcare for people with complex needs 
associated with disability requires a multidisciplinary 
team with respect and communication between team 
members to ensure the person’s goals and issues are 
addressed.  

1.	�Inclusion Melbourne have produced a comprehensive 
set of excellent resources for dentists and other oral 
health professionals; people with intellectual disability 
and their families and support practitioners. 
 
https://inclusionmelbourne.org.au/projects/your-dental-

Explore the ‘big picture’ and the need for collaboration with 
people with lived experience and other sectors. Discuss 
dental pathways for a persona with an intellectual disability

Content TBC 

health/

2.	�The Inclusion Melbourne resources include: Oral health 
and Intellectual disability 
 
Oral Health and Intellectual Disability 
 
www.ada.org.au/News-Media/News-and-Release/Latest-
News/New-oral-health-and-disability-guide-for-dentists

3.	�Dental Health Services Victoria have brought together 
relevant information and resources into one easy-to-
use website accessible to anyone with an interest in 
supporting someone with a disability to maintain their 
oral health 
 
https://everysmile.dhsv.org.au/

4.	�Centre for Developmental Disability Health 
 
Medical assessment service for adults with intellectual 
disability. Requires referral from GP. 
 
www.cddh.monashhealth.org

Questions

– What did you think? 
– How did you feel? 

– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Review currently existing resources: – 20 minutes

•	 �Holt K, Barzel R, eds. 2020. Oral Health Services for 
Children and Adolescents with Special Health Care 
Needs: A Resource Guide (4th ed.). Washington, DC: 
National Maternal and Child Oral Health Resource Center. 
https://www.mchoralhealth.org/PDFs/cshcn-resource-
guide.pdf

•	 �Boston Children’s Hospital, 2013. Dental Care for 
Children with Special Health Care Needs - Boston 
Children’s Hospital. The Department of Dentistry, 
Boston Children’s Hospital. https://www.youtube.com/
watch?v=uZR3dx3iq5o

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 
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Session 12: Oral Health and Hygiene, Overview of a speech pathologist 

Previous session: Overview and follow up – 20 minutes

Presentation from expert: Dr Jane Tracy, CDDHV, Monash Health – 30 minutes

Review currently existing resources: – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

•	 �The Royal College of Surgeons of England. 2012. Clinical 
Guidelines and Integrated Care Pathways for the 
Oral Health Care of People with Learning Disabilities. 
Faculty of Dental Surgery, The Royal College of Surgeons 
of England. https://www.rcseng.ac.uk/library-and-
publications/rcs-publications/docs/oral-health-care/

•	 �Archer Dental, 2013. Oral Hygiene Instruction for 
Caregivers. Archer Dental https://www.youtube.com/
watch?v=vc4hG_8t9nA

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

A speech pathologist will share knowledge, skills and 
insights from the field in regard to speech pathology, 
intellectual disability and dentistry. Expert case examples 
will be discussed with a question and answer session.

Background:

Speech pathologists can play an important role in educating 
people with disabilities and their supporters regarding oral 
health and hygiene. A key aspect of a Speech pathologist 
role in the lives of people with disability is support around 
dysphagia (difficulty with eating and swallowing). A serious 
complication associated with dysphagia is aspiration 
pneumonia. Aspiration pneumonia occurs when food, 
saliva, liquids, or vomit is breathed (aspirated) into the 
lungs or airway leading to the lungs, rather than swallowed 
into the oesophagus and stomach. Aspiration is a major 
concern in its own right, however, when it is coupled with 
poor oral health, the likelihood of bacteria being aspirated 
into the airway and lungs is particularly concerning and 
life threatening. This clear relationship between aspiration 
pneumonia and poor oral health, making a Speech 
pathologist an important part of a multidisciplinary support 
team regarding oral health care.

Aims:

1.	�To provide participants with knowledge regarding the 
important link between oral health and oral motor and 
sensory skills can play in aspiration pneumonia;

2.	�To facilitate discussion regarding the importance of good 
oral health on chewing, swallowing, speaking and social 
interaction;

3.	�To provide participants with some of the logistical, 
attitudinal and educational challenges faced by disability 
support workers and family carers in maintaining good 
oral health for those they support;

4.	�To provide participants with an understanding of the 
role Speech pathologist can play in supporting the 
development of oral motor and oral sensory skills with a 
view to increase oral health care and maintenance.

Case Study 1: Anne Maree 

Anne Maree Broccio is a 48-year female client attending 
Bayley House 3 days a week.

Anne Maree has severe anxiety around dental work and 
visiting dentists. 

She has refused to access dentistry services for a prolonged 
period of time and has very poor dental health.

Anne Maree lives at home with her stepmom and she 
is in the process of being appointed a guardian for the 
purposes of medical decision making, particularly in regard 
to orthopaedic specialists’ recommendations for her to 
undergo total right hip replacement due to severe pain and 
risk of dislocation.

Health History (as per her GP Health summary)

Date of Birth:	 13/07/1970
Allergies:	 NIL known
Legally Blind
Intellectual Disability
Asthma
Moyamoya disease

MoyaMoya disease

Moyamoya disease is a disease in which certain arteries 
in the brain are constricted. Blood flow is blocked by the 
constriction, and also by blood clots. A collateral circulation 
develops around the blocked vessels to compensate for 
the blockage, but the collateral vessels are small, weak, 
and prone to bleeding, aneurysm and thrombosis. On 
conventional X-ray angiography, these collateral vessels 
have the appearance of a "puff of smoke. (Wikipedia)
MoyaMoya disease has caused Anne to sustain multiple 
ischemic strokes from a young age. Her strokes have led 
Anne Maree to become legally blind and caused right-
sided weakness, sensory loss and impairments in cognitive 
functioning.

Past health history:

•	 Stomach reconstruction (9 years old, unsure of cause)

•	 Brain surgery (5 years old)

•	 Asthma

•	 Stroke

•	 Moyamoya disease

•	 Renal Impairment – 9/11/2015

•	 Pain Management – 26/07/2017

•	 Osteoarthritis of Hip – 26/07/2017

•	 Iron Deficiency – 22/06/2016

Current health concerns

Mobility: Anne Maree has been diagnosed with 
developmental dysplasia and secondary advanced 
osteoarthritis of her right hip.

Anne Maree refuses surgery due to anxiety around medical 
procedures.
She is using Bupredermal Transdermal Patches for pain 
management.
Anne Maree is in the process of being appointed a Guardian 
to assist with medical decision making.

Dentistry: Anne Maree has not accessed dental services for 
a prolonged period of time and has very poor dental health.
Anne Maree refuse to attend dental appointments.

Anne Maree reported that she had a bad dental experience 
with her last appointment as she is unable to open her 
mouth wide enough due to the strokes that she suffered 
at a young age. This information has not been medically 
verified.

Questions:

Could Anne Maree be asked about her past dental 
experience

•	 Had she been to just one dentist or several?

•	 Was the visit focussed on getting something done?

•	 �Did something happen to make her not want to go back 
to the dentist?

•	 Does she have dental pain?

•	 �How does she feel about her teeth? Do they cause 
problems? Do they affect other areas of her life?

Could a staff member / support be asked in relation to Ann 
Maree

•	 �What are the difficulties with supporting Anne Maree in 
getting dental treatment?

•	 �What is the reality for clients like Anne Maree from an oral 
health point of view?

•	 �What do you think could / should be done to help people 
like Ann Maree get dental care?

•	 �Need or role for interdisciplinary intervention? – From a 
disability sector point of view what do you think?

12
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Session 13: Occupational therapist 

Previous session: Overview and follow up – 20 minutes

Session 14: Person Centered Active Support

Previous session: Overview and follow up – 20 minutes

Presentation from expert: To Be Confirmed – 30 minutes Presentation from expert: Jenna Hepburn, Inclusion Melbourne – 30 minutes

Review currently existing resources: – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

A occupational therapist will share knowledge, skills 
and insights from the field in regard to oral health and 
intellectual disability. Expert case examples will be 
discussed with a question and answer session.

Content TBC

Participants will be introduced to evidence-based disability 
practice. How to engage and support people with 
intellectual disability will be discussed. Applications for 
PCAS and specific techniques will be discussed.

Aims: 
 
1.	�To introduce dental practitioners to evidence-based 

disability practice and why it is important 

2.	�For dental practitioners to understand how disability 
support professionals support and engage people with 
intellectual disability 

3.	�For dental practitioners to begin to understand how they 
might be able to apply some PCAS techniques within 
their practice – through discussion and reflection 

 

Content Outline:
  
1.	Introduction to person centred active support 

•	 �Person-Centred Active Support is a way of providing 
just the right amount of assistance, to enable a person 
with intellectual disability to successfully take part in 
meaningful activities and social relationships. 

•	 �How to determine if a support worker knows/uses PCAS/
evidence-based practice 

2.	Evidence behind practice 

•	 �PWID have the same rights to be part of society and have 
good QoL as other people 

•	 �Developed in the 60’s, based on evidence that 
engagement in meaningful activities and social 
relationships improves peoples QoL 

3.	Engagement 

•	 �Average level of engagement of PWID with higher 
support needs (10 minutes in every hour) 

•	 Barriers to engagement 

4.	Essentials of Active Support 

•	 Every moment has potential (for engaging a PWID) 

•	 �Little and often (it may take multiple occasions and short 
bursts to become comfortable and confident in a task/
activity etc) 

•	 Graded Assistance 

•	 �Maximising choice and control (managing risk, 
encouraging participation etc) 

5.	Discussion 

•	 �Reflection and discussion around how they may be able 
to use PCAS in their practice 

•	 �Discussion of what resources, posters etc would be 
helpful in a dental practice.  

•	 �Oral Health Foundation, Unknown a. Oral health and 
physical disabilities. https://www.dentalhealth.org/oral-
health-and-physical-disabilities

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)
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Review currently existing resources: – 20 minutes

Discussion of new content – 30 minutes & Goal setting and wrap-up : 20 minutes

•	 �Elliott, I., Nunn, J., and Sadlier, D, 2005. Oral Health & 
Disability: The Way Forward. National Disability Authority 
https://www.dentalhealth.ie/assets/files/pdf/rnd16_
dentalfinal.pdf

•	 �Greystanes Disability Services and La Trobe University, 
2015. Every Moment Has Potential. Commonwealth of 
Australia. http://www.activesupportresource.net.au/

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Session No. Area of expertise Additional resources to be added Link

1 Disability rights advocates Your Dental Health for People with Intellectual Disability Link

2
Your Dental Health project 
coordinator

COP Dental Inclusion for PWID Link

3
Residential Services 
Manager

Your Dental Health - Community of Practice Link

4 Special Needs Dentist
Transforming Practice in Oral Health and Intellectual 
Disability  - Interdisciplinary Professional Development and 
Capacity Building

Link

5
Your Dental Health project 
coordinator

COP Oral Health, Cognitive Impairment, Acquired Brain 
Injury

Link

6
Supported Decision Making 
expert

Expression of Interest Link

7 Sexual assault expert Link

8
Voice of self-advocate with 
complex

2020 grant guidelines not yet available Link

9 Medical GP (Disability) 2020 grant guidelines not yet available Link

10
Oral Health Therapist 
perspectives

2020 grant guidelines not yet available Link

11 Speech pathologist 2020 grant guidelines not yet available Link

12 Occupational therapist Resubmit in June for November funding Link

13
Restrictive practices, PBS 
and BSPs

2020 grant guidelines not yet available Link

Appendix: Additional resources
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project timeline project budget

Item Activity Steps Timeframe Participants

1 Establish Project Plan, 
Research Strategy, and 
Advisory Group.

•	 �Establish governance structure 
and members

•	 �Development of Terms of 
Reference

•	 �Finalise Project Implementation 
Plan and Project KPIs

•	 �Development of Research 
Strategy

•	 �Establish Advisory Group

•	 �Commencement of Quarterly 
Steering Committee meetings

•	 Finalise COP Plan and Objectives

MDI Seed-
funding period. 
Completed.

•	 University of Melbourne

•	 Inclusion Melbourne

•	 Deakin University

•	 ASSCID

•	 NRCH

•	 Self-Advocates with ID

2 Communities of 
Practice (COP)

•	 �Commencement of Quarterly 
Advisory Group meetings

•	 Recruit COP Participants

•	 �Schedule meetings and invite 
participants

•	 �Conduct COP meetings / 
participatory action research

•	 Employ and test strategies 

•	 Information compilation

•	 Evaluation

Mid 2020 to 
December 2021

•	 Inclusion Melbourne

•	 University of Melbourne

•	 Deakin University

•	 ASSCID

•	 NRCH

•	 �Dentists and 
interdisciplinary 
professionals

•	 Self-Advocates with ID

•	 Subject Matter Experts

3 Translation / Content 
Development 

•	 �Development of formal 
Continuing Professional 
Development (CPD) material, 
other resources and visual tools

•	 �Trialling/testing

•	 �Finalisation and Production of 
CPD material

October 2021 to 
April 2022

•	 Inclusion Melbourne

•	 University of Melbourne

•	 Deakin University

•	 ASSCID

•	 NRCH

•	 Self-Advocates with ID

4 Dissemination, 
Communication & 
Training

•	 Workshops with key stakeholders

•	 P�resentations at relevant dental 
and disability conferences

•	 �Publications in peer reviewed 
journals

•	 �Presentations at regular 
meetings of key stakeholders 
in the oral health and disability 
sectors

•	 �Publications in relevant 
newsletters

May 2022 to 
November 2023

•	 Inclusion Melbourne

•	 University of Melbourne

•	 Deakin University

•	 ASSCID

•	 NRCH

•	 Self-Advocates with ID

5 Evaluation •	 �Evaluation of all developed 
programs

December 2022  
to January  2023

•	 Inclusion Melbourne

•	 University of Melbourne

•	 Deakin University

•	 ASSCID

•	 NRCH

•	 Self-Advocates with ID

6 Reporting •	 Compile all information and data

•	 Analyse and assess

•	 �Develop all required reporting/
formats

February 2023 •	 Inclusion Melbourne

•	 University of Melbourne

•	 Deakin University

•	 ASSCID

•	 NRCH

•	 Self-Advocates with ID

Budget Line Item Year 1 Total Year 2 Total Year 3 Total

Personnel Expense

University of Melbourne - Professor Keith McVilly  30,000.00 30,000.00 30,000.00 

University of Melbourne - Alana Roy - Project Coordinator (0.4 FTE) 39,520.00 39,520.00 39,520.00 

Inclusion Melbourne - Nathan Despott - Project Coordinator (0.4 FTE) 49,400.00 49,400.00 49,400.00 

Deakin University - Professor Hanny Calache 15,000.00 15,000.00 15,000.00 

Deakin University - Dr Tejashree Kangutkar - Project Assistant 5,000.00 5,000.00 5,000.00 

Dynamic Dentistry - Dr Richard Zylan - Project Advisor 2,600.00 2,600.00 2,600.00 

Deakin University - Dr Joanne Watson - Project Advisor 2,600.00  2,600.00 2,600.00 

Bayley House - Karen Woods - Project Advisor 2,000.00 2,000.00 2,000.00 

Dentists (Allowance 6 dental practitioners per COP meeting - 8 Meetings 
per annum for 18 months @ $150 per meeting, Year 3 allowance may be 
used to supplement additional dentists in Years 1 and 2)

7,200.00 3,600.00 4,000.00

Self Advocates with intellectual disability (Allowance 4 people attendance 
at COP, based on 8 meetings per annum for 18 months @ $100 per 
meeting, Year 3 allowance for review)

2,400.00 1,600.00 1,200.00 

Interdisciplinary CoP participants (Allowance 4 per COP meeting - 8 
meetings per annum for 18 months @ $150 per meeting, Year 3 allowance 
for review etc)

4,800.00 2,400.00 2,000.00 

Subject Matter Experts (Allowance 2 people attendance at COP, based on 8 
meetings per annum for 18 months $400 per meeting, Year 3 review etc)

6,400.00 3,200.00 2,800.00 

ASSCID - Dr Kerrie Punshon - Project Advisor 2,470.00 2,470.00 2,470.00 

Western Special Needs Dentistry - Dr Helen Marchant - Project Advisor 2,470.00 2,470.00 2,470.00 

North Richmond Community Health - Alyson Bettega - Project Advisor 1,900.00 1,900.00 1,900.00 

Rainbow Rights & Advocacy - Cameron Bloomfield - Co-leader 1,710.00 1,710.00 1,710.00 

Administrative Assistance 6,000.00 6,000.00 8,000.00 

Subtotal 175,470.00 171,470.00 172,670.00 
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Activity / Project Operating Expenses (Non Staff)

Resource Development 10,000.00 20,000.00 20,000.00 

Venue Hire 7,200.00 3,600.00 1,200.00 

Catering 1,200.00 600.00 200.00 

Printing 3,000.00 8,000.00 8,000.00 

Travel allowance for people with ID 500.00 500.00 500.00 

Interstate Travel (5 x $1000 trips) 5,000.00 5,000.00 5,000.00 

Subtotal 26,900.00 37,700.00 34,900.00 

Activity / Project Operating Expenses (Non Staff)

Instructional Designer for the development of CPD content 1,900.00 7,600.00 7,600.00 

Graphic Design  (Allowance) 5,000.00 8,000.00 8,000.00 

Videography 5,000.00 10,000.00 10,000.00 

Subtotal 11,900.00 25,600.00 25,600.00 

Total (Annual) 11,900.00 25,600.00 25,600.00 

Total (Full Term) 682,210.00

pilot plan

The Project Coordination Team’s work expanded to include 
development of a plan for a pilot of the Community of 
Practice project. This plan will be executed should an 
application for a smaller grant be successful, particularly a 
grant of $50-100,000. Published findings of the pilot would 
be used as the basis of an application for larger research 
funds, such as an NHMRC grant.

Overview of Pilot:

•	 �Two Advisory Group meetings: pre- and post-CoP 
meetings

•	 Location: Inclusion Melbourne offices, Armadale

•	 �Recruitment of 10-15 participants as per long version of 
the project

•	 Pre- and post-CoP meeting questionnaires

•	 Pre-reading for each CoP session

•	 2-3 CoP meetings (funding dependant)

•	 Basic resource development

•	 Research Report

•	 �Lodgement of funding application for long version of 
project

Oral Health and Intellectual Disability: Community of Practice Project Pilot

Pilot adaptation: �Two community of practice meetings, including resource testing and limited development of resources. 
Expansion to three meetings dependent on funds.

Two advisory group meetings – 1 hour per meeting

Confirm experts and pre-reading material – 30 minutes / expert presentation

Participants – 30 minutes / expert presentation

Two advisory group meetings will be held.
One before commencement and one after conclusion of 
the pilot CoP meetings.

Four or five experts will be chosen from those listed 
in the full CoP project. Each expert will be confirmed 
for participation in the pilot project through email, 
phone, or face-to-face contact with a member of the 
Project Coordination group. They will be provided with 
a comprehensive description of their role as an expert 
speaker and a fact sheet highlighting key components of 
pilot CoP project prior to confirmation.

Each expert will present for 20-30 minutes on their topic. 

The CoP approach will engage an interdisciplinary group of 
professionals, and include people with intellectual disability, 
as follows:

•	 �5-10 general dental / oral health professionals (at least 4 
dentists) 

•	 �2-3 self-advocates with intellectual disability with dental 
service consumer knowledge and experience in action 
research. 

•	 A range of interdisciplinary professionals:

•	� A behavioural therapist with expertise in the 
management of restrictive practices

Experts for the pilot CoP:

•	 Your Dental Health project coordinator

•	 Special Needs Dentist.

•	 Dentist/parent of person with disability

•	 Person with disability

•	 One area chosen from the full CoP project plan.

•	� A residential services manager who works in group 
homes with people with ID

•	 Special needs dentists

•	� Leading practice experts previously involved in dental 
health initiatives for people with disability (e.g., GPs with 
disability expertise, community health professionals, 
community dental practice managers)

•	� Leading academics previously involved in dental health 
initiatives for people with disability (including health an 
allied health researchers)

•	 Disability rights advocates.

These meetings will be held at Inclusion Melbourne. Video 
conferencing option will be available for distant advisory 
group members.
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Recruitment – 30 minutes per participant (approx. 10 hours)

Pre-CoP data collection – 45 minutes / participant 

Community of Practice Meetings – 2.5 hours per CoP meeting 

A purposive sample of dentists, disability support 
professionals, people with intellectual disabilities, and 
disability advocates will be recruited for their knowledge, 
skills and experiences in the field of dentistry and / or 
disability services. This will be achieved via an invitation to 
participate using an approved Plain Language Statement 
(PLS) circulated among a network of people who have 
previously been involved in dental health initiatives for 
people with ID.  

Recruitment of dental health professionals will be facilitated 
through collegiate organisations; including clinical, 
teaching, and research centres.  

The data-collection methodology proposed for the pilot 
CoP project is mixed methods. 

Quantitative data will be collected through the 
administration of a survey questionnaire whereas qualitative 
data will be collected using semi-structured interview.

Pre-CoP questionnaire and semi-structured interview will 
focus on collecting data on:
 
•	 �participants’ thoughts, knowledge, perspective and 

attitudes about the role of oral health of people with 
intellectual disability; 

Option 1:

Session 1:

•	 Introduction to the pilot CoP project

•	 Oral Health pathway for people with disability

•	 Review of treatment planning resources

•	 Perspective of a Self-Advocate with disability

Session 2:

•	 Overview of the disability support profession

•	 Introduction to restrictive practices

•	 Introduction to Special Needs Dentistry 

•	 Perspective of a parent, and dentist

Participants with intellectual disability will be recruited 
through existing relationships with the project partners. The 
project partners have developed networks over many years 
and will invite people known from their participation in 
previous community development projects.All such persons 
will be competent to provide individual informed consent 
to participate, having previously participated in similar 
activities and by virtue of their demonstrated independence 
in their domestic and / or employment situations.  All 
participants will be asked to discuss their participation with 
a person they know and trust if this might assist them in 
deciding to participate.   

Recruitment of interdisciplinary professionals will be 
facilitated through collegiate organisations; including 
clinical, teaching, and research centres.

•	 �difficulties experienced in providing adequate oral 
healthcare to people with intellectual disability; 

•	 �recommendations on best practice and strategies for 
improving oral health of people with intellectual disability; 
and 

•	 �suggestions for improving existing oral health 
interventions for people with intellectual disability 

Option 2:

Session 1:

•	 Introduction to the pilot CoP project

•	 Oral Health pathway for people with disability

•	 Overview of the literature review

•	 Review of treatment planning resources

•	 Perspective of a Self-Advocate with disability

Session 2:

•	 Overview of the disability support profession

•	 �Disability standards, skills, practice, and Positive Behaviour 
Support

•	 Introduction to restrictive practices

•	 Review of current resources

•	 Perspective of a parent, and dentist

Session 3:

•	 Introduction to Special Needs Dentistry 

•	 Review of current resources

•	 Expert topic to be chosen from full CoP project plan

There will be pre-reading required prior to each CoP 
meeting. The pre-reading will be the content listed in the 
session plans as review current resources. 

Post-CoP data collection  – 30 minutes/ participant (approx. 10 hours)

Basic resource development  – 35 to 40 hours

Report writing   – 20 hours

Lodge NHMRC application    – TBC

Pre-CoP questionnaire and semi-structured interview will 
focus on collecting data on: 

•	 �Participants’ thoughts, knowledge, perspective and 
attitudes about the role of oral health of people with 
intellectual disability; 

•	 �Difficulties experienced in providing adequate oral 
healthcare to people with intellectual disability; 

Resources will be co-designed and developed based on the 
analysis of CoP content, and the pre-post data collection. 
The informational and educational resources will benefit 
both the dental health and disability sectors.

A research report will be produced consisting of a process 
analysis as well as the findings of the research. The process 
will be documented systematically to ensure transparency 
and study trustworthiness.

The report will include:

Using the research findings and process analysis, the 
Project Coordination team will develop and lodge an 
application with the NHMRC for the full CoP project will full 
academic evaluation. 

•	 �Recommendations on best practice and strategies for 
improving oral health of people with intellectual disability;

•	 �Suggestions for improving existing oral health 
interventions for people with intellectual disability; and

•	 Seeking feedback on the project

This project will advance our understanding of how 
CoP methodology might contribute to science and the 
development of an informative and practical evidence-
base at the intersection of health and community service 
settings.

•	 Research context

•	 Research method

•	 Recruitment strategies

•	 Details of CoP meetings

•	 Data collection and analysis
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pilot session plans

Aims:

1.	�For COP participants to understand the ‘big picture’ 
and the need for collaboration with people with lived 
experience and other sectors.

2.	�For dental practitioners to begin to understand the dental 
pathway for a person with intellectual disability

3.	�For dental practitioners understand the difficulties of 
accessing good dental treatment for a person with 
complex communication or cognitive disability

Presentation from expert: Nathan Despott, Inclusion Melbourne  – 30 minutes

Review of current resources  – 30 minutes

Introduction to project  – 10 minutes

Session  Plan 1: 

Why cross-sector collaboration is key:
 
•	 �People with disability have poor health and fewer 

resources 

•	 �Good healthcare relies pm respect, communication, 
and collaboration between the person with intellectual 
disability, the key worker/family, and the dental 
practitioner/other health care 

•	 �Demystifying communication with patients, key workers/
family and why this is important for successful ongoing 
oral health 

Review of treatment planning resources:

•	 �Angwin, L, Leighton, D, & Despott, N. 2015a. Your 
Dental Health: A Guide for People with a Disability, 
their Family Carers, Friends and Advocates. Inclusion 
Melbourne. https://inclusionmelbourne.org.au/wp-
content/uploads/2019/04/IM-Dental-Health-Publication-
COMPLETE-2.pdf

•	 �Zylan, R., Despott, N., Tracy, J., Shnider, W. 2019 
Oral Health and Intellectual Disability: A Guide 
for Dental Practitioners. Inclusion Melbourne, 
https://inclusionmelbourne.org.au/wp-content/
uploads/2019/05/Oral-health-and-disability-web-
spreads.pdf

Ideal treatment pathway for a person with intellectual 
disability:

•	 �Access to services (preparing, accessing, transport, other 
supports etc) 

•	 �In the clinic (such as interaction between people 
involved) 

•	 Communication, behaviour, and consent 

•	 Management or care at home 

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Option One – 2 CoP Meetings Presentations from experts: Karleen Plunkett and Eva Sifis – 30 minutes

The self-advocates will introduce themselves and describe 
their life experiences, including interactions with health 
professionals and dentists.

Eva:

Discussion of the differences she has observed in health 
care before and after her acquired disability. 

Barriers and what people with disability think about 
before they get to an appointment / service:

•	 Think about your surroundings

•	 What information is on your website?

•	 Is your website accessible?

•	 Accessible car parks / pathways to the entrance

•	 Signage – can people find you easily?

•	 �If you invite someone to your office, ask for access 
requirements

Inclusive communication:

•	 Don’t ask us inappropriate things

•	 Treat us as adults

•	 �People with disability are at different acceptance levels - 
be mindful

•	 �We are all individuals and each disability does not mean 
the same thing for everyone

•	 Attitude – What we say and how we say it

•	 Awareness – Know your customer

•	 Ask – People with disability will know what they need

Karleen:

Discussion of Karleen’s experiences finding and using 
appropriate dental services. 

Complex communication:
 
•	 �Shared experience from a self-advocate about a good, 

and a bad, visit to a dentist 

•	 What made these good/bad experiences? 

•	 �What could be done to make all experiences good 
experiences 

Communicating 

•	 �How you can explore the best way to communicate with 
a patient

Discussion of new content presented and learnt – 30 minutes & Goal setting and wrap-up : 15 minutes

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Discussion of new content presented and learnt – 30 minutes & Goal setting and wrap-up : 15 minutes
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Aims:

1.	�For dental practitioners to understand how the disability 
sector works and interacts with the dental sector 

2.	�For dental practitioners to have a basic understanding of 
restrictive practice from a  disability perspective

3.	�For dental practitioners to understand and explore 
techniques for working with patients with disability

Presentation from expert: Nathan Despott, Inclusion Melbourne  – 30 minutes

Presentation from expert: Richard Zylan, Dentist and Parent of a person with disability  – 30 minutes

Review of current resources  – 30 minutes

Overview of session 1 and follow up  – 10 minutes

Session  Plan 2: 

Richard will share the experiences of his son, and his own 
experiences treating people with disability. 

•	 �Dental Health Services Victoria (DHSV), 2007b. 
Supporting Every Smile. https://everysmile.dhsv.org.au/

•	 �Southern Association of Institutional Dentists, 2013. 
Special Care Advocates In Dentistry Modules: SAID 
Professional Modules. http://saiddent.org/modules.php

Discussion of the experiences of being a parents or carer, 
and techniques that general dentists can use in the dental 
surgery. 

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Introduction to the disability sector: 

•	 �Introduction to overlapping support plans in the life of 
a person with disability, and where dental advice ‘fits’ in 
with this 

•	 �The nature of the disability workforce (i.e. may be long 
term, may just be there for that shift) and that they often 
do not have any health training 

•	 �Oral health often not prioritised due to competing 
priorities 

•	 Restrictive practice in the disability sector 

•	 What is considered restrictive?

•	� Understanding the concept of the least restrictive 
alternative 

•	� Misuse/overuse of restrictive practices and the impact 
on the person.

Discussion of new content presented and learnt – 30 minutes & Goal setting and wrap-up : 15 minutes

Presentation from expert:
Dr Helen Marchant and Dr Kerrie Punshon, Western Special Needs Dentistry : 15 minutes

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Overview of special needs dentistry and consideration 
including registration process and formal guidelines.

Content TBC
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Aims:

1.	�For COP participants to understand the ‘big picture’ 
and the need for collaboration with people with lived 
experience and other sectors.

2.	�For dental practitioners to begin to understand the dental 
pathway for a person with intellectual disability

3.	�For dental practitioners understand the difficulties of 
accessing good dental treatment for a person with 
complex communication or cognitive disability

Presentation from expert: Nathan Despott, Inclusion Melbourne  – 30 minutes

Presentation from expert: Nathan Despott, Inclusion Melbourne  – 30 minutes

Review of current resources  – 30 minutes

Introduction to project  – 10 minutes

Session  Plan 1: 

Why cross-sector collaboration is key:
 
•	 �People with disability have poor health and fewer 

resources 

•	 �Good healthcare relies pm respect, communication, 
and collaboration between the person with intellectual 
disability, the key worker/family, and the dental 
practitioner/other health care 

•	 �Demystifying communication with patients, key workers/
family and why this is important for successful ongoing 
oral health 

 

Overview of literature review. 

Literature review focuses on existing education/ training 
interventions related to oral health of people with 

Review of treatment planning resources:

•	 �Angwin, L, Leighton, D, & Despott, N. 2015a. Your 
Dental Health: A Guide for People with a Disability, 
their Family Carers, Friends and Advocates. Inclusion 
Melbourne. https://inclusionmelbourne.org.au/wp-
content/uploads/2019/04/IM-Dental-Health-Publication-
COMPLETE-2.pdf

•	 �Zylan, R., Despott, N., Tracy, J., Shnider, W. 2019 
Oral Health and Intellectual Disability: A Guide 
for Dental Practitioners. Inclusion Melbourne, 
https://inclusionmelbourne.org.au/wp-content/
uploads/2019/05/Oral-health-and-disability-web-
spreads.pdf

Ideal treatment pathway for a person with intellectual 
disability:

•	 �Access to services (preparing, accessing, transport, other 
supports etc) 

•	 �In the clinic (such as interaction between people 
involved) 

•	 Communication, behaviour, and consent 

•	 Management or care at home 

intellectual disability among four groups: dental health 
professionals, non-dental health professionals, people with 
intellectual disability and their carers.

Questions

– What did you think? 
– How did you feel? 
– How did it respect the rights of people with disability? 
– Was it useful? 
– What would you keep? 
– What would you change? 

Option Two – 3 CoP Meetings Review of current resources  – 30 minutes

The self-advocates will introduce themselves and describe 
their life experiences, including interactions with health 
professionals and dentists.

Eva:

Discussion of the differences she has observed in health 
care before and after her acquired disability. 

Barriers and what people with disability think about 
before they get to an appointment / service:

•	 Think about your surroundings

•	 What information is on your website?

•	 Is your website accessible?

•	 Accessible car parks / pathways to the entrance

•	 Signage – can people find you easily?

•	 �If you invite someone to your office, ask for access 
requirements

Inclusive communication:

•	 Don’t ask us inappropriate things

•	 Treat us as adults

•	 �People with disability are at different acceptance levels - 
be mindful

•	 �We are all individuals and each disability does not mean 
the same thing for everyone

•	 Attitude – What we say and how we say it

•	 Awareness – Know your customer

•	 Ask – People with disability will know what they need

Karleen:

Discussion of Karleen’s experiences finding and using 
appropriate dental services. 

Complex communication:
 
•	 �Shared experience from a self-advocate about a good, 

and a bad, visit to a dentist 

•	 What made these good/bad experiences? 

•	 �What could be done to make all experiences good 
experiences 

Communicating 

•	 �How you can explore the best way to communicate with 
a patient

Discussion of new content presented and learnt – 30 minutes & Goal setting and wrap-up : 15 minutes

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)
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Aims:

1.	�For dental practitioners to understand how the disability 
sector works and interacts with the dental sector 

2.	�For dental practitioners to have a basic understanding of 
restrictive practice from a  disability perspective

3.	�For dental practitioners to understand and explore 
techniques for working with patients with disability

Presentation from expert: Nathan Despott, Inclusion Melbourne  – 30 minutes

Presentation from expert: Richard Zylan, Dentist and Parent of a person with disability  – 30 minutes

Review of current resources  – 30 minutes

Overview of session 1 and follow up  – 10 minutes

Session  Plan 2: 

Richard will share the experiences of his son, and his own 
experiences treating people with disability. 

•	 �Dental Health Services Victoria (DHSV), 2007b. 
Supporting Every Smile. https://everysmile.dhsv.org.au/

•	 �Dental Health Services Victoria (DHSV), 2007a. Disability 
Awareness Guide. https://www.dhsv.org.au/__data/
assets/pdf_file/0012/3144/disability-awareness-guide.pdf

Discussion of the experiences of being a parents or carer, 
and techniques that general dentists can use in the dental 
surgery. 

Introduction to the disability sector: 

•	 �Introduction to overlapping support plans in the life of 
a person with disability, and where dental advice ‘fits’ in 
with this 

•	� Positive behaviour support and Behaviour Support 
Plans

•	 �The nature of the disability workforce (i.e. may be long 
term, may just be there for that shift) and that they often 
do not have any health training

•	 What is considered restrictive?

•	 �Oral health often not prioritised due to competing 
priorities 

•	 Restrictive practice in the disability sector 

•	 What is considered restrictive?

•	� Understanding the concept of the least restrictive 
alternative 

•	� Misuse/overuse of restrictive practices and the impact 
on the person.

Discussion of new content presented and learnt – 30 minutes & Goal setting and wrap-up : 15 minutes

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)

Aims:

1.	�For dental practitioners to understand and explore 
techniques for working with patients with disability

2.	�To understand the role of Special Needs Dentistry, and 
when you do and do not need to refer

3.	�To be confirmed: Aim to understand about the topic to 
be chosen from the full CoP plan

Presentation from expert:
Dr Helen Marchant and Dr Kerrie Punshon, Western Special Needs Dentistry – 30 minutes

Presentation from expert: TBC  – 30 minutes

Review of current resources  – 30 minutes

Overview of session 2 and follow up  – 10 minutes

Session  Plan 3: 

Overview of special needs dentistry and consideration 
including registration process and formal guidelines.

Content TBC

Presenter and content to be chosen from the full CoP 
session plans

•	 �Southern Association of Institutional Dentists, 2013. 
Special Care Advocates In Dentistry Modules: SAID 
Professional Modules. http://saiddent.org/modules.php

•	 �Dental Health Services Victoria (DHSV), 2010. Brushing 
up on oral health for disability residential services. 
https://www.youtube.com/playlist?list=PLcAjB30TLQlFEy
ZCGBjgKktIk7Jsm0dcW

Discussion of new content presented and learnt – 30 minutes & Goal setting and wrap-up : 15 minutes

Questions

– What were our three take-away points? 
– What was missing from today? 
– How will you implement what you’ve learnt? (1 or 2 items.)
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budget: pilot project

Budget Line Item (six month period) Total

Personnel Expense

University of Melbourne - Professor Keith McVilly 15,000.00 

University of Melbourne - Alana Roy and Tejashree Kangutkar- Project Coordination (0.4 FTE) 20,800.00 

Inclusion Melbourne - Nathan Despott and Jenna Hepburn - Project Coordination (0.4 FTE) 20,800.00 

Deakin University - Professor Hanny Calache 7,500.00 

Dynamic Dentistry - Dr Richard Zylan - Project Advisor 1,950.00 

Deakin University - Dr Joanne Watson - Project Advisor 1,950.00 

Bayley House - Karen Woods - Project Advisor 1,500.00 

Dentists (Allowance 6 dental practitioners per COP meeting - 3 meetings @ $150 per meeting) 2,700.00 

Self Advocates with intellectual disability (Allowance 2 people attendance at COP, based on 3 meetings @ 
$100 per meeting)

600.00 

Interdisciplinary Experts (Allowance 4 per COP meeting - 3 meetings @ $150 per meeting) 1,800.00 

Subject matter experts (Allowance 3 experts @ $400 each) 1,200.00 

ASSCID - Dr Kerrie Punshon - Project Advisor 1,235.00 

Western Special Needs Dentistry - Dr Helen Marchant - Project Advisor 1,235.00 

North Richmond Community Health - Alyson Bettega - Project Advisor 950.00 

Rainbow Rights & Advocacy - Cameron Bloomfield - Co-leader 855.00 

Administrative Assistance 1,500.00 

Subtotal 80,075.00 

The following pilot budget is an alternative to the long form 
project budget. This budget allows for:

•	 �Six-month pilot with three community of practice 
meetings

•	 Development of limited number of resources

•	 Academic evaluation

•	 �Production of literature leading to application for further 
research funding

Activity / Project Operating Expenses (Non Staff)

Resource Development 3,000.00 

Venue Hire 1,800.00 

Catering (COP and Advisory) 500.00 

Printing 1,500.00 

Travel allowance for people with ID 500.00 

Subtotal 7,300.00 

External Party Expenses*

Graphic Design 3,000.00 

Videography 5,000.00 

Subtotal 8,000.00 

Total 95,375.00 
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grant submission activity

Inclusion Designlab has applied for a range of grantsduring 
2019/2020. The initial strategy was to apply for a large ILC 
grant to cover the Community of Practice establishment 
and implementation. However, the current aim is to apply 
for arange of large and small grants, allowing for one of two 
potential pathways:

1.  �Implementation of a short pilot (tocover the 
establishment and setup of the Community of Practice 
and 2 or 3 COP sessions). This would then be followed 
by an application for a large NHMRC grant (or similar) to 
run the longer project.

Date Funding Group Title Amount

Unsuccessful

23/07/2019 Gandel Philanthropy Your Dental Health for People with Intellectual Disability $39,400

13/05/2019 Endeavour Foundation COP Dental Inclusion for PWID $69,650

27/06/2019 HCF Foundation Your Dental Health - Community of Practice $232,600

27/06/2019
NDIS ILC Economic & 
Community Participation

Transforming Practice in Oral Health and Intellectual 
Disability  - Interdisciplinary Professional Development 
and Capacity Building

$682,210

Pending

23/07/2019 Department of Health Your Dental Health Materials $75,000

13/05/2019
Transport Accident 
Commission

COP Oral Health, Cognitive Impairment, Acquired Brain 
Injury

$50,000

27/06/2019 William Buckland Expression of Interest $ -

Upcoming Grants Status / Notes

Anytime Gandel Philanthropy 
Inclusion Melbourne unsuccessful in 2019. University of 
Melbourne will lead grant application in 2020.

$40,000

22/4/2020 NHMRC Synergy $5M

April 2020 Collier 2020 grant guidelines not yet available TBC

TBC Nib Foundation 2020 grant guidelines not yet available $50,000

TBC Ian Potter 2020 grant guidelines not yet available TBC

TBC Perpetual 2020 grant guidelines not yet available TBC

1/6/2020 JT Reid Resubmit in June for November funding No limit

Mid 2020 Tucker 2020 grant guidelines not yet available $25,000

TBC
Lord Mayors Charitable 
Foundation

2020 grant guidelines not yet available TBC

July 2020 Scanlon Foundation 2020 grant guidelines not yet available TBC

2.  Implementation of long project.

We are also exploring the possibility of producing literature 
based on knowledge gained to date and leveraging this to 
apply for research grants normally reserved for projects for 
which a pilot has already occurred.
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Do I have to take part?

No. Participation is completely voluntary. You are able to 
withdraw at any time. 

Will I hear about the results of this project?

Participants who are known in the disability sector and 
dentist community will be approached for their skills, 
knowledge and experiences. 

What will happen to information about me?

No identifying information will be released by the University 
as part of the research report.  When writing reports, 
presenting project findings, or publishing articles, only 
deidentified data will be reported.    

Is there any potential conflict of interest?

It is possible that researchers and project partners may 
have prior professional relationships with participants (e.g. 
dentists, people with intellectual disabilities and guest 
speakers). 

The decision to participate or withdraw from study one will 
not impact on-going professional relationships or service 
delivery. 

People with intellectual disabilities and the dentists will not 
be required to engage in any therapeutic processes during 
program of research. 

Who is funding this project?

TBC

Where can I get further information?

If you would like more information about the project, 
please contact the researcher.

Keith R. McVilly PhD MAPS MCClP | 
Professor of Disability & Inclusion
The University of Melbourne | 
School of Social & Political Sciences

School Office - Level 4, John Medley Building (191)
The University of Melbourne, Victoria 3010 Australia
T: +61 3 8344 5366 | F: +61 3 8344 7906
E: Keith.McVilly@unimelb.edu.au   
Web: �http://findanexpert.unimelb.edu.au/display/

person754213

Who can I contact if I have any concerns 
about the project?

This research project has been approved by the Human 
Research Ethics Committee of The University of Melbourne. 
If you have any concerns or complaints about the conduct 
of this research project, which you do not wish to discuss 
with the research team, you should contact the Manager, 
Human Research Ethics, Research Ethics and Integrity, 
University of Melbourne, VIC 3010. Telephone: +61 3 8344 
2073 or Email: HumanEthics-complaints@unimelb.edu.
au. All complaints will be treated confidentially. In any 
correspondence please provide the name of the research 
team or the name or ethics ID number of the research 
project.

section B

Plain language statement

Introduction

Thank you for your interest in participating in this research 
project. The following few pages will provide you with 
further information about the project, so that you can 
decide if you would like to take part in this research. 

Please take the time to read this information carefully. You 
may ask questions about anything you don’t understand or 
want to know more about.

Your participation is voluntary. If you don’t wish to take part, 
you don’t have to. If you begin participating, you can also 
stop at any time.

What is this research about?

This research will address gaps identified in the international 
literature with respect to increasing the knowledge and 
confidence of dental practitioners to manage the dental 
health of people with intellectual disability in general 
practice settings and minimise reliance on both general 
anaesthesia and unnecessary (and costly) hospital 
admissions.

Community of Practice (COP) meetings will be held for 
two hours every 6-8 weeks over an 18-month period 
(from February 2020 to August 2021) at a central location 
in Melbourne, employing a qualitative action research 
methodology often used in social and disability research. 

The COP members will include

•	 Project leaders 

•	 �~10-15 dental practitioners (at least 6 private practice 
dentists, 2 oral health therapists and 2 public dentists). 

•	 �2 self-advocates with intellectual disability with dental 
service consumer knowledge and experience in action 
research. 

•	 1 x Support worker and 1 x Residential services supervisor. 

What will I be asked to do?

Should you agree to participate you may be asked to share 
your lived experience of disability and/or density practice. 

You may be asked to read, discuss and develop tools and 
resources that help dentists to work with people with 
intellectual disabilities. 

You may be asked to listen to presentations, read and watch 
materials which have sensitive information such as the links 
between sexual assault and dentistry and also various case 
studies about disabilities, human rights and dentistry.

What are the possible benefits?

The COP will help to increase the knowledge of dentists 
supporting people with intellectual disabilities and how best 
to support them during dental treatment.

Dentists will have more positive attitudes towards people 
with intellectual disabilities.

Dentists will have increased confidence working with 
people with intellectual disabilities.

Increase number of people with intellectual disabilities 
going to their general dentist practice and a decrease in 
hospitalisations.

You will be reimbursed for your time in the form of a 
voucher?

What are the possible risks?

There is minimal risk, if any, to participants in this program 
of research. 

This project aims to be inclusive of people with 
intellectualdisabilities and is consistent with the principles 
of the United Nations Convention on the Rights of Persons 
with Disabilities (2007), this project will serve to draw 
attention to and reinforce the inherent rights and abilities of 
people with disability to direct matters effecting their own 
lives.         

Stakeholder documents

•	Plain language statement

•	�Advisory group terms of reference and 
agreement

•	Literature review

•	Questionnaires

•	Consent form
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Advisory Group

Terms of Reference and Agreement

1.  Project Partners

Inclusion Melbourne

As Victoria's longest-serving intellectual disability support 
provider, Inclusion Melbourne (IM) is a leader in the 
development of innovative support solutions. IM brings 
together people with a disability, community organisations, 
leading disability researchers, government and peak bodies, 
to develop cutting-edge models of practice, choice and 
citizenship that contribute to the continuous development 
of the disability sector through evidence-based practice, 
accessible materials, and training for families and 
organisations. 

Disability and Oral Health Collaboration

The Disability and Oral Health Collaboration (DOHC) was 
initiated in 2018 by Professor Hanny Calache (Deakin 
University, University of Melbourne), Dr Kerrie Punshon 
(President, ASSCID), Nathan Despott (Inclusion Melbourne), 
Professor Susan Balandin (Deakin University), Dr Richard 
Zylan, and dental and disability academics from Deakin 
University, University of Melbourne and La Trobe University. 
Two key outputs of the DOHC have been a systematic 
literature review (prepared by Dr Tejashree Kangutkar) and 
several events bringing together members of the DOHC. 

The DOHC priorities for action are to:

1.	�Enhance health literacy (oral health literacy and 
disability literacy) for dental professionals, non-dental 
professionals, support workers and carers, and people 
with disability.

2.	�Enhance oral health educational programs in the 
curriculum of health professional courses.  

3.	�Create resources that can be used by groups that teach 
health professional curricula and can be integrated/
incorporated into what is actually being taught in the 
curriculum.

4.	�Develop and deliver continuing professional development 
programs (e.g. masterclasses) for dental professionals, 
non-dental health professionals, support professionals 
and carers.

5.	�Determine feasibility of innovative models of oral health 
care for people with disability that include reasonable 
adjustments to care provision.

University of Melbourne

The University of Melbourne has a strong commitment 
to research, teaching and community engagement that 
seeks to understand the issues that concern people with 
disability, their families and support systems, and to co-
produce policies, practices and technologies that address 
these concerns.  The Melbourne Disability Institute (MDI) 
is one mechanism by which multi-disciplinary activities 
across the university are brought together. Professor 
Keith McVilly’s team, in the School of Social & Political 
Sciences and working across the university, focuses on 
applied research in partnership with community sector 
organisations to develop and test innovative solutions 
to real world problems that have potential for upscaling 
and wider application.  His team is also concerned with 
fostering the next generation of leaders and practitioners, 
and connecting students with people with lived expertise as 
part of their university education.

2.  The Project

Project Background

The Oral Health and people with Intellectual Disability: 
A Community of Practice for Effective Intervention 
Community of Practiceproject, henceforth called the 
Community of Practice project, represents the expansion of 
work that commenced with theYour Dental Health project, 
a collaboration between oral health professionals, other 
health professionals, disability support professionals, and 
people with intellectual disability (ID), which was formed to 
develop high quality oral health resources for people with 
ID.
 
The project’s resources are available at www.
inclusiondesignlab.org.au/dental. Resources include a 
world-first ‘dual read’ guide for people with intellectual 
disability, their supporters and advocates. The site also 
contains:

•	 �Three live-action videos of dental procedures in plain 
spoken English

•	 �Four short neurodiversity-friendly plain language 
animations explaining home care, fillings, and 
orthodontics

•	 �A message from three dentists to all general dentists 
discussing the benefits and opportunities for treating 
patients with ID in the general dental setting rather than 
referring to other specialists

•	 �A video demonstrating optimal pre-post interaction 
between dental practice staff and direct support 
professionals in the patient’s life

The project also surveyed 100 dentists at the 2017 

Australian Dental Congress regarding enablers and barriers 
to provision of dental healthcare for people with ID. 

One of the barriers identified was a lack of standardised 
communication between health professionals, disability 
staff, dental health professionals and allied health 
professionals. The Oral Health and Intellectual Disability 
Guidewas developed to address this issue. The Guide has 
now been endorsed by the ADA and ASSCID and hard 
copies disseminated to every dentist in Victoria and WA, 
with an article and links to the Guide published in the 
Federal ADA journal.

The Your Dental Health team worked with the Disability 
and Oral Health Collaboration (noted in Section 1, above) 
to produce a submission to the Royal Commission into 
Violence, Abuse, Neglect, and Exploitation of People with 
Disability. This is also available at the Inclusion Designlab 
website. 

The Community of Practice project represents an 
opportunity to test and trial the pathways, interventions, 
and interdisciplinary perspectives developed thus far. The 
project be performed with academic rigour and produce 
additional high quality, ecologically valid resources for the 
disability, dentistry and allied health sectors.

Research aim: 

To identify, through collective problem solving (ie. a 
Community of Practice – CoP approach), best practice 
solutions for Australian dental professionals to more 
effectively include people with intellectual disability in their 
clinical practice.

Research questions:

1.	�What are the enablers and barriers to the provision of 
effective dental services to people with intellectual 
disability in regular public and/or private practice dental 
surgery settings?

2.	�What resources are currently available to support 
the inclusion and effective treatment of people with 
intellectual disability in regular public and/or private 
practice dental surgery settings; what is the relevance 
and quality of these resources; and how might these 
resources be improved and made more accessible?

3.	�What additional resources are required to support 
the inclusion and effective treatment of people with 
intellectual disability in regular public and/or private 
practice dental surgery settings?

4.	�How might the content of best-practice resources be 
communicated to dentists and oral health practitioners, 
so as to translate knowledge into practice through 
information dissemination, training and education?

5.	�How might education and training best be made available 
to dentists and oral health practitioners at various stages 
of their professional development, including during pre-
service and in-service education?

6.	�What is the effect on dentists and oral health practitioners 
as a result of their participation in a CoP with respect to 
their: (a) professional goals in relation to the inclusion of 
people with intellectual disability in regular public and/
or private practice dental surgery settings; and (b) their 
engagement with patients with intellectual disability?

Research objectives:

1.	�Exposing dentists to a range of self-advocate (patient) 
and interdisciplinary voices; and subsequently identifying 
enablers and barriers to the provision of dental services to 
people with intellectual disability in regular public and/or 
private practice dental surgery settings; 

2.	�Systemically auditing and reviewing a range of dental 
health resources in a CoP setting; and subsequently 
developing new training and educational resources for 
Australian dental professionals for use beyond the CoP, to 
more effectively include people with intellectual disability 
in their regular dental practice, including a training 
module: (a) for tertiary dentistry and oral health therapy 
students, and  (b) for use in Continuing Professional 
Development (CPD) for registered dentists and oral health 
therapists; 

3.	�Developing communication resources relating to 
the mainstream treatment of people with intellectual 
disability for the dental profession more broadly; 

4.	�Translating resources and knowledge into practice; 

5.	�Evaluating the CoP approach in effecting a change in 
the engagement of dental professionals with people 
with intellectual disability by: (a) setting and reviewing 
professional goals to be undertaken by participants 
between CoP meetings; and (b) tracking and reviewing 
changes in dental professionals’ engagement with 
patients with intellectual disability.

Project outcomes:

The research objectives will contribute to the long-term 
aims of the overall programme of research: 

1.	�To increase the volume of patients with intellectual 
disability being treated by regular dental professionals in 
community dentistry and private practice settings, and 
reduce hospital admissions

2.	�To improve the oral health, and therefore the overall 
health, of Australians with intellectual disability

3.	�To create innovative, efficient communication and referral 
pathways between the dentistry and disability support 
sectors that will drive better outcomes.
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Research design

This program of research will be undertaken as Action 
Research (AR). In AR those involved in the everyday practice 
of the topic of inquiry under investigation take the lead 
on investigating that topic.As practitioners with expertise 
in their own field, they reflect upon questions that arise 
from their own practice, and question their own beliefs, 
assumptions, and practices with the goal of understanding, 
developing, and improving their practice.Furthermore, the 
practitioner-researchers seek to uncover gaps in both their 
own knowledge and the literature informing their practice, 
and in turn generate and test solutions to address these 
knowledge gaps.

The Communities of Practice (CoP) approach is 
predominantly a qualitative action research methodology, 
often employed in social and community research.It is a 
powerful action research model given it combines aspects 
of participatory community development, focus groups 
comprised of experts in the topic of inquiry, peer review, 
peer mentoring, and a degree of collegiality not often seen 
in other research models. The CoP approach allows for 
both robust formative and summative evaluation, and often 
produces rich data that can be observed and collected in 
situ. This means that CoPs can achieve both traditional 
research and applied aims at the same time. 

In the current context, the CoP approach will provide an 
environment conducive to the: 
 
1.	�Inclusion of numerous interdisciplinary experts spread 

across the CoP meetings 

2.	�Delivery of evidence-informed training to CoP members 
at each CoP meeting 

3.	�Effective co-design in the revision of existing resources, 
and the development of new resources  

4.	�Opportunities for reflection on professional practice, 
together with the setting and review of professional goals 
(which could later inform educational resources for other 
practitioners)

5.	�Evaluation of both the CoP process and outcomes for 
participants

Project Governance

The project will be facilitated by two teams and will take 
the form of a Community of Practice utilising participatory 
approaches to research. The project participants will guide 
and direct the content and themes throughout the project, 
leading to the development of the information resources. 
The two teams will be:

1.	�A Project Coordination Group comprised of 
representatives of Inclusion Melbourne and University of 
Melbourne

2.	�An Advisory Group, comprising a range of representatives 
of University of Melbourne, Deakin University, North 
Richmond Community Health, Australian Society of 
Special Care in Dentistry, and people with intellectual 
disability, ABI and cognitive impairment.

See Appendix for further information about oral health and 
intellectual disability.

3.   Advisory Group

Purpose

The purpose of the Advisory Group is to provide expertise 
and guidance to the Project Coordinationteam toachieve 
the project activities and outcomes.

Length of Appointment

The Advisory Group will operate from May 2020 until May 
2023 using one of the following potential formats.

Format 1:  �Pilot project, followed by long form project. 
There may be a gap of a 2-3 months between 
pilot and long form project.

Format 2:  �Long form project only, with no preceding pilot.

Responsibilities of the Advisory Group members

The responsibilities of members are to:

•	 �Attend meetingsevery four months to be held in the 
central Melbourne area (in person or via online video 
platform Zoom)

•	 �Actively participate in meetings through attendance, 
discussion, and review of minutes, papers and other 
Advisory Group documents.

•	 �Understand the goals, objectives, outcomes and activities 
of theproject

•	 �Provide advice to the project coordination team to 
consider appropriate strategies and activities that will 
meet project objectives

•	 �Actively contribute to the Advisory Groupaccording to 
knowledge, skills, experience and expertise

•	 �Contribute knowledge of the needs and experiences of 
people with disability and their affiliated communities

Responsibilities of Project Coordination Group

The ProjectCoordination team will fulfill the following 
responsibilities: 

•	 �Maintain regular and effective communication with 
Advisory Group members

•	 Scheduleall Advisory Group meetings

•	 �Develop agenda, compile supporting documents, and 
disseminatethese in advance of meeting

•	 �Facilitate Advisory Group meetings, and ensure that 
discussions are focused and productive

•	 �Raise project issues or concerns for discussion and 
guidance by Advisory Group members

•	 �Take minutes of meetings and disseminate to Advisory 
Group members after each meeting

Remuneration 

An hourly remuneration/honorarium of $65.00 will be 
paid to Advisory Groupmembers who are not already 
funded for this work by another organisation to perform 
the duties required by the Information Project. The 
hourly remuneration does not include travel time, 
however expenses for public transport, taxis, rideshare 
and accommodation will be reimbursed upon case-by-
case arrangement with the Project Coordination Group.
Reimbursement methods will be discussed in the first 
Advisory Group meeting.

Resignation

Members can withdraw from the Advisory Group at any 
time in writing to the Project Coordinators.

Attendance

If a member is unable to attend, it is expected that they 
tender an apology to the Chair at least two days before 
the scheduled meeting. If two meetings are missed 
consecutively, the Project Coordinatorswill contact the 
member to review continued capacity to participate.

Communication Between Meetings

Communication between meetings will be facilitated via 
email.Between meetings members may be asked to review 
documents and provide advice and comment. This will only 
occur if an item is time sensitive.

Decision-making

The Project Coordinatorswill consider the information and 
advice provided by the Advisory Group, however the final 
decision in relation to project implementation will remain 
with the Project Coordinators with support from the project 
partners.

Privacy & Confidentiality

Advisory Group members are expected to comply with 
the provisions of privacy laws with respect to information 
and activities in connection with their role on the Advisory 
Group and to use project and confidential information 
for the sole purpose of the Information Project. For the 
purposes of this project, this means that:

•	 �Advisory Group members are free to discuss 
information about the project with colleagues from their 
representative organisations and with other members 
of the Advisory Group. However, information about the 
project should only be shared with individuals or bodies 
external to the organisations represented by Advisory 
Group members with permission from the rest of the 
Advisory Group.

•	 �Materials and resources developed as part of the project 
represent the labour and creativity of the Community of 
Practice participants, the researchers, and the Project 
Coordination Group. Therefore, the external sharing of 
content from these resources while they are still being 
drafted should only occur with permission from the 
Project Coordination Group.

•	 �Personal information shared by or about people involved 
in the project (COP participants, advisory, coordination, 
researchers) should be treated as private and therefore 
only shared with permission of the person/s concerned.
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4.  Agreement

I understand and agree to the above Advisory Group Terms 
of Reference and accept the offer to join the Advisory 
Group.

I understand that the project may be delivered in one of 
two methods:

•	 Pilot project followed by long form project

•	 Long form project only

5.  Appendix

Key foci of the Community of Practice project

a.  �Oral health and overall health of Australians with 
intellectual disability

Oral health is central to overall wellbeing. Good oral 
health is required if people with intellectual disability (ID) 
are to experience good general health, participate in their 
communities, and function to the best of their abilities.
The consequences of neglecting oral health are serious 
and include pain, infection and loss of teeth, leading to 
functional difficulties with diet, speech and behaviour, as 
well as severe systemic health issues.

Poor oral health has been linked to increased risk of 
cardiovascular disease, diabetes and other chronic 
conditions (Bascones-Martinez 2012). For example, 
diabetes has been linked to the presence of periodontal 
disease (Bascones-Martinez 2012) with patients having “six 
times higher risk of worsening glycaemic control and the 
development of the macro and microvascular complication 
of diabetes, in particular cardiovascular and kidney 
disease” (Watanabe 2011).Inflammation constitutes a major 
mechanism for the observed link between oral diseases, 
specifically periodontitis, and several particular systemic 
diseases. There is evidence for an association between 
periodontal disease and diabetes, as well as emerging 
evidence for other conditions including: obesity; coronary 
artery disease; metabolic syndrome; [poor] oral health after 
menopause; helicobacter pylori; [and] adverse pregnancy 
outcomes (Sievers et al., 2010:17). 

In addition to serious systemic health issues, unrecognised 
oral health can lead to other complex outcomes. For 
example, a person with intellectual disability and non-verbal 
communication may experience severe gum or tooth pain 
but be unable to communicate this pain to staff, carers 
or friends in a manner that is immediately understood. 
It is entirely reasonable to expect this communication 
to occur through ‘behaviours of concern’ (where the 
person’s behaviours can cause harm to themselves or 
others, or damage to property; see discussion below) that 
are misunderstood and result in the inappropriate use of 
restrictive practices (i.e. physical, mechanical and chemical 
restraint, seclusion, or a range of environmental restraints) 
that can cause further harm and breach people’s civil 
and human rights. The person’s poor oral health may go 
relatively unnoticed other than through bad breath and, 
eventually, issues related to appearance and behaviour that 
impact on social engagement.  Here it should be noted that 
these ‘behaviours of concern’ can be an indicator of poor 
oral health and a barrier to receiving the oral health care 
necessary to prevent or address these behaviours.  

b.  Treatment planning 

Planning for quality oral care should be managed through 
high quality administrative planning led by the primary body 
that supports the person with disability – this is usually 
the person’s family, guardian, or support accommodation 
provider. In many ways, the oral health of people with 
intellectual disability represents the litmus test of disability 
support systems as it requires the sound interaction 
of communication, practice and inter-disciplinary 
collaboration.

People with cognitive impairment often require additional 
support in order to participate in decision making regarding 
their dental treatment. Many are reliant on a substitute 
medical decision maker to provide consent for some or all 
of their dental treatment. Where communication between 
clinicians and decision makers is inadequate or inefficient, 
people with ID are at greater risk of over-treatment, 
under-treatment, treatment provided without respecting 
their wishes, delays in management and other forms of 
unsuitable care.

People with ID can also have difficulties cooperating with 
oral care, leading to the use of physical and chemical 
restraint to facilitate their dental treatment. The use of 
restrictive practices in the delivery of oral care is an area of 
concern affecting their human rights and access to care. 
The DOHC has identified a sizeable gap in practice and 
regulation between disability legislation, disability support 
practice, and dentistry.

c.  �Positive Behaviour Support and restrictive 
practices

The Positive Behaviour Support Capability Framework 
(developed by the NDIA Quality and Safeguards 
Commission) does not sufficiently address the considerable 
intersection of oral health and ‘behaviours of concern’.
Consequently, oral health is not ordinarily considered as 
part of the Functional Behavioural Analysis (FBA) of people’s 
behaviour support needs and remains unidentified and 
poorly treated as part of the person’s Behaviour Support 
Plan (BSP).It is rare for dentists to be well acquainted with 
the principles of Positive Behaviour Support, much less 
Person-Centred Active Support and Supported Decision 
Making. PBS is a scientifically based intervention that 
emphasises the importance of both functional and clinical 
assessment, together with the development of interventions 
that address environmental, clinical and skills-based issues 
that contribute to the person’s behaviours of concern.  
While PBS has been evident in the disability sector for many 
years, it does not currently feature in the education and 
professional development of most health practitioners.

The issue of restrictive practices is a significant one in 
terms of people’s civil and human rights, as well as their 
access to appropriate health services. It is the opinion 
of the DOHC and Your Dental Health teams that there is 

a lack of common understanding and collaboration on 
this issue between the disability and oral health sectors, 
leading to gaps in practice and regulation between disability 
legislation, disability support practice, and health sectors 
including dentistry.

Across Australia, the National Disability Insurance Scheme 
(NDIS) Quality and Safeguards Commission places 
increased emphasis on Positive Behaviour Support (PBS) 
and ensuring that all available strategies are employed so 
that restrictive practices are minimised and where possible 
avoided. Restrictive practices (listed in a. above) may only 
be used by a disability support professional if authorised 
to do so in a Behaviour Support Plan (BSP) that has been 
approved by, and registered with, the Commission.

It should be noted that the actions of direct support 
professionals fall under the guidelines noted above, 
including in the dental surgery. This means that dental 
practitioners cannot ask support professionals to 
implement restrictive practices such as physical restraint 
during dental appointments.

Dental practitioners are empowered to use oral anxiolysis 
or sedation to manage the patient in the least invasive 
manner should they be unable to treat the person in the 
dental chair. However, behaviour support strategies require 
time to implement and there are financial disincentives 
towards providing such care both in the private dental 
practice business model and in community dental settings, 
where practices are subject to waiting lists and productivity 
targets.

d.  Referrals

In areas with established SND services, it is very common 
for dentists working with a person with intellectual disability 
and related communication barriers to refer them to oral 
health professionals in other settings should they feel the 
patient is unable to consent to treatment, communicate 
clearly, make decisions, tolerate treatment, or behave in 
a way that enables treatment. People with intellectual 
disability are frequently referred to specialists in Special 
Needs Dentistry and/or the hospital dental services for 
specialist treatment, including treatment under general 
anaesthetic – essentially a chemical restraint. Practices 
vary by region. The proportion of referrals involving people 
with ID has been reported to range from 4.4% of referrals to 
Special Care Dentistry units in Tasmania (Lim & Borromeo 
2017) to 21% of referrals to the Special Needs Dentistry 
Unit at the Royal Dental Hospital of Melbourne in Victoria 
(Rohani et. al. 2017), however data is not available from all 
states.

Signed:

Name:

Date:

Representative organisation:

Witness:

Name of witness:

Date:
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e.  Systemic factors across sectors

Rather than problematising poor oral health as the fault 
of the individual, a focus on the broader systemic gaps 
across the oral health and disability sectors is needed. 
The practices, systems and tools required to support 
people with intellectual disability to have good oral health 
– regardless of their self-care skills – already exist in 
the various practice frameworks in the disability sector, 
however the effective training and coaching of these 
frameworks and the inter-disciplinary communication that 
is required to connect these practices, systems and tools is 
lacking. 

For most, the experience of disability is defined by social 
exclusion and the disadvantage caused by socioeconomic 
disadvantage, societal assumptions and a lack of support, 
rather than medical or functional diagnoses. A lack of 
dentists with adequate skills in managing people with a 
disability was the most frequently reported problem in 
obtaining dental care, followed by cost of dental treatment, 
and transportation difficulties, especially for wheelchair 
users (Pradhan et al. 2009). The solutions therefore lie in 
adopting a bio-psycho-social approach to assessment and 
intervention, as advanced by the World Health Organisation 
(WHO). 

f.  �Knowledge gap: Oral health in the disability 
sector

Oral health is a generally neglected area in the 
disability support sector, with staff not able to provide 
comprehensive pre- and post-planning (ref: pages 8 
and 9 of Oral Health and Intellectual Disability, https://
inclusionmelbourne.org.au/wp-content/uploads/2019/05/
Oral-health-and-disability-web-spreads.pdf).Carers need 
to be made aware of the negative impacts of oral problems 
and trained to identify them by observing behavioural 
changes at an early stage to reduce the suffering caused by 
advanced disease and to improve OHRQoL (Pradhan 2012).

There are 6 primary units available to students undertaking 
Vocational Education and Training Courses such as 
Certificates III and IV in Individual Support (Aged Care 
and Disability). However, the vast majority of support 
professionals working in the disability sector have not 
completed these modules. Regardless of the uptake of 
accredited training units by direct support professionals, 
many of these planning, observation and direct support 
skills are also part of evidence-based direct support practice 
frameworks, such as Person Centred Active Support (PCAS), 
that should already be employed by disability support 
organisations.

There is a small but strategic set of oral health skills is 
required for the typical support professional working 
in community or residential settings in order to play a 
beneficial role in the interdisciplinary oral health care of 
people with ID. These skills include:

•	 vVsually identifying oral problems in people with ID

•	 Discussing oral health with people with ID

•	 �Supporting home preventive care as directed by an Oral 
Home Care Plan

•	 �Basic planning of regular appointments, including clear 
communication with administration staff at local dental 
practices

•	 �Working with people with ID whom they support to 
prepare for appointments

•	 �Ensuring Oral Care planning documents are used, 
reviewed, and communicated to relevant allied health 
professionals

g.  �Knowledge gap: Disability in the oral health 
sector

The Your Dental Health project has found that many 
dentists do not have sufficient understanding of the 
structure, roles and practices of Australia’s disability support 
sector. Some of these knowledge gaps include:

•	 �Positive Behaviour Support, Behaviour Support Plans and 
Restrictive Practices

•	 �The difference between supported decision making and 
substitute decision making

•	 �Decision making hierarchies within supported 
accommodation providers in the disability sector

•	 �The difference between carers and direct support 
professionals, whereby the latter are subject to significant 
disability legislation, decision making structures, and 
practice coaching, while the former are usually unpaid 
and/or informal and often not subject to the same 
legislation and systems of the disability support sector

•	 �The various individual planning documents and 
communication techniques that may be helpful in 
supporting dentists to navigate the needs of patients with 
ID

Any plans to systematically upskill general dentists in skills 
usually employed by specialists in Special Needs Dentistry 
(SND) must also include building knowledge in engaging 
with these disability support sector processes.

The above information has been adapted from the ADA and 
ASSCID endorsed publication Oral Health and Intellectual 
Disability (https://inclusionmelbourne.org.au/wp-content/
uploads/2019/05/Oral-health-and-disability-web-spreads.
pdf) developed by Inclusion Designlab and the Your Dental 
Health project team.

h.  Special Needs Dentistry

Special Needs Dentistry (SND), also known as Special Care 
Dentistry (SCD), is one of the newest Australian dental 
disciplines, defined as dentistry that “supports the oral 
health care needs of people with an intellectual disability, 
medical, physical or psychiatric conditions that require 
special methods or techniques to prevent or treat oral 
health problems, or where such conditions necessitate 
special dental treatment plans.” (https://www.ada.org.au/
Dental-Professionals/Policies/National-Oral-Health/2-5-1-
Government/ADAPolicies_2-5-1_Government-_V1.aspx)

With only 17 specialists in Australia, patients referred to 
public Special Needs Dentistry services in Australia face 
long waiting times for care. Despite the evident need for 
more dentists with advanced skills in SND, the barriers 
to undertaking further education are high, and sharing 
specialist knowledge with general oral health professionals 
is difficult due to time constraints. The distribution of SND 
specialists and experienced dentists is uneven throughout 
Australia and mainly focused in metropolitan centres. This 
means that there are some parts of the country where 
suitable services and resources are lacking and the full 
range of services is not available or is severely restricted. 

Australia’s 10-year National Oral Health Plan does not 
include enough detail regarding upskilling general dentists 
to work with people with ID. The last three of Australia’s 
10-year Oral Health Plans have not met stated targets for 
improving the oral health of people with a disability. These 
include upskilling general dentists to work with people with 
ID, and upskilling people with developmental disability and 
their families, carers and support workers.

The significant over-referral of people with ID who might 
otherwise be treated in a general dental setting represents a 
very real threat to the oral and overall health of Australians 
with intellectual disability (as well as a significant cost to 
government) and represents gaps in practice, collaboration, 
planning, and interdisciplinary communication – aided by a 
gap in language and practice knowledge between dentistry 
and the disability support sector. 

Many people with ID can be seen in general dentistry 
settings, depending on staff training/experience, adequate 
processes, suitable facilities, and proficiency in engaging 
with the relevant disability support systems and inter-
disciplinary planning methods.The ability to provide 
familiarisation and continuity of care with familiar clinical 
staff and direct support professionals facilitates the 
provision of regular care, not just episodic relief of pain, 
and is of utmost importance to enable early identification 
of oral disease and implementation of early intervention 
procedures that will reduce the development of advanced 
oral disease requiring invasive dental treatment under 
sedation or general anaesthesia for management.

i.  Communication

Greater collaboration between the disability and dental 
sectors will be required in order to overcome these 
challenges and improve the delivery of oral health 
services with people with ID. There are many professions 
intersecting around oral health and people with ID, which 
has resulted in a number of conceptual and practice gaps:

•	 �Within dentistry: Information about treating people with 
ID is limited to those working in special needs dentistry, 
dental hospital, and the few general dentists practicing 
with people with ID.

•	 �Between dentistry, medicine, psychology, and allied 
health sectors: Dentistry is separated from other medical 
and allied health services due to a lack of education and 
public funding (such as Medicare). The communication 
gap between sectors means that many people with 
intellectual disability whose poor general health has 
been caused or exacerbated by poor oral health could 
experience significant improvement if their dentists 
and GPs were to communicate with each other in a 
consistent and systematic way.

•	 �Between dentistry and the disability support sector: 
Dentists with strong clinical knowledge of disability will 
only be able to use this knowledge to affect change if 
they also have a good working knowledge of the disability 
support sector. Treatment in the dental surgery must 
be accompanied by strong planning, communication 
with the person’s supports, and home care. Combined 
theoretical and practical training and continued support 
for carers is needed to improve their knowledge 
and confidence in providing oral care for adults with 
disabilities (Pradhan et. al. 2016a).

•	 �Between dental services and people with disability 
themselves: Access to dental services for people 
with disabilities is also an issue as private practice is 
unaffordable to most people with disabilities and public 
dental services are limited due to a dental workforce 
with limited skills in provision of services to people with 
disabilities, as well as long waiting lists.
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Oral health records need to be communicated to family 
members, non-dental healthcare professionals, and direct 
support staff who might not have any training in oral 
health. The difference in frequency between visits to the 
dentist and doctor can sometimes be 1:20. Communication 
regarding oral health needs to occur in a documented and/
or recorded manner:

1.	�Between people with intellectual disability and their 
dentist

2.	Between people with intellectual disability and their GP

3.	Between supporters and people with intellectual disability

4.	Between dentists and GPs

5.	�Between dentists and supporters, particularly 
accommodation staff and families

6.	Between GPs and supporters

The Oral Health and Intellectual Disability Guide contains 
two high-quality, succinct ADA-endorsed formsthat can be 
used to facilitate communication and treatment planning 
between (a) dentists and GPs and (b) dentists, people with 
disability, and their supporters. Dental assessment records 
should be separated from daily ‘progress notes’ in the 
person’s files as these are often difficult to search and are 
regularly overlooked or archived.

j.  General anaesthesia

There is concern about people with mild disability being 
offered treatment under general anaesthetic due to a lack 
of time and resources and training to manage treatment in 
less restrictive ways. Equally, there are serious access issues 
for those patients who do require GA for dental treatment.  
In some cases, the patient may receive most treatment 
in the dental chair, but require a GA for certain clinical 
procedures.  In other cases, a GA may be the only way to 
fully examine a patient and provide necessary treatment. 
The type of patient who needs a general anaesthetic is one 
who may be less likely to express if they have oral pain, 
and whose behaviour may be impacted by undiagnosed, 
or untreated dental problems.  Many public lists for dental 
general anaesthetics are in the order of 1-2 years long. 
The problem is even more difficult for medically complex 
patients who are not suitable for day surgery.

There is a lack of equity and common standards regarding 
the appropriate use of general anaesthetic and restrictive 
interventions in the treatment of people with intellectual 
disability, behaviours of concern, and communication 
limitations. Interdisciplinary collaboration as outlined in 
this submission can reduce the over-referral to general 
anaesthesia and allow better access to those for whom this 
modality is required.

k.  Oral care for victims/survivors of abuse 

Dental practitioners can be key observers of overall health 
and wellbeing (including abuse prevention) for people with 
intellectual disability.

However, dental treatment can be difficult for people with 
post-traumatic stress disorder (PTSD) arising from physical 
or sexual abuse or past dental/medical interventions. 
People with a history of sexual abuse often avoid treatment 
and general care. Many programs for victim/survivors are 
not accessible to people with disability. 

There are confounding issues which can mask identification 
of people who have PTSD. These include people with 
physical disability who may have limited tolerance, postural/
seating issues, involuntary movement etc., communication 
issues, cognitive issues, behavioural issues or sensory 
issues.  All these factors make it difficult to assess why a 
person may refuse or not cope with dental care, either on a 
daily basis or during professional visits.  Some factors may 
be identified but others may be missed. Abuse may not 
always be reported, and some people will have difficulty 
communicating with others what has happened to them. 
Therefore, it is important for such patients to be able to 
access care from the same clinician to build rapport and 
trust.

Developing confidence, familiarisation and positive 
experiences around dental visits is important yet is 
frequently overlooked. Emotional support is often required 
for people with ID undergoing dental treatment generally, 
and especially as many patients have histories of sexual 
abuse and assault. 

A number of self-advocates have indicated to the DOHC 
and Your Dental Health teams that their history of sexual 
assault has made them wary of health care, particularly 
dental treatment. Sexual assault of people with disability 
in group homes and other segregated environments, 
particularly people with intellectual disability, is extremely 
prevalent and for some cohorts may represent more than a 
small minority of patients with an ID.

l.  Guardianship

Various types of guardianship and powers of attorney exist 
throughout Australia, and legislation varies between states. 
Financial, medical decision maker and legal powers must 
usually be gained through separate processes. In the past, 
parents of people with profound intellectual disability have 
often acted in a de facto guardian capacity for their loved 
ones, however this is no longer appropriate. 

The Australian Law Reform Commission has called for 
current guardianship and related substitute decision making 
mechanisms to be replaced by Supported Decision Making.
Supported Decision Making practice models empower 
people to make their own decisions to the maximum 
extent possible and to have these decisions recognised in 
law.It champions the power of consistent relationships, 
progressive exposure to new options, continuity of 
support, and related concepts in preference to ‘substitute 
decision making’. These reforms are now reflected in the 
National Disability Insurance Agency Act (2013) and state 
legislation across Australia (e.g. Powers of Attorney Act 
[Vic] 2014; Mental Health Act [Vic] 2014; Medical Treatment 
Planning & Decisions Act [Vic] 2016; and Guardianship & 
Administration Act [Vic] 2019). The NDIS allows participants 
to have a Plan Nominee and/or Communication Nominee. 
A detailed description of these roles is outside the scope 
of this submission, however it must be noted that being a 
Nominee in relation to a person’s support funding does not 
equate to legal guardianship.

A key implication of Supported Decision Making is that 
some people with disability will be able to actively engage 
in their treatment and treatment planning if they are well 
supported, while some people may be deemed as unable 
to consent or engage if they are not supported according 
to best practice.  These issues need to be explored and 
applied in the context of oral health care.Subsequently, 
dental professionals and disability professionals need to 
come together to plan a way forward.
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Dr Tejashree Kangutkar, Prof Hanny Calache, Dr Jo Watson, 
and Prof Susan Balandin completed a systematic literature 
review to support the work of the Disability and Oral Health 
Collaboration. As part of the MDI-funded research design 
project, it was decided that a summary of the literature 
review report would be created as part of the ‘starting point’ 
of the Community of Practice. In addition to the summary, 
a brief fact sheet about the findings of the literature review 
was also developed. Both will be made available to Advisory 
Group members and Community of Practice participants.

The aim of the literature review was to explore and 
document the existing education and training interventions 
related to the oral health of people with intellectual 
disability among four groups: dental health professionals, 
non-dental health professionals, people with intellectual 
disability and their carers.

Citation for Literature Review:Kangutkar T, Calache H, Watson J 

& Balandin S. (In press). Education and training interventions to 

improve oral health of people with intellectual disability.

Summary of literature review

Prepared by Dr Tejashree Kangutkar, University of Melbourne

Background

Poor oral health has a significant impact on systemic 
health and quality of life. People with intellectual disability 
have poorer health outcomes and experience greater 
difficulties in accessing dental services as compared to the 
general population. Education and training programs have 
been considered as one of the effective interventions in 
improving knowledge, attitudes and skills. As development 
and dissemination of adequate educational resources and 
training modules is one of the aims of the CoP project, 
it was asserted that exploration of literature of what has 
already been done in this area would be valuable for further 
considerations. Asystematic review was conducted by the 
researchers of this project to document the effectiveness of 
implementing education/ training programs across multiple 
disciplines to improve oral health related outcomes among 
people with intellectual disability. Better holisticsupport 
can be achieved by enhancing the knowledge, skills and 
attitudes of everyone involved in health relate decision-
making of people with intellectual disability. Various dental 
health professionals, non-dental health professionals, 
carers and people with intellectual disability themselves 
were identified as key stakeholders in oral health related 
decision-making of people with intellectual disability by the 
researchers of this project. This report is a summary of the 
systematic review that was conducted over a period of six 
months by the research group of the CoP project.

Research aim

The aim of this research was to explore and document 
the existing education and training interventions related 
to oral health of people with intellectual disability among 
four groups; dental health professionals, non-dental health 
professionals, carers of people with intellectual disability 
and people with intellectual disability. 

Methodology

Major electronic databases were searched using Deakin’s 
online library from 2008 to 2019. Two reviewers were 
involved in setting the inclusion and exclusion criteria and 
screening of titles, abstract and fulltext for final inclusion 
in the review. Twenty-papers were deemed eligible for 
inclusion, assessed using Crowes Critical Appraisal Tool 
(CCAT) and key findings were extracted.

Key findings 

1. �Oral health professionals play a vital role in educating 
caregivers of people with intellectual disability about oral 
health.

2. �Basic oral healthcare plans for people with intellectual 
disability must match the prevention strategies that are 
recommended for the general population.

3. �There is a need to revise the current curriculum to better 
prepare undergraduate dental students for managing 
people with intellectual disability.

4. �Training of everyone involved in supporting the oral 
health decision making of people with intellectual 
disability is a key driver of positive outcomes. It also raises 
the attitudes and expectations of supporters.

5. �Training of dentists and dental students improved 
attitudes, knowledge and skills but there was no 
improvement in the oral health status of people with 
intellectual disability from this intervention alone.

6. �Training interventions are more costeffective in improving 
knowledge, skills and attitudes when:

•	 �Other oral health professionals are prioritised as trainers 
as dentists’ time is expensive.

•	 �Available resources are adapted when starting a new 
intervention.

•	 �Printing resources are replaced by online resources for 
those who have online access.

7. �A high level of interest was expressed by dental students 
to pursue special needs dentistry but they felt that the 
quality of education they received at undergraduate level 
was poor in this area.

8. �None of the selected studies included oral health 
education and training interventions for non-dental 
health professionals.

9. �People with intellectual disability expressed that they 
should receive information about dental health services 
in ways that are easy to understand, and oral health 
professionals must possess adequate communication 
skills.

10. �Studies explored the impact of general anaesthesia on 
oral health and OHRQoL of people with intellectual 
disability but did not report on carers’ knowledge about 
(a) the adverse effects of general anaesthetic and (b) 
alternative treatment options.

11. �To promote an interdisciplinary holistic approach to the 
management of patients with chronic diseases and/
or developmental impairments, it is imperative that all 
health professionals be educated and trained in the 
following:

•	 �The importance of oral health for the management of 
the conditions that they are treating.

•	 �Oral health preventive messages and basic available 
procedures.

•	 �Referral pathways required for smooth transitions of 
patients from one service to another.

•	 �Basic information on access to both public and private 
dental services.

12. �Carers and supporters were dissatisfied with dental 
services during transition from child to adult. This can be 
mitigated by providing information on easily accessible 
websites and maintaining consistency of information 
provided by all staff members involved in this transition.

13. �Training resources for carers and supporters should 
primarily focus on prevention, oral hygiene care and 
training to identify chronic dental problems.

14. �Transdisciplinary training across non-dental health 
professionals could improve Oral Health Related Quality 
of Life (OHRQoL) of people with intellectual disability.

15. �Non-dental health professionals should be linked with 
dental representatives and undertake interprofessional 
training to identify serious dental health issues that 
require immediate attention by oral health professionals.

Conclusion

Dental health professionals expressed interest in learning 
about special needs but rated their current undergraduate 
training as poor which could be the cause of their lack of 
confidence and skills in managing people with intellectual 
disability. One of the negative implications related to 
incorporating education and training modules in SND 
at undergraduate level to improve knowledge and skills 
within an already crowded curriculum is insufficiency of 
time to include any additional teaching. There was no 
reported evidence on education/ training interventions 
among non-dental health professionals who are, or could 
be, potentially involved in oral health decision making for 
people with intellectual disability. People with intellectual 
disability strongly supported the idea of their involvement 

in oral health related decision-making and patient-centred 
care in dental services. Evidence suggests that education/
training interventions for dental health professionals and 
carers have significantly improved knowledge and attitudes 
but there has been no improvement in oral health status 
of people with intellectual disability post intervention. 
Further randomised controlled trials evaluating long-term 
effectiveness of education/training related interventions 
in improving oral health status of people with intellectual 
disability are necessary to corroborate the findings of this 
review.
 

Issues / tasks to be considered 
by the CoP project:

1. �Investigate the efficacy of high quality interdisciplinary 
support planning, and the adequate preparationof people 
with intellectual disability prior to treatment, days and 
weeks in advance.

2. �Consider use of multimedia tools to help psychologically 
prepare patients with intellectual disability for treatment.

3. �Promote use of efficient interdisciplinary planning forms.

4. �Focus on interdisciplinary training and practice 
improvement for dentists, GPs and allied health, disability 
support professionals and family/carers.

5. �Investigate the impact of training on attitudes 
ofinterdisciplinary professionals and supporters.

6. �Enable dentists to acknowledge shortcomings of their 
capacity to manage people with intellectual disability.

7. �Consider recommendations suggested by Kupzyk and 
Allen, 2019:

•	 �Find dental health professionals who are experienced 
and comfortable with individuals with intellectual 
disability.

•	 �Have supports and carers plan multiple 10+ minute 
“field trips” to dental clinics prior to treatment to 
familiarise patients.

•	 �Have support providers work with dental clinics to 
support implementation of relaxing and reinforcing 
activities for patients.

•	 �Consider requests for pre-exposure to, or non-use of, 
masks, gowns, gloves and some dental instruments.

•	 �Have caregivers bring preferred edibles, activities, 
objects with the person.

•	 �Emphasise ending visits with relaxation and enjoyment.

•	 �Have subsequent trips include gradual exposure to 
stimuli.

•	 Develop a fear hierarchy.

•	 �Progress to the next step when the individual has been 
compliant with the current step.

•	 Plan for how to handle disruptive behaviour.

literature review
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questionnaires

CoP – Oral Health in 
Intellectual Disability 

Contents

•	 Pre-intervention (Quantitative) – Page X 

•	 Pre-intervention (Qualitative) – Page X  

•	 Post-intervention (Quantitative) – Page X  

•	 Post-intervention (Qualitative) – Page X  

Note: PWID - People with intellectual disability

Pre-intervention (Quantitative) 

A.  �About previous training or professional 
development in the disability support sector/ 
system:

Did you receive special needs training at under-graduate 
level? 

o	 Yes, extensive training 
o	 Yes, adequate training 
o	 Yes, limited training 
o	 No 
o	 Don’t know 

Have you received any training in managing PWID other 
than under-graduate level?
 
o	 Yes, extensive training 
o	 Yes, adequate training 
o	 Yes, limited training 
o	 No 
o	 Don’t know 

If yes, what was then means of training you received?
 
o	 Training resources in form of booklets and brochures  
o	 Online training course 
o	 Workshops and seminars 
o	 CPD points course 
o	 Short course without CPD points 
o	 CDs and videos 
o	 Others 

How would you rate the quality of special needs training at 
under-graduate level? 

o	 Excellent 
o	 Good 
o	 Satisfactory 
o	 Poor 
o	 Very poor
o	 Did not receive training

Have you received any previous training or professional 
development on improving attitudes and behaviour towards 
people with intellectual disability?
 
o	 Yes, extensive training 
o	 Yes, adequate training 
o	 Yes, limited training 
o	 No 
o	 Don’t know 

B.  Experience: 

How often do you see PWID at your dental practice? 

o	 Very often (more than three PWID every month) 
o	 Often (at least three PWID every months) 
o	 Few (at least   three to four PWID every year) 
o	 Very few (less than three PWID every year) 
o	 Never

How often do you refer PWID to a special needs dentist? 

o	 Always 
o	 Sometimes 
o	 Only for second opinion 
o	 Never 
o	 I do not see PWID 

To whom do you generally refer PWID ? 

o	 Special Needs Dentist 
o	 Paediatric dentists 
o	 General dentists with experience in managing PWID 
o	 Other health professionals 
o	 Do not refer

Do you think your clinic has appropriate accessibility 
(physical and cognitive) for PWID? Physical accessibility 
includes elevators, ramps and sidewalks and, cognitive 
accessibility includes providing easily-understood content, 
such as text written using plain-language standards; 
focusing attention on important content; making forms 
easy complete to complete, easy website authentication, 
etc 

o	 Yes, extensive physical and cognitive accessibility 
o	 Yes, extensive physical accessibility 
o	 Yes, extensive cognitive accessibility  
o	 Yes, adequate physical and cognitive accessibility 
o	 Yes, adequate physical accessibility 
o	 Yes, adequate cognitive accessibility 
o	� Yes, limited accessibility physical and cognitive 

accessibility 
o	 Yes, limited physical accessibility 
o	 Yes, limited cognitive accessibility 
o	 No accessibility 

What do you think are the main barriers in managing PWID? 
You can select more than one answer
  
o	 Poor infrastructure 
o	 Lack of resources 
o	 Lack of skills 
o	 Lack of knowledge/ training 
o	 Lack of confidence 
o	 Lack of co-operation from PWID 
o	 Lack of co-operation from carers 
o	 Longer treatment time 
o	 Lack of second opinion 
o	 Lack of knowledge about their medical condition 
o	 I do not see any barrier 
o	 I do not have time to manage PWID 
o	 Not sure 

If you manage PWID, and according to your experience 
how would you rate the level of  rapport/ communication 
that is achieved with the support workers/carers?
 
o	 Excellent 
o	 Very good 
o	 Good 
o	 Satisfactory 
o	 Poor  
o	 Very poor/ no communication 
 
If you treat PWID, on average, do you think support 
workers/ carers follow your advice appropriately?

o	 Yes, always  
o	 Yes, most of the time 
o	 Yes, some of the time  
o	 No, never   
o	 No contact with carers/ I do not treat PWID 
 
Do you think general anaesthesia is the best option for 
providing dental treatment to PWID?
 
o	 Yes, always  
o	 Yes, most of the time 
o	 Yes, some of the time  
o	 No, never 
o	 Not sure 
o	 Do not treat PWID 
 
Do you discuss your experience with PWID with other 
dentists? 

o	 Always 
o	 Sometimes 
o	 Never 
o	 Not currently but I would like to 
 

Do you co-ordinate/ communicate with health 
professionals of PWID to know about health conditions of 
PWID? 

o	 Always 
o	 Sometimes 
o	 Never 
o	 Not currently but I would like to 
 
I rate my level of agreement with the following statement 
“It easy to understand and access information related to the 
medical needs of PWID” as  

o	 Excellent 
o	 Very good 
o	 Good 
o	 Satisfactory 
o	 Poor  
 
Do you provide pre and post dental care support to PWID 
and their carers? 

o	 Yes, always  
o	 Yes, most of the time 
o	 Yes, some of the time  
o	 No, never  
o	 No contact with carers/ I do not treat PWID 
 
 C. Attitudes: 

How comfortable are you to manage PWID? 

o	 Very comfortable 
o	 Comfortable 
o	 Somewhat comfortable 
o	 Not comfortable at all 
o	 Not sure 
o	 I do not manage PWID 

How often would  you refer PWID for a second opinion 
  
o	 Always 
o	 Sometimes 
o	 Never 
o	 I do not manage PWID 

How confident are you about  managing PWID? 

o	 Very confident 
o	 Confident 
o	 Somewhat confident 
o	 Not confident at all 
o	 Not sure 
o	 I do not manage PWID 
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Do you enjoy managing PWID?
 
o	 Always 
o	 Sometimes 
o	 Never 
o	 Not sure 
o	 I do not manage PWID 
 
D.  Expectations:

What form of training would you like to receive regarding 
management of PWID? You can pick more than one 
answer.  

o	 Training resources in form of booklets and brochures  
o	 Online training course 
o	 Workshops and seminars 
o	 CPD points course 
o	 Short course without CPD points 
o	 CDs and videos 
o	 Others 

What information would you like to receive regarding 
management of PWID? You can pick more than one 
answer. 

o	 Information about their disability 
o	 Oral healthcare routine of PWID 
o	 Oral manifestations of PWID 
o	 Medical history and drugs 
o	� Contact details of other non-dental health 

professionals related to PWID 
o	 Dental management guidelines 
o	 Behaviour management strategies 
o	 Others 

Do you have sufficient involvement of non-dental health 
professionals like GPs, speech therapists, pharmacists, 
behavioural therapists, nurses etc in planning dental 
treatment? 

o	 Always 
o	 Sometimes 
o	 Never 
o	 I do not manage PWID 

Could you please rate your level of agreement with the 
following statement “Involvement of non-dental health 
professionals in dental care is important”? 

o	 Strongly agree 
o	 Agree 
o	 Disagree 
o	 Strongly disagree 
o	 Not sure 
o	 I do not manage PWID 

Could you please rate your level of agreement with the 
following statement “Non-dental health professionals 
managing PWID must have some oral healthcare-related 
knowledge and training”? 

o	 Strongly agree 
o	 Agree 
o	 Disagree 
o	 Strongly disagree 
o	 Not sure 
o	 I do not manage PWID 

Would you like to discuss your experience of managing 
PWID with other dentists and experts? 

o	 Yes 
o	 No 
o	 Maybe 
 
E.  �Awareness, knowledge and attitudes of disability 

rights 

Do you know about the Disability Act Victoria 1992? 

o	 Yes, I am fully aware 
o	 Yes, I am somewhat aware 
o	 Not aware but I would like to know 
o	 Not aware and not interested  
 
In 2008, Australia ratified the United Nations Convention on 
the Rights of Persons with Disabilities. Do you know about 
United Nation’s Article 12 and Article 25? 
 
o	 Yes, I am fully aware of Article 12 and Article 25 
o	 Yes, I am aware of Article 12 
o	 Yes, I am aware of Article 25 
o	 Yes, I am somewhat aware of Article 12 and Article 25 
o	 Yes, I am somewhat of Article 12 
o	 Yes, I am somewhat of Article 25 
o	 Not aware but I would like to know 
o	 Not aware and not interested  
 
F.  Interdisciplinary approach 

Do you communicate with other health professionals and 
support works involved in health-related decision making 
of PWID? 

o	 Yes, always 
o	 Yes, sometimes 
o	 Yes, only when required 
o	 No but I would like to 
o	 No, I do not wish to/ find it unnecessary 
o	 I don’t treat PWID 
 

How do you communicate with other health professionals 
involved in health-related decision making of PWID? 
Paper-based forms 

o	 Face-to-face  
o	 Phone 
o	 E-mails 
o	 Video call 
o	 Through the carers 
o	 Other means (Please specify) 
o	 I do not communicate with other health professionals 
o	 I do not treat PWID 
 
Pre-intervention (Qualitative) 

1.	� What are your views on the importance of oral health 
for PWID?  

2.	� What difficulties do you experience while managing 
PWID? 

3.	� What are your thoughts about any previous training 
that you have received in managing PWID?  

4.	 How do you think the training can be improved?  

5.	� What would motivate you to manage more PWID in 
your practice? 

6.	� What do you think about involvement of non-dental 
health professionals in oral health related decision 
making of PWID? 

7.	� What do you think about the role of support workers/
carers in managing oral health of PWID? 

8.	 What would you like to learn about PWID?  

9.	� What do you know about the disability rights and 
specific legislation?  

10.	� What pre and post dental care support do you provide 
to PWID or their carers? 

 

Post-intervention (Quantitative) 

Pre-intervention questions from B, C, D and E will be 
repeated for post-intervention quantitative data collection 
F. About CoP project 

How would you rate your overall experience with CoP 
session? 

o	 Excellent 
o	 Very good 
o	 Satisfactory 
o	 Poor 

Would you  be interested in participating in similar  sessions 
in future? 

o	 Yes, definitely 
o	 Maybe 
o	 No, never 
o	 Not sure 
 
Post-intervention (Qualitative) 

Did you find CoP sessions useful for improving the 
experience of PWID at your dental service? Could you 
elaborate or highlight the outcome of the CoP session 
that you think would to be most useful and suitable to be 
implemented at your practice? 

What was the most valuable aspect of CoP, if any? (Hints to 
be used as prompts only if the interviewee does not come 
with any valuable aspects of the CoP sessions, for example, 
sharing information and experience? Dissemination of 
learning resources? Learning about PWID and their oral 
health concerns? Involvement of variety of stake holders? 
Co-design and shared decision making?) 

How do you think the CoP sessions can be improved? 
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consent form

Project:
Oral Health Community of Practice

Responsible Researcher:
Professor Keith R. McVilly 

Additional Researchers:
Professor Hanny Calache, Mr Nathan Despott, 
Dr Alana Roy and Dr Tejashree Kangutkar

HREC ID:
TBC

Note:
For people with intellectual disability, this Consent Form 
will be read with them, and discussed with them by a 
person they already know and trust. They can contact the 
researchers to ask any questions as required.  

9.	� I understand that given the small number of participants 
involved in the study, it may not be possible to 
guarantee my anonymity. 

10.	�I understand that after I sign and return this consent 
form, it will be retained by the researcher.  

Please tell us your support needs (e.g., access, 
communication, food, etc) so that we can make this 
research assessible for you.  My support needs are:

Participant’s signature:

Name of person explaining the form:

Participant Name:

Date:

Relationship to the person volunteering to participate:

Participant’s email:

Signature person explaining the form:

Participant’s telephone number:

Date: 

Participant’s organisation:

Address or email: 

Phone: 

1.	� I consent to participate in this project, the details of 
which have been explained to me, and I have been 
provided with a written plain language statement to 
keep. 

2.	� I understand that the purpose of this research is to 
investigate how to improve dentists’ practice with 
people who have intellectual disabilities.

3.	� I understand that my participation in this project is for 
research purposes only.  

4.	� I acknowledge that the possible effects of participating 
in this research project have been explained to my 
satisfaction. 

5.	� In this project I may be required to present information, 
read resources, tools and articlesdata, discuss and 
design resources to help support dentists to work better 
with people who have disabilities.

6.	� I understand that my participation is voluntary and that 
I am free to withdraw from this project anytime without 
explanation or prejudice.  However, I will be unable to 
withdraw any data I have already contributed to the 
project.  

7.	� I understand that the information arising from this 
research will be stored at the University of Melbourne 
and may be used in the future for other projects of a 
similar nature.  

8.	� I have been informed that the confidentiality of the 
information I provide will be safeguarded subject to any 
legal requirements; my data will be password protected 
and accessible only by the named researchers.

Where the Plain Language Statement and Consent Form 
have been read and explained to a person with intellectual 
disability, the person providing support is requested to 
sign the following:

I have explained to the person volunteering to participate 
the information provide on the Plain Language Statement 
and I am satisfied that the person participating in this 
activity or project:

1.	�Understands the Consent Form and obligations arising 
from signing the form; and 

2.	Has provided their consent freely.

I am aware that researchers will rely on my 
acknowledgement that I have explained the terms of this 
agreement to the person signing the Consent Form to the 
best of my ability, and that the person understood the terms 
of the agreement to the best of his or her ability. I also 
understand the form and the project brief.
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section C

oral health units in vocational 
education and training (VET) 
certificates

At present, the oral health related units in disability 
certificate courses in Victoria are available under eight 
titles. These units are mainly offered in Certificate III and 
Certificate IV courses in disability, ageing support and 
individual support, with six of the units available as electives 
to students undertaking disability certificates. The eight 
units independently focus on topics such as application 

Code Title Courses Additional comments

HLTOHC003
Apply and manage use of basic 
oral health products

Certificate IV in Disability;
Certificate IV in Ageing Support;
Certificate III in Individual Support

HLTOHC408B Apply fluoride varnish Not included in disability courses
Not included in 
disability

HLTOHC006 Apply fluoride varnish
Certificate IV in Disability; 
Certificate IV in Ageing Support

Not included in 
individual support

HLTOHC408A Apply fluoride varnish Not included in disability courses
Not included in 
disability

HLTOHC002
Inform and support patients and 
groups about oral health

Certificate IV in Disability;
Certificate IV in Ageing Support;
Certificate III in Individual Support

HLTOHC004
Provide or assist with oral 
hygiene

Certificate IV in Disability;
Certificate IV in Ageing Support;
Certificate III in Individual Support

HLTOHC001
Recognise and respond to oral 
health issues

Certificate IV in Disability;
Certificate IV in Ageing Support;
Certificate III in Individual Support

HLTOHC005
Use basic oral health screening 
tools

Certificate IV in Disability;
Certificate IV in Ageing Support;
Certificate III in Individual Support

of fluoride varnish, informing and supporting patients 
about oral health, assisting with oral hygiene, recognising 
and responding to oral health issues and use of basic oral 
health screening tools. Integrating the topics covered 
independently in separate units into a single comprehensive 
unit would be valuable for delivering key oral health related 
training to those enrolled in various disability support 
related courses. This would enable every aspiring disability 
support worker to learn about a range of key components 
of oral healthcare rather than choosing to focus on a single 
topic.

One output of the Community of Practice project will 
be the development of a framework for a single unit that 
includes the core knowledge, skills and competencies 
synthesised by the Your Dental Health materials and their 
validation in the COP.

Additional resources

This will be separated out into two chapters:

•	Oral health units in VET certificates

•	�Resource exemplars

Course Title & 
Year of Release

Application Settings Key Tasks In accordance * Comments

* �In accordance with Commonwealth and State/Territory legislation, Australian/NZ standards for maintaining infection 
control and industry codes of practice.

Use basic oral 
health screening 
tools

August 2015

To describe 
the skills and 
knowledge 
required to 
prepare for 
and conduct 
authorised oral 
health screening 
tests within scope 
of work role to 
identify the need 
for referral to 
an oral health 
practitioner or 
for additional 
education or 
instruction in oral 
health care.

Workers in a 
range of health 
and community 
service 
environments 
where authorised 
basic oral health 
screening is 
carried out.

Prepare for and 
participate in 
basic routine oral 
health screening 
services.

Follow screening 
tool questioning, 
observation 
and recording 
requirements.

Review screening 
process and 
referral outcomes.

No Requires discussion 
and collaboration 
with other health 
professionals and 
stakeholders.

Recognise and 
respond to oral 
health issues

August 2015

To describe 
the skills and 
knowledge 
required to 
identify variations 
and recognise 
oral health 
issues through 
a visual check, 
observation of 
patient behaviour 
and habits, signs 
and symptoms 
and physical 
condition of 
patients. This 
enables the 
candidate 
to respond 
appropriately 
to the clinical 
findings to initiate 
follow up oral 
health care.

Workers in a 
range of health 
and community 
services 
environments 
where their work 
role requires them 
to recognise and 
respond to oral 
health issues.

Identify variations 
in patient 
behaviour and 
habits.

Undertake basic 
visual oral check 
and questioning.

Follow up and 
promote ongoing 
oral health care.

Yes Role includes 
liaising with 
supervisor in 
consultation with 
patient to ensure 
appropriate referral 
occurs.

Key role involves 
training patients for 
self-management.
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Course Title & 
Year of Release

Application Settings Key Tasks In accordance * Comments

Provide or assist 
with oral hygiene

August 2015

To describe 
the skills and 
knowledge 
required to 
provide or assist 
a patient with 
their oral hygiene 
where the patient 
is unable to 
perform all or part 
of these tasks by 
themselves.

Workers who 
provide direct 
patient care in a 
range of health 
and community 
services 
environments.

Identify patient’s 
oral hygiene 
requirements to 
ensure good oral 
health.

Assist and 
support patients 
in an appropriate 
manner.

Assist and support 
patients in their 
identified oral 
hygiene needs.

Recognise and 
report changes 
in patient 
oral hygiene 
requirements.

Yes Identifying 
key signs and 
symptoms of oral 
diseases.

Inform and 
support patients 
and groups about 
oral health

August 2015

To describe 
the skills and 
knowledge 
required to 
provide practical 
information 
and instruction 
to patients 
and groups to 
promote and 
support good 
oral health care 
practices.

Workers in a 
range of health 
and community 
services 
environments 
whose work roles 
provide them with 
an opportunity 
to promote and 
support good oral 
health care.

Develop and 
maintain 
understanding 
of oral health 
information and 
issues.

Provide 
information 
related to oral 
health using a 
person-centred 
approach.

Provide specific 
information and 
instruction on oral 
hygiene self-care 
techniques and 
appropriate aids.

Evaluate 
effectiveness 
of oral health 
information 
session.

Yes The skills and 
knowledge 
will enable the 
candidate to 
provide health 
promotion 
and practical 
demonstration/ 
instruction of oral 
hygiene practices 
and techniques.

Course Title & 
Year of Release

Application Settings Key Tasks In accordance * Comments

Apply fluoride 
varnish
August 2015

To describe 
the skills and 
knowledge 
required by 
practitioners 
working 
specifically in 
rural, remote 
and isolated 
areas and/or 
facilities that have 
knowledge and 
experience in 
oral health care, 
to apply fluoride 
varnish in line 
with prescribed 
treatment as 
outlined in an 
individualised 
oral health 
care plan and 
in accordance 
with relevant 
jurisdictional, 
legislative and 
regulatory 
requirements.

Registered 
Aboriginal and/
or Torres Strait 
Islander health 
practitioners, 
registered nurses 
and registered 
enrolled nurses 
in primary health 
care settings in 
rural, remote and 
isolated areas 
where the work 
roles may require 
the application of 
fluoride varnish.

Prepare for the 
application of 
fluoride varnish.

Apply fluoride 
varnish to teeth.

Provide 
information to 
patient and/or 
family/carer about 
post-application 
advice and follow 
up requirements.

Record and 
document 
information about 
the application.

Yes

Apply and 
manage use of 
basic oral health 
products
August 2015

To describe 
the skills and 
knowledge 
required to apply 
and manage 
use of basic oral 
health products 
and provide 
assistance to 
patients in the use 
of those products 
as identified in an 
individualised oral 
health care plan.

Workers whose 
work roles 
specifically 
include the 
application of 
identified oral 
health products in 
line with product 
guidelines and in 
compliance with 
all regulations 
related to the 
supply and use 
of regulated 
products.

Prepare for and 
participate in the 
application of 
basic oral health 
care products.

Apply basic 
oral health care 
products.

Support oral 
health and oral 
hygiene of 
patients with 
special care 
needs.

Complete 
reporting and 
documentation 
and evaluate 
outcomes.

Yes Mentions training 
on dementia and 
oral health.
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resource exemplars for community 
of practice meetings

Community of Practice participants will be asked to give 
feedback on a range of existing resources about oral health 
and intellectual disability. The critique from people with 
intellectual disability, support professionals, dentists and 
other oral health professionals will help to inform any final 
resources produced by the COP and project researchers.

The research design project team searched for exemplar 
resources using a range of online tools, with a focus on 
gathering resources that were easy to locate, convenient 
to use/access, and practical for supporting the desired 
outcomes of users. Any resources that were designed to 
be used by a person with intellectual disability, their carer 
or support professional, or their oral health professional 
needed to be easily located in order to be deemed an 
effective public health tool by the research design project 
team. Primarily, Google and YouTube search tools were 
used to gather the results listed below, with some additional 
reliance on the project team members’ networks. Australia 
has produced many resources, as have the UK and US, 
for oral health professionals and support professionals. 
Resources were critiqued for the quality of their content 
about oral health, or intellectual disability, and then were 
selected for inclusion in the final community of practice 
session plans. 

There are very few resources that are designed for people 
with intellectual disability, and even fewer that seek to 
explain the relationship between dentist, supporter, and 
person with disability or the entitlements of a person 
receiving oral health care. The lack of high-quality 
resources that explain how the oral health and disability 
sectors are able to work together highlights the need for 
additional support and training in both sectors to improve 
the health and wellbeing of people with intellectual 
disability.

Written Resources:

The following resources, publications, webpages, and 
reports provide written content about the intersection 
of oral health and disability, with particular reference to 
intellectual disability. 

Resource Summary
Target 
Audience

Author Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Disability 
Awareness 
Guide

Information 
about respectful 
and appropriate 
communication 
with people with 
disability. Some 
information about 
decision making 
power of carers. 

Oral health 
professionals

Dental Health 
Services 
Victoria 
(DHSV), 
2007a.

Victoria, 
Australia

Supporting 
Every Smile

Webpage 
information about 
oral health for 
disability support 
professionals 
who undertake 
person care tasks. 
Particularly focused 
at supported 
accommodation 
staff. 

Support 
professionals

Dental Health 
Services 
Victoria 
(DHSV), 
2007b.

Victoria, 
Australia

Dental 
Care Every 
Day: A 
Caregiver’s 
guide

‘How to’ guide for 
everyday oral health 
and visiting the 
dentist.

Support 
professionals

National 
Institute of 
Dental and 
Craniofacial 
Research 
(NIDCR). 2012.

USA

Practical 
Oral Care 
for People 
with (Series)
Autism
Cerebral 
Palsy
Down 
Syndrome 
Intellectual 
Disability

This series of fact 
sheets focus on 
how an oral health 
professional can 
treat their patient 
with disability. 
The focus is on 
treatment in a 
dental surgery. 

Oral health 
professionals

National 
Institute of 
Dental and 
Craniofacial 
Research 
(NIDCR). 2012.

USA

Oral care for 
people with 
disabilities

Background 
information about 
disability generally, 
and common oral 
health concerns. 
Generalised 
information about 
treating people with 
disability.

Oral health 
professionals

Dental 
Practice 
Education 
Research Unit, 
2012a

South 
Australia, 
Australia

Dental 
care for 
people with 
disabilities 

Information for 
carers of people 
with disability. 
Overview of oral 
health with some 
signs to look for. 

Carers and 
support 
professionals

Dental 
Practice 
Education 
Research Unit, 
2012b

South 
Australia, 
Australia
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Resource Summary
Target 
Audience

Author Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Oral Health 
Services 
forChildren 
and 
Adolescents 
with Special 
Health Care 
Needs

A resource guide 
of useful tools for 
anyone working 
with oral health 
and people with 
disabilities. Lists 
policy, program, 
education, and 
organisation 
options. 

Carers and 
Support 
Professionals

Holt K, Barzel 
R, eds. 2020.

USA

Oral health 
for people 
with special 
needs

Information on 
the practical 
techniques and tips 
for brushing and 
flossing a person’s 
teeth.

Carers and 
Support 
Professionals

Queensland 
Government, 
2017 

Queensland, 
Australia

Promoting 
oral health 
for people 
living in 
disability 
accommo-
dation 
services

Toolkit for 
facilitating oral 
health training 
for supported 
accommodation 
staff. Discusses oral 
health care plan 
and assessments, 
as well as when 
to make dental 
appointments 
for a person with 
disability. 

Support 
Professionals

Dental Health 
Services 
Victoria 
(DHSV), 2008.

Victoria, 
Australia

Clinical 
Guidelines 
and 
Integrated 
Care 
Pathways 
for the 
Oral Health 
Care of 
People with 
Learning 
Disabilities

Comprehensive 
explanatory 
guidelines for 
treating a person 
with intellectual 
disability. Discusses 
barriers to oral 
health care, 
practical tips, and 
restrictive practice. 

Oral health 
professionals

The Royal 
College of 
Surgeons of 
England, 2012

UK

Oral health 
and people 
with 
intellectual 
disability

Newsletter 
submission 
discussing concerns 
of the oral health 
of people with 
intellectual 
disability, and 
barriers to 
treatment.

Support 
professionals

Queensland 
centre for in-
tellectual and 
developmen-
tal disability 
(QCIDD), 2010

Queensland, 
Australia

Resource Summary
Target 
Audience

Author Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Dental 
advice for 
people with 
disabilities

Easy English 
information about 
eating healthy, 
brushing teeth, 
and when to visit a 
dentist. 
Website as a hole 
is not cognitively 
accessible, this 
information was 
difficult to find. 

Person with 
intellectual 
disability 

Dental Health 
Services 
Victoria 
(DHSV), 
Unknown

Victoria, 
Australia

Oral 
health and 
physical 
disabilities

Tips for transport 
and physical 
support with oral 
health practices

Carers and 
Support 
Professionals

Oral Health 
Foundation, 
Unknown a

UK

Dental care 
for people 
with special 
needs

Information about 
Special Needs 
Dentistry and 
treatment

Carers and 
Support 
Professionals

Oral Health 
Foundation, 
Unknown b

UK

Your Dental 
Health

Webpage with 
resources, videos, 
and forms to 
support with 
the oral health 
of people with 
intellectual disability

Carers, 
Support 
Professionals 
and Oral 
Health 
Professionals

Inclusion 
Melbourne, 
2019

Victoria, 
Australia

Your Dental 
Health: A 
Guide for 
People with 
a Disability, 
their Family 
Carers, 
Friends and 
Advocates

Guide for people 
with intellectual 
disability about 
oral health, signs 
of poor oral health, 
risk factors, and 
what happens at 
the dentist. 

Carers, 
Support 
Professionals 
and Oral 
Health 
Professionals

Angwin, 
Leighton, 
& Despott, 
2015a

Victoria, 
Australia

Your Dental 
Health: A 
Guide for 
People with 
a Disability, 
their Fam-
ily Carers, 
Friends and 
Advocates 
(Western 
Australia 
Edition)

Guide for people 
with intellectual 
disability about 
oral health, signs 
of poor oral health, 
risk factors, and 
what happens 
at the dentist. 
Tailored for Western 
Australia

Carers, 
Support 
Professionals 
and Oral 
Health 
Professionals

Angwin, 
Leighton, 
& Despott, 
2015b

Victoria, 
Australia
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Resource Summary
Target 
Audience

Author Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Oral 
Health and 
Intellectual 
Disability

Treatment pathway 
for people with 
intellectual 
disability, including 
common oral 
health concerns, 
and barriers such as 
working within the 
disability sector

Oral Health 
Professionals

Zylan, Despott, 
Tracy, Shnider 
(2019)

Victoria, 
Australia

Healthy 
Smiles for 
Children 
with Autism

Simple information 
and tips about 
caring for the oral 
health of a young 
person with Autism.

Carers and 
Support 
Professionals

Anderson 
Center for 
Dental Care, 
Unknown a

USA

Healthy 
Smiles for 
Children 
with Autism 
(2)

Information and 
tips about caring for 
the oral health of a 
young person with 
Autism

Carers and 
Support 
Professionals

Anderson 
Center for 
Dental Care, 
Unknown b

USA

Healthy 
Smiles for 
Children 
with Down 
Syndrome

Simple information 
and tips about 
caring for the oral 
health of a young 
person with Down 
Syndrome

Carers and 
Support 
Professionals

Anderson 
Center for 
Dental Care, 
Unknown c

USA

Healthy 
Smiles for 
Children 
with Down 
Syndrome 
(2)

Information and 
tips about caring for 
the oral health of a 
young person with 
Down Syndrome

Carers and 
Support 
Professionals

Anderson 
Center for 
Dental Care, 
Unknown d

USA

Special Care 
Advocates 
in Dentistry 
Modules:
SAID 
Professional 
Modules

Range of training 
modules on 
a variety of 
disabilities including 
Intellectual 
Disability. Includes 
clinical concerns, 
sedation, restrictive 
practice. There are 
basic strategies 
for working with 
patients with 
disability and 
how oral health 
professionals can 
successfully treat 
their patient

Oral Health 
Professionals

Southern 
Association of 
Institutional 
Dentists, 2013

USA

Resource Summary
Target 
Audience

Author Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Oral Health 
& Disability: 
The Way 
Forward

Overview of 
Irelands policy, 
research, and 
support service 
suggestions 
for disability 
organisations. 
Emphasis on family 
or carer support 
for oral health, 
rather than oral 
health professional 
considerations. 
Includes 
recommendations 
for disability 
providers and 
carers.

Carers and 
Support 
Professionals

Elliott, Nunn, 
and Sadlier, 
2005

Ireland

Oral and 
Dental 
Problems 
in Sclero-
derma and 
Sjögren’s 
Syndrome

General and Oral 
health information 
of people with 
Scleroderma and 
Sjögren’s Syndrome

Oral Health 
Professionals

Aldred and 
Talacko, 2009

Victoria, 
Australia
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Resource Summary
Target 
Audience

Producer Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Home 
Dental 
Care for 
People with 
Disabilities

Demonstration 
on mouth model 
of oral hygiene 
practices. Discusses 
modifications 
to equipment 
and craniofacial 
anomalies. 

Carers and 
Support 
Professionals

Children's 
Hospital of 
Pittsburgh, 
2012

USA

Dentistry 
and 
Disability

Addresses the 
barriers that 
occur pre, during, 
and post dental 
treatment. Includes 
tips on how to 
make treatment 
as accessible and 
successful as 
possible. 

Oral Health 
Professionals 
and Support 
Professionals

Inclusion 
Melbourne 
and Monash 
Health, 2017

Victoria, 
Australia

Visiting the 
Eastman 
dental 
hospital

A step by step 
guide to visiting the 
dental hospital for 
treatment.

Person with 
intellectual 
disability 

University 
College 
London 
Hospitals, 
2016

UK

NYU 
Dentistry 
Oral Health 
Center for 
People with 
Disabilities

Information about 
special care 
dentistry and the 
university clinic. 

Carers and 
Support 
Professionals

NYU College 
of Dentistry, 
2019

USA

Treating 
Patients 
with 
Disabilities

Information about 
disability, attitudes 
to disability, and 
providing care. 
Discusses the 
importance of 
communication 
with carers and 
supporters who can 
help with tips on 
how to work with 
an individual.

Oral Health 
Professionals

Royal College 
of Dental Sur-
geons Ontario, 
2015

Canada

Resource Summary
Target 
Audience

Producer Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Periodontal 
Disease in 
Adults with 
Develop-
mental Dis-
abilities

Description of 
periodontitis 
and medicalised 
information about 
why this may be 
higher for people 
with disability. 
Focus on chronic 
health conditions 

Carers and 
Support 
Professionals

Children's 
Hospital of 
Pittsburgh, 
2012

USA

Periodontal 
Disease in 
Adults with 
Develop-
mental Dis-
abilities

Description of 
periodontitis 
and medicalised 
information about 
why this may be 
higher for people 
with disability. 
Focus on chronic 
health conditions 

Oral Health 
Professionals

May, P. 2013 USA

People with 
disabilities

Information about 
oral information 
form (care 
plan), and some 
direction for 
cleaning a person’s 
teeth, including 
familiarising 
the person with 
disability to 
equipment

Carers and 
Support 
Professionals

Embæt-
tilandlæknis 
(Directorate of 
Health) 2012

Iceland

Dental Care 
for Children 
with Special 
Health 
Care Needs 
- Boston 
Children's 
Hospital

Demonstrates the 
process of visiting 
the dental hospital, 
starting with finding 
the clinic. Focus 
on children with 
disability

Person with 
intellectual 
disability and 
carers

Boston 
Children’s 
Hospital, 2013

USA

Sally’s 
visit to the 
dentist

Demonstrates the 
process of dental 
care, includes some 
pre-dental visit care 
and the relationship 
between person 
with disability and 
supporter

Person with 
intellectual 
disability and 
carers

Dental Health 
Services Vic-
toria (DHSV), 
2015

Victoria, 
Australia

Video Resources:

The following video resources include demonstrations, first 
person accounts, lectures, and new pieces about oral health 
and disability, with particular focus to intellectual disability. 
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Resource Summary
Target 
Audience

Producer Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Brushing 
up on oral 
health for 
disability 
residential 
services

Series of 9 videos 
on the oral health 
care of people with 
disability living in 
residential services. 
Practical tips with 
brushing, flossing 
and dentures. 

Support 
Professionals

Dental Health 
Services 
Victoria 
(DHSV), 2010

Victoria, 
Australia

Dentists 
train for 
special 
needs 
patients

News segment 
highlighting the 
need for additional 
training for people 
with intellectual 
disability

Oral Health 
Professionals

13WHAM ABC 
News, 2015

USA

Resource Summary
Target 
Audience

Author / 
Producer

Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Social 
Model of 
Disability 

Introductory video 
to the differences 
between the 
medical model, 
and social model of 
disability. 

Oral Health 
Professionals, 
Carers and 
Support 
Professionals

Shape Arts, 
2017

UK

Accessible 
Informa-
tion 

Introduction 
to accessible 
information for 
people with a 
range of disability 
including 
intellectual disability

Oral Health 
Professionals 
and Support 
Professionals

You Me Us, 
2017a

Victoria, 
Australia

Don’t DIS 
my ABILITY 
– Day in 
the life

A day in the life 
of Graeme Innes, 
and his guide dog 
Arrow. An amusing 
narrative of the 
interactions that 
can occur during 
the day of a vision 
impaired person. 

Oral Health 
Professionals, 
Carers and 
Support 
Professionals

NSW 
Government, 
2017

New South 
Wales, 
Australia

Customer 
Service

Introduction to 
good customer 
service for people 
with disability 
and different 
communication. 

Oral Health 
Professionals 
and Support 
Professionals

You Me Us, 
2017b

Victoria, 
Australia

Amanda’s 
Story

Discussion of 
the attitudes 
and culture to 
accessibility and 
disability 

Oral Health 
Professionals, 
Carers and 
Support 
Professionals

You Me Us, 
2018

Victoria, 
Australia

Sexual 
Assault

Introductory 
definitions to sexual 
assault

Oral Health 
Professionals, 
Carers and 
Support 
Professionals

Victoria Legal 
Aid, 2016

Victoria 
Australia

Additional Resources being used in the COP:

The following written and video resources are supplementary 
content for the Community of Practice that demonstrate 
themes that intersect with oral health and disability. 
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Resource Summary
Target 
Audience

Author / 
Producer

Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

What is 
sexual 
assault?

Fact sheet 
outlining the 
definition of and 
types of sexual 
assault. Discusses 
consent and lack 
of consent in a 
legal framework

Oral Health 
Professionals, 
Carers and 
Support 
Professionals

SECASA, 
2013a

Victoria, 
Australia

Legal 
definitions 
of rape and 
indecent 
assault

Fact sheet outlining 
the definition of 
rape and indecent 
assault

Oral Health 
Professionals, 
Carers and 
Support 
Professionals

SECASA, 
2013b

Victoria, 
Australia

What are 
the myths 
and facts 
about 
sexual 
assault?

Fact sheet 
disproving many 
myths about sexual 
assault in Australian 
society 

Oral Health 
Professionals, 
Carers and 
Support 
Professionals

SECASA, 
2013c

Victoria, 
Australia

CASA 
Dental 
Survey 
Results and 
Analysis 
2018

Report discussing 
the findings of an 
oral health survey 
of survivors

Oral Health 
Professionals, 
Carers and 
Support 
Professionals

SECASA, 
2013c

Victoria, 
Australia

Trauma 
informed 
dental care: 
Dentist 
Lecture 
(Series)

Series of 3 videos 
of SharonneZaks 
lecturing to dentists 
about trauma 
and survivors 
experiences of the 
dentist and what 
can be done to 
support patients 

Oral Health 
Professionals

Zaks, 2018 a, 
b, & c

Victoria, 
Australia

Videos for 
survivors

Series of 10 videos 
for survivors of 
sexual assault on 
oral health and 
visiting the dentists. 
Survivors and 
dentist discussing 
their experiences

Carers, 
Support 
Workers and 
Oral Health 
Professionals.

Zaks, 2018 d, 
e, f, g, h, I, j, k, 
l & m

Victoria, 
Australia

Resource Summary
Target 
Audience

Author / 
Producer

Location

Suitable 
Intellectual 
Disability 
Content

Suitable 
Oral 

Health 
Content

Final COP 
Inclusion

Consider-
ing 
Additional 
Risks

Webpage of 
resources to 
help understand 
and implement 
good practice 
and the use of 
restrictive practice. 
Considers 
personal and 
service risks, 
trauma informed, 
restrictive practice, 
and family 
violence films, and 
a range of state 
specific resources

Support 
Professionals

NDS, 2017 Australia

Every 
Moment 
Has 
Potential

Online modules 
for active support 
training of support 
professionals, 
targeted at 
residential 
accommodation 
services

Support 
Professionals

Greystanes 
Disability 
Services and 
La Trobe 
University, 
2015

Australia

Represent-
ing the 
rights of 
persons 
with 
disabilities

Video of Jo Watson 
challenging the 
assumptions 
that people with 
severe or profound 
cognitive disability 
are unable to lead 
self-determined 
lives

Carers, 
Support 
Workers and 
Oral Health 
Professionals.

Watson, 2016 Australia



92 93

13WHAM ABC News, 2015. Dentists train for 
special needs patients. https://www.youtube.com/
watch?v=AmCoDMOBS2U

Aldred, M., and Talacko, A., 2009. Oral and Dental Problems 
in Scleroderma and Sjögren’s Syndrome. Scleroderma 
Australiahttp://sclerodermavictoria.com.au/wp-content/
uploads/2015/12/Scleroderma-Australia-Oral-And-Dental-
Problems.pdf

Anderson Center for Dental Care, Unknown a.Healthy 
Smiles for Children with Autism. Centre for Healthier 
Communities, Rady Children’s Hospital, San Diego. https://
cdn.ymaws.com/scda.site-ym.com/resource/resmgr/
factsheets/autism_flyerengsp.pdf

Anderson Center for Dental Care, Unknown b. Healthy 
Smiles for Children with Autism (2).Centre for Healthier 
Communities, Rady Children’s Hospital, San Diego.https://
cdn.ymaws.com/scda.site-ym.com/resource/resmgr/
factsheets/autism_pamphlet2010_english.pdf

Anderson Center for Dental Care, Unknown c. Healthy 
Smiles for Children with Down Syndrome.Centre for 
Healthier Communities, Rady Children’s Hospital, San 
Diego.https://cdn.ymaws.com/scda.site-ym.com/resource/
resmgr/factsheets/down_syndrome_flyerengsp.pdf

Anderson Center for Dental Care, Unknown d. Healthy 
Smiles for Children with Down Syndrome (2).Centre for 
Healthier Communities, Rady Children’s Hospital, San 
Diego.https://cdn.ymaws.com/scda.site-ym.com/resource/
resmgr/factsheets/healthy_smiles_for_children_.pdf

Angwin, L, Leighton, D, & Despott, N. 2015a.Your Dental 
Health: A Guide for People with a Disability, their Family 
Carers, Friends and Advocates. Inclusion Melbourne.https://
inclusionmelbourne.org.au/wp-content/uploads/2019/04/
IM-Dental-Health-Publication-COMPLETE-2.pdf

Angwin, L, Leighton, D, & Despott, N. 2015b.Your Dental 
Health: A Guide for People with a Disability, their Family 
Carers, Friends and Advocates (Western Australian 
edition), Melbourne: Inclusion Melbourne.https://
inclusionmelbourne.org.au/wp-content/uploads/2019/04/
Your-Dental-Health-WA-version-web.pdf

Archer Dental, 2013. Oral Hygiene Instruction for 
Caregivers. Archer Dental https://www.youtube.com/
watch?v=vc4hG_8t9nA

Boston Children’s Hospital, 2013. Dental Care for Children 
with Special Health Care Needs - Boston Children’s 
Hospital. The Department of Dentistry, Boston Children’s 
Hospital. https://www.youtube.com/watch?v=uZR3dx3iq5o

Children’s Hospital of Pittsburgh, 2011. Home Dental Care 
for People with Disabilities. Brian Martin, DMD, Chief of 
Pediatric Dentistry of Children’s Hospital of Pittsburgh.
ACHIEVA and Pennsylvania Developmental Disabilities 
Council. https://www.youtube.com/watch?v=4wu8gl5AZkA

Dental Health Services Victoria (DHSV), 2007a. Disability 
Awareness Guide.https://www.dhsv.org.au/__data/assets/
pdf_file/0012/3144/disability-awareness-guide.pdf

Dental Health Services Victoria (DHSV), 2007b. Supporting 
Every Smile. https://everysmile.dhsv.org.au/

Dental Health Services Victoria (DHSV), 2008.Promoting 
oral health for people living in disability accommodation 
services.https://www.dhsv.org.au/__data/assets/pdf_
file/0003/3747/disability-resource-toolkit-das.pdf

Dental Health Services Victoria (DHSV), 2010. Brushing up 
on oral health for disability residential services. https://
www.youtube.com/playlist?list=PLcAjB30TLQlFEyZCGBjgK
ktIk7Jsm0dcW

Dental Health Services Victoria (DHSV), 2015. Sally’s 
visit to the dentist. https://www.youtube.com/
watch?v=he4LZGTT95A

Dental Health Services Victoria (DHSV), Unknown.Dental 
advice for people with disabilities. https://www.dhsv.org.
au/dental-advice/general-dental-advice/people-with-
disabilities

Dental Practice Education Research Unit, 2012a. Oral care 
for people with disabilities. Colgate Special Topics, Topic 7 
Mar 2012. Australian Research Centre for Population Oral 
Health, Adelaide Dental School. The University of Adelaide. 
https://www.adelaide.edu.au/arcpoh/dperu/special/
disability/Disabilities%20A3.pdf

Dental Practice Education Research Unit, 2012b. Dental 
care for people with disabilities. Colgate Special Topics, 
Topic 7 Mar 2012. Australian Research Centre for Population 
Oral Health, Adelaide Dental School. The University of 
Adelaide. https://www.adelaide.edu.au/arcpoh/dperu/
special/disability/Disabilities%20DL.pdf

Elliott, I., Nunn, J., and Sadlier, D, 2005. Oral Health & 
Disability: The Way Forward. National Disability Authority 
https://www.dentalhealth.ie/assets/files/pdf/rnd16_
dentalfinal.pdf

Embættilandlæknis (Directorate of Health) 2012. People 
with disabilities. Government of Iceland. https://www.
youtube.com/watch?v=MMMot6ZQKnY

Greystanes Disability Services and La Trobe University, 2015. 
Every Moment Has Potential. Commonwealth of Australia. 
http://www.activesupportresource.net.au/

Holt K, Barzel R, eds. 2020. Oral Health Services for 
Children and Adolescents with Special Health Care Needs: 
A Resource Guide (4th ed.). Washington, DC: National 
Maternal and Child Oral Health Resource Center.https://
www.mchoralhealth.org/PDFs/cshcn-resource-guide.pdf

Inclusion Melbourne and Monash Health, 2017. 
Dentistry and Disability. https://www.youtube.com/
watch?v=kdgL3U8JBUc

references for resource exemplars

Inclusion Melbourne, 2019.Your Dental Health. Webpage 
https://inclusionmelbourne.org.au/projects/your-dental-
health/

May, P. 2013. Periodontal Disease in Adults with 
Developmental Disabilities. International Foundation 
for Chronic Disabilities, Inc. https://www.youtube.com/
watch?v=TF40TU-B0s8

National Institute of Dental and Craniofacial Research 
(NIDCR). 2012. Dental Care Every Day: A Caregivers Guide. 
National Institutes of HealthPublication No. 12–5191, U.S. 
Department of Health and Human Services. https://www.
nidcr.nih.gov/sites/default/files/2018-10/dental-care-
everyday.pdf

National Institute of Dental and Craniofacial Research 
(NIDCR). 2009a. Practical Oral Care for People with Autism. 
National Institutes of HealthPublication No. 09–5190, U.S. 
Department of Health and Human Services.https://www.
nidcr.nih.gov/sites/default/files/2017-09/practical-oral-
care-autism.pdf

National Institute of Dental and Craniofacial Research 
(NIDCR). 2009b. Practical Oral Care for People with 
Cerebral Palsy. National Institutes of HealthPublication No. 
09–5192, U.S. Department of Health and Human Services.
https://www.nidcr.nih.gov/sites/default/files/2017-09/
practical-oral-care-cerebral-palsy.pdf

National Institute of Dental and Craniofacial Research 
(NIDCR). 2009c. Practical Oral Care for People with Down 
Syndrome. National Institutes of HealthPublication No. 
09–5193, U.S. Department of Health and Human Services.
https://www.nidcr.nih.gov/sites/default/files/2017-09/
practical-oral-care-down-syndrome.pdf

National Institute of Dental and Craniofacial Research 
(NIDCR). 2009d. Practical Oral Care for People 
with Intellectual Disability. National Institutes of 
HealthPublication No. 09–5194, U.S. Department of Health 
and Human Services.https://www.nidcr.nih.gov/sites/
default/files/2017-09/practical-oral-care-intellectual-care.
pdf

NDS, 2017. Considering Additional Risks. National Disability 
Services: Zero Tolerance. https://www.nds.org.au/zero-
tolerance-framework/considering-additional-risk

NSW Government, 2017. Don’t DIS my ABILITY – Day in the 
life. New South Wales Government. Family and Community 
Services. Don’t DIS my Ability Campaign. https://www.
youtube.com/watch?v=cQubRDJlGJg

NYU College of Dentistry, 2019. NYU Dentistry Oral Health 
Center for People with Disabilities. https://www.youtube.
com/watch?v=rJV9Zq7fAf4

Oral Health Foundation, Unknown a. Oral health and 
physical disabilities. https://www.dentalhealth.org/oral-
health-and-physical-disabilities

Oral Health Foundation, Unknown b. Dental care for people 
with special needs. https://www.dentalhealth.org/dental-
care-for-people-with-special-needs
Queensland centre for intellectual and developmental 
disability (QCIDD). 2010. Oral health and people with 
intellectual disability. QCIDD Newsletter May 2010 Vol 3, 
Issue 2. The University of Queensland. https://qcidd.centre.
uq.edu.au/files/1713/2010%20May%20QCIDDNewsletter.
pdf

Queensland Government, 2017. Oral health for people 
with special needs.http://conditions.health.qld.gov.au/
HealthCondition/condition/18/156/103/Oral-health-for-
people-with-special-needs

Royal College of Dental Surgeons Ontario, 2015. Treating 
Patients with Disabilities.https://www.youtube.com/
watch?v=RVk3kUpa3M8

SECASA, 2013a. What is sexual assault. South East Centre 
Against Sexual Assault and Family Violence. Monash Health. 
https://www.secasa.com.au/assets/Documents/what-is-
sexual-assault-.pdf

SECASA, 2013b. Legal definitions of rape and indecent 
assault. South East Centre Against Sexual Assault and Family 
Violence. Monash Health.https://www.secasa.com.au/
assets/Documents/legal-definitions-of-rape-and-indecent-
assault.pdf

SECASA, 2013c. What are the myths and facts about sexual 
assault?.South East Centre Against Sexual Assault and 
Family Violence. Monash Health.https://www.secasa.com.
au/assets/Documents/what-are-the-myths-and-facts-
about-sexual-assault-.pdf

SECASA, 2013d. CASA Dental Survey Results and Analysis 
2018.South East Centre Against Sexual Assault and Family 
Violence. Monash Health.https://www.secasa.com.au/
assets/Documents/casa-dental-survey-report-2018.pdf

Shape Arts, 2017. Social Model of Disability. National 
Disability Arts Collection and Archive – Disability History 
Month. https://www.youtube.com/watch?v=24KE__
OCKMw&feature=youtu.be

Southern Association of Institutional Dentists, 2013. Special 
Care Advocates In Dentistry Modules: SAID Professional 
Modules. http://saiddent.org/modules.php

The Royal College of Surgeons of England. 2012. Clinical 
Guidelines and Integrated Care Pathways for the Oral 
Health Care of People with Learning Disabilities. Faculty of 
Dental Surgery, The Royal College of Surgeons of England. 
https://www.rcseng.ac.uk/library-and-publications/rcs-
publications/docs/oral-health-care/

University College London Hospitals, 2016. Visiting the 
Eastman Dental Hospital. NHS Foundation Trust. https://
www.youtube.com/watch?v=VVhHIL2bo8M

Victoria Legal Aid, 2016. Sexual Assault https://www.
legalaid.vic.gov.au/find-legal-answers/sex-and-law/sexual-
assault



94 95

Watson, J, 2016. Representing the rights of persons with 
disabilities. Deakin University. Presented at Financial 
Counselling Australia Conference 2016. https://www.
youtube.com/watch?v=qMerG7CULJE

You Me Us, 2017a. Accessible Information. https://www.
youtube.com/watch?v=ZZ9nN9ComIQ&feature=youtu.be
You Me Us, 2017b. Customer Service. https://www.youtube.
com/watch?v=-o8q2v4bUW0&feature=youtu.be

You Me Us, 2018. Amanda’s Story. https://www.youtube.
com/watch?v=iu_BUEjZfC8

Zaks, S 2018d. Why oral health is importantSharonneZaks 
Dental.https://youtu.be/YLvQ8BTaQCM

Zaks, S 2018e.How to choose a dentist you can trust. 
SharonneZaks Dental.https://youtu.be/ylMtCXX7URk

Zaks, S 2018f.Visiting the dentist: Full length version 
SharonneZaks Dental.https://youtu.be/CJhsyvwnRwQ

Zaks, S 2018g.Visiting the dentist: Advice from survivors: 
Part 1/7: How did you meet your dentist? SharonneZaks 
Dental. https://youtu.be/CcTTm0WLrug

Zaks, S 2018h.Visiting the dentist: Advice from survivors: 
Part 2/7: Common Reactions: Panic attacks and 
dissociationSharonneZaks Dental.https://youtu.be/
Ym1qAXis9OM

Zaks, S 2018i.Visiting the dentist: Advice from survivors: 
Part 3/7: What is your greatest fear about going to the 
dentist?SharonneZaks Dental.https://youtu.be/l1zW6hvicRY

Zaks, S 2018j.Visiting the dentist: Advice from 
survivors: Part 4/7: Do you have trouble with brushing 
or flossing?SharonneZaks Dental.https://youtu.be/
o2e7Gg9y6mU

Zaks, S 2018k.Visiting the dentist: Advice from survivors: 
Part 5/7: What coping strategies do you use when visiting 
the dentist?SharonneZaks Dental.https://youtu.be/
cPtKwcta4Wk

Zaks, S 2018l.Visiting the dentist: Advice from survivors: Part 
6/7: What would you like to tell dentists about working with 
survivors?SharonneZaks Dental.https://youtu.be/1kbjnt5Iuro

Zaks, S 2018m.Visiting the dentist: Advice from 
survivors: Part 7/7: What advice do you have for 
survivors?SharonneZaks Dental.https://youtu.be/PLO2R1v-
T1g

Zaks, S. 2018a.Trauma informed dental care: Dentist Lecture 
1.SharonneZaks Dental. https://www.youtube.com/watch?v
=ooGK3LJ1puA&feature=youtu.be

Zaks, S. 2018b. Trauma informed dental care: Dentist 
Lecture 2.SharonneZaks Dental.https://www.youtube.com/
watch?v=lns7TraKnAE&feature=youtu.be

Zaks, S. 2018c. Trauma informed dental care: Dentist 
Lecture 3.SharonneZaks Dental.https://www.youtube.com/
watch?v=57W7gDc25eM&feature=youtu.be

Zylan, R., Despott, N., Tracy, J., Shnider, W. 2019 Oral Health 
and Intellectual Disability: A Guide for Dental Practitioners. 
Inclusion Melbourne, https://inclusionmelbourne.org.au/
wp-content/uploads/2019/05/Oral-health-and-disability-
web-spreads.pdf

Al-Omiri, M. K., Lamey, P. J., & Clifford, T. (2006). Impact 
of tooth wear on daily living. International Journal of 
Prosthodontics, 19(6).

American Dental Association. (2005). Substance Use 
Disorders. Retrieved from https://www.ada.org/en/
advocacy/current-policies/substance-use-disorders

American Society of Addiction Medicine 2019, Definition of 
Addiction, Retrieved from https://www.asam.org/Quality-

Science/definition-of-addiction

Anderson, B. (2006). meth. 

Banner, A. S., Rodriguez, J., Sunderrajan, E. V., Agarwal, M. 
K., & Addington, W. W. (1979). Bronchiectasis: a cause of 
pulmonary symptoms in heroin addicts. Respiration, 37(4), 
232-237 

Beaubrun, M. H. (1987). Cocaine update. In The Cocaine 
Crisis (pp. 167-173). Springer, Boston, MA. 

Begg, M. D., Panageas, K. S., Mitchell-Lewis, D., Bucklan, 
R. S., Phelan, J. A., &Lamster, I. B. (1996). Oral lesions as 
markers of severe immunosuppression in HIV-infected 
homosexual men and injection drug users. Oral Surgery, 
Oral Medicine, Oral Pathology, Oral Radiology, and 
Endodontology, 82(3), 276-283.

Bevilacqua, L., & Goldman, D. (2009). Genes and addictions. 
Clinical pharmacology and therapeutics, 85(4), 359. 

Blanksma, C. J., & Brand, H. S. (2005). Cocaine abuse: 
orofacial manifestations and implications for dental 
treatment. International dental journal, 55(6), 365-369.

Borokhov, A., Bastiaans, R., & Lerner, V. (2006). Tattoo 
designs among drug abusers. Israel Journal of Psychiatry 
and Related Sciences, 43(1), 28.

Brand, H. S., Gonggrijp, S., &Blanksma, C. J. (2008). Cocaine 
and oral health. British dental journal, 204(7), 365.

Breiter, H. C., Gollub, R. L., Weisskoff, R. M., Kennedy, D. 
N., Makris, N., Berke, J. D., Goodman, J.M., Kantor, H.L., 
Gastfriend, D.R., Riorden, J.P. & Mathew, R. T. (1997). Acute 
effects of cocaine on human brain activity and emotion. 
Neuron, 19(3), 591-611. 

Cadet, J. L., McCoy, M. T., & Jayanthi, S. (2016). Epigenetics 
and addiction. Clinical Pharmacology & Therapeutics, 99(5), 
502-511. 

Camí, J., &Farré, M. (2003). Drug Addiction. The New 
England Journal of Medicine,349(10), 975-986. 

Cury, P. R., Araujo, N. S., Oliveira, M. D. G. A., & Dos Santos, 
J. N. (2018). Association between oral mucosal lesions 
and crack and cocaine addiction in men: a cross-sectional 
study. Environmental Science and Pollution Research, 
25(20), 19801-19807.

Dackis, C. A., & Gold, M. S. (1990). Addictiveness of central 
stimulants. Advances in alcohol & substance abuse, 9(1-2), 
9-26. 

Darling, M. R., &Arendorf, T. M. (1993). Effects of cannabis 
smoking on oral soft tissues. Community dentistry and oral 
epidemiology, 21(2), 78-81.

Day, C., Nassirimanesh, B., Shakeshaft, A., & Dolan, K. 
(2006). Patterns of drug use among a sample of drug users 
and injecting drug users attending a General Practice in 
Iran. Harm reduction journal, 3(1), 2.

de Almeida, P. D. V., Gregio, A. M., Machado, M. A., De 
Lima, A. A., & Azevedo, L. R. (2008). Saliva composition and 
functions: a comprehensive review. J Contemp Dent Pract, 
9(3), 72-80.

de Oliveira Filho, P. M., Jorge, K. O., Paiva, P. C. P., Ferreira, 
E. F. E., Ramos‐Jorge, M. L., &Zarzar, P. M. (2014). The 
prevalence of dental trauma and its association with illicit 
drug use among adolescents. Dental Traumatology, 30(2), 
122-127.

Driscoll, D. (2019). Drug Addiction and Substance Abuse in 
Rural New Hampshire. Open Access Library Journal, 6(3), 
1-4.

Duberstein, J. L., & Kaufman, D. M. (1971). A clinical study 
of an epidemic of heroin intoxication and heroin-induced 
pulmonary edema. The American journal of medicine, 51(6), 
704-714. 

Duffin, M. (2005). Drugs and alcohol - understanding the 
perceptions of young people. Drugs and Alcohol Today, 
5(4), 38-40. doi:http://dx.doi.org.ez.library.latrobe.edu.
au/10.1108/17459265200500063 

Durocher, R. T., Thalman, R., & Fiore-Donno, G. (1972). 
Leukoedema of the oral mucosa. The Journal of the 
American Dental Association, 85(5), 1105-1109.

Fox, P. C., Atkinson, J. C., Macynski, A. A., Wolff, A., Kung, D. 
S., Valdez, I. H., Jackson, W., Delapenha, R. A., Shiroky, J., & 
Baum, B. J. (1991). Pilocarpine treatment of salivary gland 
hypofunction and dry mouth (xerostomia). Archives of 
Internal Medicine, 151(6), 1149-1152.

Friedlander, A. H., & Gorelick, D. A. (1988). Dental 
management of the cocaine addict. Oral surgery, oral 
medicine, oral pathology, 65(1), 45-48. 

Gjeruldsen, S., Myrvang, B., &Opjordsmoen, S. (2003). Risk 
factors for drug addiction and its outcome. A follow-up 
study over 25 years. Nordic journal of psychiatry, 57(5), 373-
376. 

Goeders, N. E. (2004). Stress, motivation, and drug 
addiction. Current directions in psychological science, 13(1), 
33-35. 

Gold, M. S. (2012). Cocaine (Vol. 3). Springer Science & 
Business Media

references for literature review



96 97

Goldstein, R. A., DesLauriers, C., Burda, A., & Johnson-
Arbor, K. (2009, February). Cocaine: history, social 
implications, and toxicity: a review. In Seminars in 
diagnostic pathology (Vol. 26, No. 1, pp. 10-17). WB 
Saunders.

Grogger, J., & Willis, M. (2000). The emergence of crack 
cocaine and the rise in urban crime rates. Review of 
Economics and Statistics, 82(4), 519-529. 

Hamamoto, D. T., &Rhodus, N. L. (2009). Methamphetamine 
abuse and dentistry. Oral diseases, 15(1), 27-37.

Hayatbakhsh, M. R., Najman, J. M., Bor, W., O'Callaghan, 
M. J., & Williams, G. M. (2009). Multiple risk factor model 
predicting cannabis use and use disorders: a longitudinal 
study. The American journal of drug and alcohol abuse, 
35(6), 399-407. 

Hecht, S. S., & Friedman, J. (1949). The high incidence of 
cervical dental caries among drug addicts. Oral Surgery, 
Oral Medicine, Oral Pathology, 2(11), 1428-1442.

Heng, C. K., Badner, V. M., &Schiop, L. A. (2008). Meth 
mouth. New York State Dental Journal, 74(5), 50.

Hennings, C., & Miller, J. (2013). Illicit drugs: What 
dermatologists need to know. Journal of the American 
Academy of Dermatology, 69(1), 135-142.

Hong, R., Matsuyama, E., & Nur, K. (1991). Cardiomyopathy 
associated with the smoking of crystal methamphetamine. 
Jama, 265(9), 1152-1154. 

Hopcraft, M. S., & Tan, C. (2010). Xerostomia: an update for 
clinicians. Australian dental journal, 55(3), 238-244.

Jacobs, I. G., Roszler, M. H., Kelly, J. K., Klein, M. A., & Kling, 
G. A. (1989). Cocaine abuse: neurovascular complications. 
Radiology, 170(1), 223-227.

Jahanimoghadam, F., Torabi, M., Ahmadipour, H., Faryad, 
A., &Faryad, S. (2019). Oral health status and oral health 
behavior of substance abusers in Kerman city, Iran, in year 
2016. Journal of Oral Health and Oral Epidemiology, 8(1), 
39-45.

Jorge Dinis-Oliveira, R., Carvalho, F., Moreira, R., Alberto 
Duarte, J., BrandaoProenca, J., Santos, A., &Magalhaes, T. 
(2012). Clinical and forensic signs related to opioids abuse. 
Current drug abuse reviews, 5(4), 273-290.

Kanehira, H., Agariguchi, A., Kato, H., Yoshimine, S., 
& Inoue, H. (2008). Association between stress and 
temporomandibular disorder. Nihon HotetsuShika Gakkai 
Zasshi, 52(3), 375-380.

Kapoor, R., Singh, S. H., & Gandhi, A. (1993). Autonomic 
functions and audiovisual reaction time in heroin addicts. 
Indian journal of physiology and pharmacology, 37, 209-
209. 

Katona, T. R. (1989). The effects of cusp and 
jaw morphology on the forces on teeth and the 
temporomandibular joint. Journal of oral rehabilitation, 
16(2), 211-219.

Kerr, L. (2018). More than just pulling teeth: the impact 
of dental care on patients’ lived experiences. Journal of 
Canadian Dental Association, 84(i4), 1488-2159.

Klasser, G. D., & Epstein, J. B. (2006). The 
methamphetamine epidemic and dentistry. General 
dentistry, 54(6), 431-9. 

Laller, S., Vardaini, D., Kanwalpreet, M. M., & Kumar, V. Drug 
abuse/illicit drug use. 

Leary, J. M., & Johnson, G. K. (1987). An unusual case of 
dental erosion caused by nitric acid. General dentistry, 
35(3), 210-211.

LeVert, S. (2006). The facts about heroin. Marshall 
Cavendish. 

Marques, T. C. N., Sarracini, K. L. M., Cortellazzi, K. L., 
Mialhe, F. L., de Castro Meneghim, M., Pereira, A. C., 
&Ambrosano, G. M. B. (2015). The impact of oral health 
conditions, socioeconomic status and use of specific 
substances on quality of life of addicted persons. BMC Oral 
Health, 15(1), 38.

McIntosh, J., MacDonald, F., &McKeganey, N. (2003). 
The initial use of drugs in a sample of pre-teenage 
schoolchildren: The role of choice, pressure and influence. 
Drugs: education, prevention and policy, 10(2), 147-158. 

McIntosh, J., MacDonald, F., &McKeganey, N. (2006). Why 
do children experiment with illegal drugs? The declining 
role of peer pressure with increasing age. Addiction 
Research & Theory, 14(3), 275-287. 

Mehling, R., &Triggle, D. J. (2008). Methamphetamine. 
Infobase Publishing. 

Norris, K. C., Thornhill-Joynes, M., Robinson, C., Strickland, 
T., Alperson, B. L., Witana, S. C., & Ward, H. J. (2001). 
Cocaine use, hypertension, and end-stage renal disease. 
American journal of kidney diseases, 38(3), 523-528.

Nummenmaa, L., & Tuominen, L. (2018). Opioid system and 
human emotions. British journal of pharmacology, 175(14), 
2737-2749. 

Paiva, C. B., Ferreira, I. B., Bosa, V. L., & Narvaez, J. C. D. M. 
(2017). Depression, anxiety, hopelessness and quality of life 
in users of cocaine/crack in outpatient treatment. Trends in 
psychiatry and psychotherapy, 39(1), 34-42. 

Pallasch, T. J., & Joseph, C. E. (1987). Oral manifestations of 
drug abuse. Journal of psychoactive drugs, 19(4), 375-377.
Parekh, R. (2017). What is addiction?, Retrieved from https://
www.psychiatry.org/patients-families/addiction/what-is-
addiction

Perper, J. A., & Van Thiel, D. H. (1992). Respiratory 
complications of cocaine abuse. In Recent Developments 
in Alcoholism (pp. 363-377). Springer, Boston, MA.

Racine, E., &Forlini, C. (2010). Cognitive enhancement, 
lifestyle choice or misuse of prescription drugs?.
Neuroethics, 3(1), 1-4. 

Ratcliff, J. S., & Collins, G. B. (1987). Dental management of 
the recovered chemically dependent patient. The Journal 
of the American Dental Association, 114(5), 601-603.

Rees, T. D. (1992). Oral effects of drug abuse. Critical 
Reviews in Oral Biology & Medicine, 3(3), 163-184.

Rey, J. M., Sawyer, M. G., Raphael, B., Patton, G. C., & 
Lynskey, M. (2002). Mental health of teenagers who use 
cannabis: results of an Australian survey. The British Journal 
of Psychiatry, 180(3), 216-221. 

Rhodus, N. L., & Little, J. W. (2005). Methamphetamine 
abuse and" meth mouth". Northwest dentistry, 84(5), 29-31.

Riezzo, I., Fiore, C., De Carlo, D., Pascale, N., Neri, M., 
Turillazzi, E., &Fineschi, V. (2012). Side effects of cocaine 
abuse: multiorgan toxicity and pathological consequences. 
Current medicinal chemistry, 19(33), 5624-5646.

Robinson, P. G., Acquah, S., & Gibson, B. (2005). Drug users: 
oral health-related attitudes and behaviours. British dental 
journal, 198(4), 219-224.

Rudra, A., Bhattacharya, A., Chatterjee, S., Sengupta, S., & 
Das, T. (2008). Anaesthetic implications of substance abuse 
in adolescent. Indian Journal of Anaesthesia, 52(2), 132.

Saini, T. S., Edwards, P. C., Kimmes, N. S., Carroll, L. 
R., Shaner, J. W., Dowd, F. J., Saini, T., &Kimmes, N. S. 
(2005). Etiology of xerostomia and dental caries among 
methamphetamine abusers. Oral health & preventive 
dentistry, 3(3).

Schwabe, L., Dickinson, A., & Wolf, O. T. (2011). Stress, 
habits, and drug addiction: a psychoneuroendocrinological 
perspective. Experimental and clinical 
psychopharmacology, 19(1), 53.

Shaner, J. W. (2002). Caries associated with 
methamphetamine abuse. New York State Dental Journal, 
68(10), 20.

Shaner, J. W., Kimmes, N., Saini, T., & Edwards, P. (2006). 
" Meth mouth": rampant caries in methamphetamine 
abusers. AIDS Patient Care & STDs, 20(3), 146-150.

Sharma, A., Singh, S., Mathur, A., Aggarwal, V. P., Gupta, N., 
Makkar, D. K., Batra, M., &Gijwani, D. (2018). Route of Drug 
Abuse and Its Impact on Oral Health-Related Quality of Life 
among Drug Addicts. Addiction & health, 10(3), 148.

Shekarchizadeh, H., Khami, M. R., Mohebbi, S. Z., Ekhtiari, 
H., & Virtanen, J. I. (2013). Oral health of drug abusers: a 
review of health effects and care. Iranian journal of public 
health, 42(9), 929.

Shoptaw, S., King, W. D., Landstrom, E., Bholat, M. A., 
Heinzerling, K., Victorianne, G. D., & Roll, J. M. (2009). 
Public health issues surrounding methamphetamine 
dependence. Methamphetamine addiction: Basic science to 
treatment, 143-156. 

Silvestre, F. J., Perez-Herbera, A., Puente-Sandoval, A., 
&Bagán, J. V. (2010). Hard palate perforation in cocaine 
abusers: a systematic review. Clinical oral investigations, 
14(6), 621-628.

Smit, D. A., & Naidoo, S. (2015). Oral health effects, brushing 
habits and management of methamphetamine users for the 
general dental practitioner. British dental journal, 218(9), 
531.

Sofuoglu, M., Nelson, D., Babb, D. A., &Hatsukami, D. K. 
(2001). Intravenous cocaine increases plasma epinephrine 
and norepinephrine in humans. Pharmacology Biochemistry 
and Behavior, 68(3), 455-459.

Solomons, Y. F., &Moipolai, P. D. (2014). Substance abuse: 
Case management and dental treatment. South African 
Dental Journal, 69(7), 298-315.

Squeglia, L. M., &Gray, K. M. (2016). Alcohol and drug use 
and the developing brain. Current psychiatry reports, 18(5), 
46. 

Stocker, S. (1999). Studies link stress and drug addiction. 
NIDA notes, 14(1), 12-14.
Stone, A., Becker, L., Huber, A., & Catalano, R. (2012). Review 
of risk and protective factors of substance use and problem 
use in emerging adulthood. Addictive Behaviors,37(7), 747-
775. 

Sung, H. E., Tabachnick, C., & Feng, L. (2000). Heroin 
injection among addicted felons: testing extant theories. 
Deviant Behavior, 21(5), 381-406. 

Sutin, A. R., Terracciano, A., Ferrucci, L., & Costa Jr, P. T. 
(2010). Teeth grinding: is emotional stability related to 
bruxism?.Journal of research in personality, 44(3), 402-405.
ten Cate, B. (2004). The role of saliva in mineral equilibria–
caries, erosion and calculus formation. Saliva and oral 
health, 3, 120-135.

Traclet, J., Khouatra, C., Piégay, F., Turquier, S., Zeghmar, S., 
Mornex, J. F., Cordier, J. F., &Cottin, V. (2016). Pulmonary 
arterial hypertension in heroin users. The Journal of Heart 
and Lung Transplantation, 35(7), 932-934. 

Truong, A., Higgs, P., Cogger, S., Jamieson, L., Burns, L., 
&Dietze, P. (2015). Oral health related quality of life among 
an Australian sample of people who inject drugs. Journal of 
public health dentistry, 75(3), 218-224.
Vale, A. (2003). Cocaine. Medicine, 31(10), 43. 

Verlander, J. J., & Johns, M. E. (1981). The clinical use of 
cocaine. Otolaryngologic Clinics of North America, 14(3), 
521-531. 

Zule, W. A., Latypov, A., Otiashvili, D., Kirtadze, I., Ibragimov, 
U., &Bobashev, G. V. (2015). Factors that influence the 
characteristics of needles and syringes used by people who 
inject drugs in Tajikistan. Harm reduction journal, 12(1), 37.



98 99

Bascones-Martínez A, Arias-Herrera S, Criado-Cámara 
E, BasconesIlundáin J, Bascones-Ilundáin C. (2012). 
Periodontal disease and diabetes, Adv Exp Med Biol, 771:76- 
87.

Batshaw ML, Shapiro B, Farber MLZ. Developmental Delay 
& Intellectual Disability. In Batshaw ML, Pellegrino L, 
Roizen NJ (eds.) (2007). Children With Disabilities (6th ed.). 
Baltimore, MD: Paul H. Brookes Publishing Co.

Binkley C, Johnson K, Abadi M, Thompson K, Shambien S, 
Young L, &Zaksek B. (2014). Improving the Oral Health of 
Residents with Intellectual and Developmental Disabilities: 
An Oral Health Strategy and Pilot Study. National Institute of 
Health.

Centre for Oral Health Strategy NSW (2013). Oral Health 
2020. health.nsw.gov.au/oralhealth/Publications/oral-
health-2020.pdf

Douglass AB, Gonsalves W, Maier R, Silk H, Stevens N, 
Tysinger J, Wrightson AS (2007). Smiles for Life: A National 
Oral Health Curriculum for Family Medicine. A model for 
curriculum development by STFM groups, Family Medicine, 
39(2): 88-90.

FDI World Dental Federation (2017). FDI/IADH policy 
statement on Oral health and dental care of people 
with disabilities: Adopted by the FDI General Assembly, 
September 2016, Poznan, Poland. International Dental 
Journal, 67(1): 16-17.

Heslop P, Blair PS, Fleming P, Hoghton M, Marriott A, Russ 
L (2014). The Confidential Inquiry into premature deaths of 
people with intellectual disabilities in the UK: a population-
based study, The Lancet, 383(9920): 889-895.

Heslop P & Glover G (2015). Mortality of people with 
intellectual disabilities in England: A comparison of data 
from existing sources, Journal of Applied Research in 
Intellectual Disabilities, 28(5): 414-422.

Hosking FJ, Carey IM, Shah SM, Harris T, DeWilde S, 
Beighton C, Cook DG (2016). Mortality Among Adults With 
Intellectual Disability in England: Comparisons With the 
General Population, American journal of public health, 
106(8): 1483-90.
Hutchins K, Carras G, Erwin J, et al (2009). Ventilator-
associated pneumonia and oral care: A successful quality 
improvement project, American Journal of Infection 
Control, 37:590-7.

Li X, Luan Q, Wang X, Sha Y, He L, Cao C, Jin L. (2008). 
Nifedipine Intake Increases the Risk for Periodontal 
Destruction in Subjects with Type 2 Diabetes Mellitus, 
Journal of Periodontology, 79(11): 2054-9.

Lim, MAWT, Borromeo GL (2017). Special Needs Dentistry: 
Interdisciplinary management of medically-complex 
patients at hospital-based dental units in Tasmania, 
Australia. International Journal of Medical Research and 
Health Sciences, Vol 6, Iss 6, Pp 123-131 (2017). 2017(6):123.

Mac Giolla Phadraig C, Nunn J, Dougall A, O’Neill E, 
McLoughlin J, Guerin S (2014). What Should Dental Services 
for People with Disabilities Be Like? Results of an Irish 
Delphi Panel Survey, PLoS ONE 9(11): e113393.

National Institute of Dental and Craniofacial Research 
(NIDCR) (2009). Practical Oral Care for People with 
Developmental Disabilities, Bethesda MD, USA.

National Institute of Dental and Craniofacial Research 
(NIDCR) (2009a). Practical Oral Care for People with 
Intellectual Disability, Bethesda MD, USA.

Pradhan A (2018). Targeting dental caries and body mass 
index among Special Olympics Athletes in Australia. Journal 
of Policy and Practice in Intellectual Disabilities 2018; 
15(4):314-18.

Pradhan A, Keuskamp D, Drennan B (2016a). Pre- and 
post-training evaluation of dental efficacy and activation 
measures in carers of adults with disabilities in South 
Australia – a pilot study. Health & Social Care in the 
Community. 2016a;24(6):739-46. DOI:10.1111/hsc.12254

Pradhan A, Keuskamp D, Brennan D (2016b). Oral health-
related quality of life improves in employees with disabilities 
following a workplace dental intervention. Evaluation 
and Program Planning 2016b;59:1–6.  DOI:10.1016/j.
evalprogplan.2016.07.003

Pradhan A (2013). Oral health impact on quality of life 
among adults with disabilities: carer perceptions.Australian 
Dental Journal 2013;58(4):526–30.

Pradhan A, Slade GD, Spencer AJ (2009). Access to dental 
care among adults with physical and intellectual disabilities: 
residence factors; Australian Dental Journal 2009; 
54(3):204–11.doi: 10.1111/j.1834-7819.2009.01120.x.

Rohani MM, Calache H, Borromeo GL (2017). Referral 
patterns of special needs patients at the Royal Dental 
Hospital of Melbourne, Victoria, Australia. Australian Dental 
Journal 2017;62:173-9. 

Sievers K, Silk H, Quinonez R B and Clark M, (2010) (2014 
version). The Relationship of Oral to Systemic Health, 
Smiles for Life: A National Oral Health Curriculum, STFM 
Group.

Slade G, Spencer A, Roberts- Thompson K. (2007). 
Australia’s dental generations - The National Survey of Adult 
Oral Health 2004-6. Dental statistics and research series 34. 
Cat. no. DEN 165. Canberra: Australian Institute of Health 
and Welfare.

Trollor J, Srasuebkul P, Xu H, et al (2017). Cause of death 
and potentially avoidable deaths in Australian adults with 
intellectual disability using retrospective linked data, BMJ 
Open, 7(2): e013489.

Watanabe K. (2011). Periodontitis in Diabetics: Is 
Collaboration Between Physicians and Dentists Needed?, 
Dis Mon, 57(4): 206-213.

Weddell JA, Sanders BJ, Jones JE (2004). Dental problems 
of children with disabilities. In McDonald RE, Avery DR, 
Dean JA. Dentistry for the Child and Adolescent (8th ed.). 
St. Louis, MO: Mosby, 524-556.

Zylan R, Despott N, Tracy J, Shnider W (2019). Oral Health 
and Intellectual Disability: A Guide for Dental Practitioners. 
Melbourne: Inclusion Melbourne.

references for joint submission to 
royal commission



67 Sutherland Road, Armadale, VIC 3143
T. 03 9509 4266 

E. projects@inclusiondesignlab.org.au
W. inclusiondesignlab.org.au


