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Note on terminology: It is acknowledged that members of the autism community 
have varied views about appropriate terminology, however, consistent with Autism 
CRC style guide and discussions with our Academy members, the terms , ‘on the 
autism spectrum’ and ‘on the spectrum’ will be used in this report. 
  
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

 

 

 

 

The Cooperative Research Centre for Living with Autism (Autism CRC) 

The Cooperative Research Centre for Living with Autism (Autism CRC) is the world’s 
first national, cooperative research effort focused on autism. Taking a whole of life 
approach to autism focusing on diagnosis, education and adult life, Autism CRC 
researchers are working with end-users to provide evidence-based outcomes which 
can be translated into practical solutions for governments, service providers, 
education and health professionals, families and people with autism. 
 
autismcrc.com.au 
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1. Background 
The Autism CRC was established in 2013, our ambitious goal is to transform the 
lives of people on the autism spectrum across the lifespan.  As the Autism CRC 
evolved, it became clear to us that we had dual responsibilities regarding the 
promotion of autism research in Australia. Firstly, having received the single largest 
Commonwealth investment of funding into autism research in Australia’s history, we 
needed to invest wisely in projects that met the needs of children and their families 
and adults on the spectrum, to reach our agreed Commonwealth milestones/ 
deliverables. Secondly, and equally importantly, we had an opportunity to change the 
way in which autism research was conducted in Australia. There was a risk that more 
autism research funding could just lead to more of the same, in terms of how 
research was conducted and we wanted to change that. We had a vision that Autism 
CRC would engage extensively with the autistic and autism communities. Further, 
that this engagement would ensure that our research projects would meet the needs 
of these communities and that the findings would be more readily translated into 
practice.  
 
As part of this plan, we developed an Autism CRC Statement on Inclusive Research 
Practices to guide our work. This statement outlines nine principles regarding 
research being informed by those on the autism spectrum, that the research would 
be meaningful, that those on the spectrum would play a central role, that co-
production opportunities would be provided, research would have real world benefits, 
use research designs that are appropriate for the questions being asked and 
engagement of end-user perspectives, and that the strengths of those on the 
spectrum would be acknowledged.  
 
Subsequently a process for inclusive research practices was developed and a series 
of Inclusive Research Practice Guides and Checklists were also created to help 
researchers to be more inclusive at all stages of commissioning, undertaking 
research and disseminating, evaluating and utilising findings. These Guides and 
Checklists were co-produced by researchers and adults on the spectrum and were 
launched in December 2014. See www.autismcrc.com.au 
 
On further reflection, we recognised that while the Statement and Inclusive Research 
Practice Guides provided the ‘how to’, they needed to be embodied and used and 
this would require significant capacity building among the research and autistic 
communities. In essence, the challenge was to bring to life the ink on the page and 
ensure the principles and ideas embedded in the Guides were understood and 
implemented. To this end, the concept of developing an Autism CRC Research 
Academy took form with the aim of upskilling both adults on the spectrum and 
existing scholars to be able to work together as peer researchers who could 
undertake the tasks of co-production.  
 

 
Professor Sylvia Rodger AM. 
Director of Research and Education  
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2. Literature Review 
Peer research, also termed research co-production, involves researchers and end-
users working together as ‘peers’ to ensure that what is being researched and how it 
is being researched is relevant to, and appropriate for, those on the spectrum and 
their communities.  Traditionally, people on the spectrum have been ‘subjects’ of 
research studies and excluded from direct research involvement and autism-policy 
development (Raymaker & Nicolaidis, 2014).  Peer research, however, recognises 
and equally values the skills of researchers and the expertise that people on the 
autism spectrum have gained through their lived experience, and engages people on 
the spectrum at every stage of the research process - from identification of research 
questions, data collection and analysis, through to dissemination and knowledge 
translation (Cargo & Mercer, 2008).  Research methodologies that engender co-
production and peer research include participatory research, participatory action 
research and community based participatory research (AASPIRE, 2015; Jivraj, 
Sacrey, Newton, Nicolas & Zwaugenbaum, 2014). 

Co-production has historical roots in civil rights and social care in America (Realpe & 
Wallace, 2010) and has been applied in various research contexts and with various 
groups including: intellectual and developmental disability (McDonald & Raymaker, 
2013; Puyalto, Pallisera, Fullana & Vila, 2015); health care (McColl-Kennedy, Vargo, 
Dagger, Sweeny, & van Kasteren, 2012; Stantiszewska, Brett, Mockford, & Barber, 
2011); ‘disabled’ children and young people (Bailey, Boddy, Briscoe & Morris, 2014; 
Kirby, 2004); and those on the autism spectrum (Nicolaidis et al., 2013). 

A review of the literature indicates a number of potential benefits of research co-
production, including increases to the quality, relevance and appropriateness of 
research, as well as research implementation and translation.  Co-production as 
facilitative of quality research has been indicated by a number of authors (Bailey et 
al., 2004; Kirby, 2004; Puyalto et al., 2015; Stantiszewska et al., 2011).  McDonald 
(2013) highlighted that quality is improved through better designed studies, more 
trustworthy conclusions and access to larger samples.  Similarly, Nicolaidis et al. 
(2013) indicated that access to larger samples was facilitated by the generation of 
accessible data collection instruments through co-production.   

Co-production has been identified as having the potential to generating more 
relevant and appropriate research that facilitates effective response to the needs of 
people on the spectrum by Bailey et al. (2004), Cargo and Mercer (2008) 
Stantiszewska et al. (2011) and others.  Pellicano, Dinsmore and Charman (2014) 
indicate that through co-production, research can more accurately respond to the 
needs of the autistic community.  Pellicano et al. (2014) also suggest that co-
production is supportive of research implementation and translation.  They indicate 
that it enhances the likelihood of implementation as research findings and 
interventions are accessible, useful and sustainable.  Cargo and Mercer (2008) 
highlight that co-produced research is more likely to result in wider dissemination and 
translation of the research. 

The evidence suggests that co-production also has a number of benefits for peer 
researchers on the spectrum.  Bailey et al. (2004), Kirby (2004) and Pellicano et al. 
(2014) indicate end-user involvement in co-production increases empowerment, 
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personal development and self-esteem for individuals and autistic communities.   
Despite the benefits heralded in the literature, there is a dearth of research that has 
evaluated peer research endeavours from the perspectives of adults on the 
spectrum, researchers and others, nor determined whether the many benefits 
proffered have been realised. 

However, while there are a number of potential benefits associated with co-
production and peer research, recent research has indicated implicit resistance by 
researchers to engage in co-production with people on the spectrum, and has 
highlighted the need to increase the ‘research literacy’ of members of the autism 
community (Pellicano et al., 2014).  To that end, the Research Academy was 
developed to build an appreciation and capacity for co-production within both the 
autism and research communities.   
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3. Research Design 
3.1 OBJECTIVES AND METHOD 

The objective of the Autism CRC’s Research Academy was to start to build the 
capacity for co-production within the autistic and research communities in Australia.   
 
To meet this objective, the Researching Autism Together Workshop was delivered in 
October 2015 to adults on the spectrum (n=14) and autism researchers (n=14).  The 
specific objectives of the workshop were for participants to: 

 learn the specific skills needed to be a peer researcher; 
 develop an understanding of the benefits of peer research; 
 learn about effective peer research; 
 network with potential peer researchers from around Australia; and, 
 gain membership into the Research Academy  

 
3.2 ETHICAL CLEARANCE  

Ethical clearance for researching the workshop delivery and long-term engagement 
in co-production was obtained from The University of Queensland’s Behavioural and 
Social Sciences Ethical Review Committee (approval number 2015000771). 
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4. Development and 
Recruitment 

4.1 DEVELOPMENT 

The Research Academy was developed by a national project team (project report 
authors) which included an adult on the spectrum and a parent of an adult on the 
spectrum.  Seven project team meetings were held both face-to-face and using 
online modalities over the year.  The project team identified holding a one week 
national workshop as the most appropriate way to meet the objective of capacity 
building within the research and autism communities for research co-production.   
 
A national Project Advisory Group was established to provide consultation to the 
project team with regard to workshop recruitment, venue, structure, content, delivery 
and evaluation.  The group met with project team members three times using online 
and virtual meeting modalities.  The group comprised four people on the spectrum 
and two people experienced in co-production methodologies, such as action and 
participatory research, and workshop delivery.   Further consultation was sought by 
the project team with an autism education expert with regard to content delivery, and 
the need for flexibility versus content consistency and structure. 
 
Key decisions made regarding the development of the Research Academy were as 
follows. 

 Face-to-face workshop delivery to allow for peer learning and flexibility in 
content delivery based on the needs of participants.  Further, a workshop was 
thought to enhance networking with other potential peer researchers. 

 Adults on the spectrum to attend the workshop for 5-days to ensure 
knowledge of the research process was maximised and thereby facilitating 
future co-production.   

 Researchers to develop an appreciation for, and skills to undertake, co-
production through: 

(a) completing readings (approximately 4-5 hours) including the Autism 
CRC’s Inclusive Research Practices Guides and Checklists for Autism 
Research as well as other literature relating to terminology preferred by 
the autistic community and co-production; 

(b) submitting an assessment task (approximately 1200 words) relating to 
how, in their current or previous research, they could promote 
meaningful engagement with people on the spectrum and/or their 
relatives in each of stage of the research process (commissioning, 
undertaking and dissemination).  The assessment task was graded as 
pass or fail by members of the project team (n=2) with an opportunity 
provided for resubmission; and, 

(c) attending the workshop for 1-day alongside adults on the spectrum 
attending for 5-days  to allow networking with potential peer 
researchers and to develop further understanding of the importance of 
and processes associated with co-production. 
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 For adults on the spectrum residing in Australia and attending the 5-day 
workshop, the Autism CRC funded the cost of travel, accommodation, lunch 
and refreshments. 

 Locate a venue with consideration given to the sensory needs of adults on the 
spectrum and that had a conference room, accommodation and a restaurant 
to enable (a) quick regress to accommodation should participants feel 
overwhelmed or need a break, and (b) participant needs be met at one site.  

4.2 RECRUITMENT 

Information flyers, frequently asked questions and expressions of interest forms (see 
Appendix A) were developed and assessed for ‘autism friendliness’ by the Project 
Advisory Group.  Distribution was undertaken through Autism CRC media and 
networks (including essential and other participants), advocacy agencies, support 
groups and service provider agencies.     
 
Expressions of interest were received from 18 adults on the spectrum and 22 
researchers.  Applications were assessed by the project team and in order to be 
inclusive, further information or clarification was asked of respondents where 
required (n=3).  Positions were offered and accepted by 14 adults on the spectrum 
for the 5-day workshop (with 1 international attendee self-funding), and 17 
researchers for the 1-day workshop.  Attrition (9.68%, n=3) was reduced by offering 
second round workshop placements where an invitation was accepted but the person 
could not attend.   
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5. Workshop Delivery  
5.1 TOPICS  

The topics covered during the 5-day workshop, time allocations and format for 
delivery are summarised in Table 1.  The topics covered during the 1-day workshop 
attended by both people on the spectrum and autism researchers are indicated by 
bold-face type.  The content was delivered in 60 minute sessions, allowing for a 
minimum 10 minute break between sessions.   

The majority of sessions were delivered or facilitated by the project team members to 
aid familiarity and consistency.  Guest presentations on the topic of co-presenting 
were provided by a non-verbal adult on the spectrum using augmentative alternative 
communication and two researchers.  Guest presentations on co-writing were 
delivered by an adult on the spectrum, a researcher on the spectrum and an autism 
researcher; and the topic of advisory groups were delivered by a person on the 
spectrum, two researchers on the spectrum and an autism researcher.    

Table 1. Summary of workshop content and time allocation 
 

Topic Time allocation 
(minutes) 

Format of Delivery 

Co-production/ Peer Research 180 Didactic & Discussion 
Attending Meetings 60 Didactic & Discussion 
Research Team Meetings- Etiquette and 
Expectations 60 Role Play & 

Discussion 
Ethics 60 Didactic & Discussion 

Solving an Ethical Dilemma 60 Role Play & 
Discussion 

Research Design and Methods: Qualitative, 
Quantitative and Mixed-Methods 180 Didactic & Small 

Group Activity 

Co-presenting 60 Guest 
Presentations 

Providing Input to Researchers 60 Didactic & Discussion 

Dissemination 60 Didactic and 
Discussion 

Participatory Methodologies 60 Didactic & Small 
Group Activity 

Managing Risk 60 Didactic and 
Discussion 

Hands on Workshopping- Giving and 
Receiving Feedback 60 Small Group Activity 

Making it Work: Advisory Groups, Co-
presenting and Co-writing 180 Guest Presentations 

& Discussion 
Workshop Evaluation 60 Discussion 
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5.2 FORMAT 

The format for content delivery included didactic methods, role plays, small group 
activities, guest presentations, and discussion.  

 Role play.  The first role play was performed by the project team to illustrate 
specifics of a role play and avoid ‘putting people on the spot’.  Participation in 
the second role play was voluntary with details provided in advance.   

 Group activities.  Small group activities were used to provide participants with 
the opportunity to apply the material presented e.g. coding data.   

 Didactic.  This format was used for topics with a large amount of content, 
however, was delivered in a flexible format which allowed for content changes 
based on participant needs and in which questions could be asked at any 
stage.  All didactic sessions (with the exception of a 15 minute session) were 
led by members of the project team to increase comfort through personal 
familiarity.      

 Guest presentations. Presentations were delivered by three people on the 
spectrum, three autism researchers on the spectrum and four autism 
researchers.  Guest speakers were used to deliver first hand experience of 
aspects of co-production, co-presenting and co-writing.    

 Discussion.  Although an element through all sessions, discussion as a 
specific format for content delivery was used to provide opportunity for 
participants to ask questions, verbalise their understanding, opinions, and 
apply theory in practice.    

 
5.3 SUPPORTIVE PROCESSES AND PRACTICES 

To support content delivery to adults on the spectrum, a number of facilitative 
processes and practices were undertaken prior to the workshop, during the week and 
daily during workshop delivery. 
 
Prior to the workshop: 

 Surveying participants to ascertain their current level of knowledge (see 
Appendix B) to ensure optimal engagement and learning during delivery; 

 Providing all PowerPoint slides, activities and information on role plays to 
participants for download three weeks in advance of the workshop and 
providing these in printed format at the workshop; 

 Using consistent icons/symbols in PowerPoint slides to highlight when 
questions and comments were sought during sessions; and,  

 Having participants chose the most accessible format for PowerPoint slides 
and handouts (font size, font colour and background colour) prior to 
developing these. 

 
During the week:  

 Enhancing engagement in session content by allowing optional attendance of 
sessions when participants needed a break;  

 Accommodating participants preferred mode for learning, e.g. sitting, standing 
at tables, lying on beanbags; 

 Using a consistent real world research example throughout content delivery, 
including for delivery of ethics and research method content;  

 Having a “questions and comments” box to provide opportunity for 
participants to write questions and provide remarks anonymously;   
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 Utlising a ‘parking lot’ whereby if participants wished to discuss topics beyond 
the parameters of the session, these were recorded in the ‘parking lot’ for 
exploration at a later point in time;  

 Providing participants with a visual dictionary of research terms which they 
could add to throughout the workshop (see Appendix C for current version of 
co-produced dictionary); 

 Having sensory items available to participants who find this facilitative of 
concentration; and, 

 Having a non-teaching afternoon at the midway point through the 5-days to 
reduce fatigue. 

 
Daily: 

 Project team maintaining flexibility to alter content based on the needs of 
participants; 

 Empowering participants to adjust air-conditioning and lighting configuration 
to suit their needs; 

 Having an introductory and conclusion session each day led by the same 
project team member for the purpose of daily consistency and addressing  
questions and comments  and ‘parking lot’; and, 

 Utlising communication dots on nametags to increase comfort- red meaning I 
would prefer to be left alone, yellow meaning I am happy for a quick chat and 
green meaning I am happy to engage in conversation.  These were used by 
project team members as well as participants. 
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6. Workshop Planning 
6.1 VENUE CONSIDERATIONS 

Adults on the spectrum and members of the project team evaluated the 
appropriateness of multiple venues.  Considerations for an appropriate venue were: 

 Having accommodation and function room within the one venue to enable 
participants to quickly and safely regress to their rooms if needed; 

 Having a function room of such size to facilitate both the 1-day and 5-day 
attendees, and enable 5-day participants to move freely and utilize tables and 
chairs, beanbags or standing tables; 

 Adjustable and quiet air-conditioning systems; 
 Non-fluorescent lighting and not highly patterned or brightly coloured carpets;  
 Quiet rooms - both accommodation and function room; 
 Close proximity to multiple eating establishments to cater for varying dietary 

requirements and budgets; 
 Close proximity to a supermarket to enable in-house catering; and, 
 Toilets with paper towel, or allow for the provision of paper towel, so loud 

hand dryer machines did not need to be used.  
 
6.2 PREPARATION FOR 5-DAY PARTICIPANTS 

To reduce potential anxiety related to workshop attendance, specific activities were 
carried out and information was provided to participants in advance of the workshop.  
These related to travel, venue, social interactions and dietary requirements. 
 
Travel 

 Participants were given the mobile phone number of the Project Officer for 
support during travel.   

 Where people were traveling to the venue via car, support was offered by the 
Project Officer to help with route planning. 

 
For participants travelling to the venue by plane: 

 A guide to the Brisbane airport was developed and given to participants in 
advance of flying.  This identified instructions for, and photos of: boarding; 
disembarking; check-in; baggage claim; exiting and navigating the airport; 
and, locating the taxi rank.   

 Where multiple people where located in the same state, participants and 
members of the project team were booked on the same flights.  For departure 
to Brisbane a specific location at the airport was identified to provide people 
with the option to check-in together.  For departure to home states, 
participants travelled in taxis together to enable support through check-in and 
navigating the airport. 

 Flight bookings were made by the Project Officer and participants were given 
instructions on how to change their seat allocation and meal requirements 
according to their needs.   
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Venue   
To aid environmental familiarity and reduce fatigue, participants staying at the hotel 
were accommodated the night prior to workshop commencement.  Further, to reduce 
potential anxiety, participants were provided in advance with an information booklet 
which detailed: 

 Emergency contact numbers- ambulance, police, local hospital, poisons 
information centre and project team member staying at the hotel; 

 Important contact numbers- hotel lobby, local doctor, local dentist and project 
officer; 

 Emergency procedures if smoke or flames are seen, if the fire alarm is 
sounded and if the lift stops working.  These were accompanied by 
photographs; 

 Emergency evacuation maps for the floor of the function room and, for those 
staying at the venue, the floor of their hotel room; 

 A guide for what to bring and what to wear; 
 Instructions for connecting to the internet at the hotel, for those staying at the 

venue;  
 Photos of the Autism CRC head office which was visited by participants; and, 
 A map of the local area showing food outlets and supermarkets, and opening 

hours of popular places to eat.   
 
Additionally, in advance of the workshop, participants were provided with a list of 
facilities in their rooms and videos showing the hotel rooms, the function room and 
lobby, the restaurant and outside of the venue.    
 
Social interactions  
Cognisant of the potential anxiety related to social interactions, a number of 
processes were undertaken.  First, familiarity with other participants and the project 
team was enhanced through a closed Facebook group which included photos and 
videos uploaded by the participants and project team members.  Second, through 
explanation that communication dots (indicating desired level of social interaction at 
any given time) would be used.  In addition, included in the participant information 
booklet provided in advance were: 

 Photos and biographies of the autism researchers attending the 1-day 
workshop; 

 Photos of the project team and functions manager of the venue; and, 
 Photos of Autism CRC staff members they would meet during the site visit. 

 
Dietary requirements   
Catering menus were provided in advance to participants to enable them to assess 
suitability.  Where participants had allergies, specific sensitivities and/or dietary 
requirements, the project officer liaised with the venues chef to gain further 
information and make accommodations.      
 
Expectations   
Conveyed to participants in written format were expectations regarding flexibility in 
attending workshop sessions, necessity to store and manage own personal 
medication and what to wear during the workshop. 
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6.3 RISK MINIMISATION  

A risk assessment was undertaken by the project team, identifying potential risks and 
mitigation strategies.  In addition, participants disclosed their personal, medical and 
dietary needs, potential triggers and what calms or relaxes them if stressed.  This 
information, along with participant’s emergency contacts and general practitioner, 
was held confidentially by members of the project team throughout the duration of 
the workshop.   

To further minimise risk, participants were able to phone one member of the project 
team staying at the hotel throughout the workshop week.  Additionally, the building 
evacuation procedure, using a recording of the fire alarm, was described and 
practiced during the first workshop session on the first day 
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7. Evaluation  
7.1 PARTICIPANTS 

Participants in evaluation included adults on the spectrum (n=14) who attended the 
workshop for 5-days, autism researchers (n=13) who attended the workshop for 1-
day. 

7.2 INSTRUMENTS 

Quantitative evaluation of the 1-day and 5-day workshop was in the form of surveys 
developed by the project team.  Both surveys asked respondents to rate the 
workshop overall (1=poor, 2=okay, 3=good, 4=excellent) and whether they would 
recommend the workshop to other people (1=yes, 2=no). 

The survey for adults on the spectrum also asked them to indicate what topics (n=10) 
they understood better because of the workshop, and competence to engage in 
various peer research activities before and after the workshop (1=not at all 
competent, 2=not very competent, 3=fairly competent, 4=very competent).  The peer 
research activities listed were: 

 to be involved in peer research; 
 to be part of a research team meeting; 
 to give researchers your opinion on research design and meaning of findings; 
 to give researchers your opinion on research techniques, e.g. survey or focus 

group questions; 
 to give input to research projects; 
 to become an advisory group member; 
 to co-present research findings; and, 
 to co-write a report on research findings. 

 
In addition to overall workshop rating and endorsement, the survey for researchers 
asked respondents to rate their competence and likeliness to engage in peer 
research both before and after the workshop (1=not all all, 2=not very, 3=fairly, 
4=very).  Participants were also asked to rate the merit and quality of the sessions 
(n=4) and merit and relevance of the pre-readings (1=very poor, 2= poor, 3=good, 
4=excellent).  Two open ended questions relating to perceived barriers to engaging 
in peer research and workshop improvements were also included. 

Qualitative evaluation of the workshop was undertaken with adults on the spectrum 
using focus group method.  The focus group adopted a semi-structured protocol (see 
Appendix F) with questions focusing on: workshop content and methods; format; 
venue; and outcomes.    

7.3 FINDINGS 

Survey data collected with 1-day (autism researchers, n=13) and 5-day (adults on the 
spectrum, n=14) workshop attendees showed high approval ratings.  As highlighted 
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in Table 2, all participants rated the workshop as ‘good’ and ‘excellent’ (aggregated 
𝒙= 3.70), and all participants would recommend the workshop to others. 

Table 2. Mean scores for workshop rating and endorsement   

 5-day workshop 
n = 14 

1-day workshop 
n = 13 

Overall workshop rating * 𝒙= 3.79 
range= 3-4 

𝒙= 3.62 
range= 3-4 

Recommend the workshop to others ** 𝒙= 1 𝒙= 1 
* rating scale: 1=poor, 2=okay, 3=good, 4=excellent 
** rating scale: 1= yes, 2= no 

Analysis of data also indicated an increase in competence to engage in peer 
research and, for researchers, likeliness to engage in peer research.  Casewise 
comparison, excluding cases which identified as ‘very competent’ prior to the 
workshop, indicated 80% of the researchers as more likely to engage in peer 
research, and 85% of adults on the spectrum and 92% of researchers as more 
competent to engage in peer research, as shown in Table 3.  As also shown in Table 
3, the majority of adults on the spectrum indicated increased competence to 
undertake all aspects of peer research.   

Table 3. Percentage of participants indicating increase in competence or likeliness to 
engage in peer research after attending the workshop 

 5-day workshop 
n = 14 

1-day workshop 
n = 13 

Likeliness of engaging in peer research 80% - 
Competence to:    

Engage in peer research 85% 92% 
Be part of a research team meeting 64% - 
Give your opinion on research design and 
Meaning of findings 

83% - 

Give your opinion on research techniques 100% - 
Give input to research projects 90% - 
Become an advisory group member 100% - 
Co-present research findings 93% - 
Co-write a report on research findings 69% - 

 

Additional data collected with researchers indicated the merit of the 1-day workshops 
sessions in terms of future peer research, quality of the presentations, and merit and 
relevance of pre-readings as ‘good’ or ‘excellent’, as shown in Table 4. 
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Table 4. Mean scores for 1-day sessions merit and quality, and pre-readings merit 
and relevance 

 n= 13 
𝒙 

Participatory methodology  
Merit of the session 3.58 
Quality of presentation 3.65 

Managing risk  
Merit of the session 3.92 
Quality of presentation 3.77 

Small group activity  
Merit of the session 3.77 

Guest presentations on advisory 
groups, co-presenting & co-writing  

 

Merit of the session 3.77 
Quality of presentation 3.70 

Pre-readings  
Merit 3.38 
Relevance  3.46 

          rating scale: 1= very poor, 2= poor, 3= good, 4= excellent 

Analysis of qualitative data collected with adults on the spectrum emphasised a 
highly successful workshop which exceeded their expectations.  It was identified that 
throughout the workshop their lived experience was “truly valued” and their needs 
were considered and catered for.  With regard to workshop content and methods it 
was identified that: 

 The content was pitched at the right level; 
 Less content would have allowed for more group interaction, which was 

preferred; 
 Supportive processes, such as the question and comments box, enabled 

people to voice their opinion and ask questions; and, 
 Having the project team perform the first role play alleviated anxiety around 

their involvement in role play activities. 

With regard to format, it was identified that: 
 Longer breaks were required for some participants to maintain energy levels;   
 Engagement in the group may have been lessened for those who lived 

locally so were not staying at the hotel; and, 
 Having only 1-day with researchers was not enough time to enable interaction 

and engagement. 
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8. Implications for Future 
Practice 

Evaluation data as well as reflections and feedback from the Project Advisory Group 
and the project team highlighted a number of implications for future practice.  These 
relate to content, methods and processes, preparation, and format.    
 
Content, methods and processes  

 Future workshops should provide less content to allow more group interaction 
and discussion, or allocate time to enable expression without impinging on 
content delivery; 

 For the purpose of emotional support, enable participants to ‘vent’ to 
appropriate people if they wish to- such as by providing blue dots for 
participants to place on their nametag if they are willing to have others ‘vent’ 
to them.  

To enable networking between researchers and people on the spectrum that is 
facilitative of peer research:  

 More than one contact day is necessary; 
 Researchers to complete readings about autism culture prior to attending to 

provide them with an understanding of the alienation felt by the autistic 
community so that (a) they can appropriately enter the ‘autistic space’ and (b) 
aid them in more effective peer-research; 

 In addition to providing photos and bios of autism researchers, provide 
participants on the spectrum with some personal information on the 
researchers– potentially a video clip.  Additionally, provide researchers with 
bios of those on the spectrum; 

 Prepare researchers for supportive processes used at the workshop, e.g. 
stickers to indicate desired level of communication, and encourage them to 
use this system;   

 Debrief researchers on the terminology used by the attendees on the 
spectrum to describe autism and the autism community;       

 Ensure the function room is set appropriately to enable open sharing and 
discussion- not in lecture style; 

 Consider activities that are facilitative of building trust and rapport, rather than 
‘question and answer’ style.  

Preparation 
 Prepare participants on the spectrum for what it is like being in a space which 

in which others on the spectrum are the majority (termed ‘autistic space’).  
For example, that they can expect open sharing of personal experiences and 
thoughts. 

 Participants on the spectrum need to be informed of the potential ‘emotional 
cost’ of attending, in terms of emotional, physical and social loads. 

 Provide participants on the spectrum with an understanding of potential 
isolation and exhaustion they may experience on returning home after 
workshop completion.  Also, to help them prepare for this likelihood during the 
workshop. 
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Format 

 Consider format of workshop delivery in terms of enabling content delivery 
required for effective peer research, potential participant fatigue and the 
power of ‘autistic space’.  Potential formats include combinations of face-to-
face workshop, virtual meetings and online modules. 

 Provide participants with opportunities for peer research immediately after 
workshop delivery to maintain momentum and engagement. 
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9. Conclusions and Current 
Projects 

As a result of the Researching Autism Together Workshop, 14 adults on the 
spectrum and 12 autism researchers graduated as the inaugural members of the 
Research Academy.  Post-workshop co-production activities with Research Academy 
members on the spectrum have included the finalisation of the Visual Dictionary of 
Research Terms (see Appendix C), development of Inclusive Research Practices 
Guides 8 and 9 (see Appendix E), analysis of the Priorities for Autism Research 
survey data and an Open Letter to Researchers (see Appendix D).  While these 
projects are internal to Autism CRC, a number of Academy members have engaged 
with researchers in peer-research.  Data collection to assess the extent of co-
production by Academy members will be ongoing. 
 
The Researching Autism Together Workshop was the first step towards building 
capacity for co-production within the autistic and research communities.  There 
remains the necessity to continue to support the Research Academy members 
through engagement in co-production.  Such support might further include upskilling 
and supporting the inaugural Academy members, consulting with researchers as to 
how co-production could be enhanced in their research, and networking adults on the 
spectrum with projects that accord with their research interests and capacity for 
engagement.  For co-production to be realised in more autism research, there 
remains a necessity to continue to monitor the uptake of co-production undertaken 
by Academy members, formally evaluate co-production, and graduate new members 
of the Research Academy. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 

24   24 

10. References 
AASPIRE (2015) CBPR. Retrieved from aaspire.org/?p=about&c=cbpr. 
 
Bailey, S., Boddy, K., Briscoe, S., & Morris, C. (2014). Involving disabled children 
and young people as partners in research: a systematic review. Child: Care, Health 
and Development, 41(4), 505–514. 
 
Cargo, M., & Mercer, S.L. (2008). The value and challenges of participatory 
research: strengthening its practice. Annual Review of Public Health, 29(1), 325-350. 
 
Elsabbagh, M., Yusuf, A., Prasanna, S., Shikako-Thomas, K., Rudd, C.a., & 
Fehlings, M.G. (2014). Community engagement and knowledge translation: progress 
and challenge in autism research. Autism, 18(7), 771-781. 
 
INVOLVE (2013). Briefing notes for researcher: involving the public in the NHS, 
public health and social care research.  Eastleigh, UK: INVOLVE. 
 
Jivraj, J., Sacrey, L., Newton, A., Nicholas, D., & Zwaigenbaum, L. (2014). Assessing 
the influence of researcher-partner involvement on the process and outcomes of 
participatory research in autism spectrum disorder and neurodevelopmental 
disorders: a scoping review. Autism, 18(7), 782-793. 
 
Kirby, P. (2004). A Guide to Actively Involving Young People in Research: For 
Researchers, Research Commissioners, and Managers. Hampshire, UK: INVOLVE.  
 
McColl-Kennedy, J.R., Vargo, S.L., Dagger, T.S., Sweeny, J.C. & van Kasteren, Y. 
(2012). Health care customer value concreation practice styles. Journal of Service 
Research, 15(4) 370-389. 
 
McDonald, K.E., & Raymaker, D.M. (2013).  Paradigm shifts in disability and health: 
toward more ethical public health research. American Journal of Public Health, 103 
(12), 2165-2173. 
 
Nicolaidis, C., Raymaker, D., McDonals, L., Dern, S., Boisclair, W.C., Ashkenazy, E., 
& Baggs, A. (2013). Comparison of healthcare experiences in autistic and non-
autistics adults: a cross-sectional online survey facilitated by an academic-
community partnership.  Journal of General Internal Medicine,  28(6),  761–769. 
 
Pellicano, E., Dinsmore, A., & Charman, T. (2014). Views on researcher-community 
engagement in autism research in the United Kingdom: a mixed-methods study. 
PLoS One, 9(10), e109946.doi: 10.1371/journal.pone.0109946. 
 
Puyalto, C., Pallisera, M., Fullana, J., Vila, M. (2015). Doing research together: a 
study on the views of advisors with intellectual disabilities and non-disabled 
researchers collaborating in research.   Journal of Applied Research in Intellectual 
Disabilities. 29 (2), 146-159. 
 
 
 

http://onlinelibrary.wiley.com.ezproxy.library.uq.edu.au/doi/10.1111/cch.v41.4/issuetoc


 

25   25 

Raymaker, D., & Nicolaidis, C. (2014). Participatory research with autistic 
communities: shifting the system. In J. Davidson & M. Orsini (Eds), Worlds of Autism: 
Across the spectrum of Neurological Difference (pp.169-188). Minnesota: University 
of Minnesota Press. 
 
Realpe, A., & Wallace, L.M. (2010).  What is Co-production? London: The Health 
Foundation. 
 
Stantiszewska, S., Brett, J., Mockford, C., & Barber, R., (2011). The GRIPP checklist: 
strengthening the quality of patient and public involvement reporting in research. 
International Journal of Technology Assessment in Health Care, 27(4), 391-399. 
 
Ward, P.R., Thompson, J., Barber, R., Armitage, C.J., Boote, J.D., Cooper, C.L., & 
Jones, G.L. (2010).  Critical perspectives on ‘consumer involvement’ in health 
research: epistemological dissonance and the know-do gap. Journal of Sociology, 46 
(1), 63-82. 
 

 
 
 
 
 
 
 
 
 
 
 
 
 



 

26   26 

Appendices  
APPENDIX A: INFORMATION FLYERS, FREQUENTLY 
ASKED QUESTIONS AND EXPRESSIONS OF INTEREST 
FORMS 

 
  

 

 

Researching Autism Together 
 
When researchers and adults on the autism spectrum work together as peer 
researchers, research is more likely to be appropriate, relevant, genuine, meaningful 
and effective.  The Autism CRC is hosting a workshop that will support researchers 
and adults on the autism spectrum to develop the skills needed to do peer research. 
This workshop will train the first members of the Autism CRC Research Academy to 
work together to do autism research.   
 
Objectives 

• To learn the specific skills needed to be a peer researcher 
• To develop an understanding of the benefits of peer research 
• To learn about effective peer research 
• To network with potential peer researchers from around Australia 
• To gain membership into the Research Academy  

 
When  

• Thursday, October 15, 2015 (pre-reading required).  This 1-day workshop is 
designed for researchers who want to learn the skills to engage with people on the 
autism spectrum in peer research. 

• Monday, October 12 to Friday October 16, 2015.  This 5-day workshop is designed 
for adults on the autism spectrum who want to gain knowledge about the research 
process and learn the skills to engage in peer research.  Participants will be flown to 
Brisbane on Sunday evening (October 11) if living outside of Brisbane. 

 
Cost 

• There is no cost to attend the workshop, and refreshments (including morning and 
afternoon teas and lunch) will be provided. 

• For people attending the 5-day workshop, travel and accommodation expenses (if 
living outside of Brisbane) will be covered by Autism CRC.   

 
To apply for the 1-day or 5-day workshop, please complete and submit the Expression of 
Interest form, available at austismcrc.com.au/researchacademy.  Please note: submitting 
an Expression of Interest Form does not guarantee a place at the workshop.  Due to limited 
spaces, selection will be made by a panel that will assess all forms equitably. 

 
 For more information, view the Frequently Asked Questions available at autismcrc.com.au/researchacademy 

 
Alternatively, contact Olivia Gatfield on ogatfield@autismcrc.com.au 
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Researching Autism Together: 
Expression of Interest 

 
 

Instructions: 
To complete and submit an expression of interest- 
 

 Read the Frequently Asked Questions 
 Copy and paste all of the questions below into a new Microsoft Word document 
 You may format the document however you like 
 Answer each of the questions  
 Save your document as ResearchEOI 
 Email your document to Olivia Gatfield ogatfield@autismcrc.com.au 

 
All applicants will be informed about whether they have been chosen to attend the workshop by 5.00 
pm on June 30, 2015.  After you submit your expression of interest, you will receive an email within 2 
working days to let you know your application has been received.   
 
Questions: 

1. Write whether you would you like to apply for the 1-day or 5-day workshop.  
 

2. Write your name and postal address. 
 

3. Write your preferred method of contact (e.g. email or phone) and this contact address or 
phone number. 

 

4. List any formal qualifications and education that you have. (Formal qualifications are not a 
requirement of this workshop). 

 

5. Write if you are currently working (Yes or No). If yes, please list your current position and 
employer. 

 

6. List any paid or unpaid work history (e.g. what was your position and who did you work for). 
 

7. Would you like to nominate a person to speak on your behalf about your application?  If yes, 
please write how we can contact them, including: their name, relationship to you and their 
contact number during office hours or email address. 

 

8. State whether you are already an Autism CRC researcher, PhD scholar or Postdoctoral 
fellow? (Write 'yes' or 'no'). 

 

9. In less than 300 words, tell us why you would like to attend the Research Academy workshop. 
 

10. In less than 300 words, tell us any other relevant information (e.g. current or past membership 
of reference groups or participation in research). 

 
 

For more information, view the Frequently Asked Questions available at autismcrc.com.au/researchacademy 
 

Alternatively, contact Olivia Gatfield on ogatfield@autismcrc.com.au 
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APPENDIX B: PARTICIPANT NEEDS ASSESSMENT 
SURVEY 

 

3/16/2016 Qualtrics  Survey  Software

https://autismcrc.au1.qualtrics.com/ControlPanel/Ajax.php?action=GetSurveyPrintPreview 1/8

Strong  smells  e.g.,  perfume,  cleaning  products

Lights  being  too  bright  e.g.  fluoro  lights

Patterned  carpets

Using  elevators

Default  Question  Block

Needs  Assessment  Survey  for  the  Researching  Autism
Together  Workshop
  
We  want  to  meet  the  needs  of  the  people  attending  the  workshop  as  best  we
can.    To  help  us  understand  your  needs  and  requirements,  we  have  created
this  survey.  
  
The  survey  asks  about  your  personal  needs,  how  you  learn,  and  what  you
already  know  about  research.    It  will  take  10--15  minutes  to  complete.    Please
answer  as  many  questions  as  you  can.
____________________________________________________________________________________________________

YOUR  PERSONAL  NEEDS

1.  Please  write  your  name.

2.    Please  tick  the  boxes  of  things  you  are  sensitive  to,  i.e.  things  that
bother  you.    You  can  tick  more  than  one  box.
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3/16/2016 Qualtrics  Survey  Software

https://autismcrc.au1.qualtrics.com/ControlPanel/Ajax.php?action=GetSurveyPrintPreview 2/8

Loud  noises,  e.g.,  dogs  barking,  construction

Air  conditioning

Music

Being  touched  by  strangers

Noisy  environments  e.g.  busy  restaurants

Other.  Please  write  these  things  

Vegetarian

Vegan

3.  If  you  have  ticked  any  of  the  boxes  above,  please  write  some  detail  e.g.,
I  am  sensitive  to  the  noise  from  bathroom  hand--dryers,  I  can’t  concentrate
when  music  is  on,  I  have  a  sensitivity  to  downlights  etc.

4.  List  three  things  that  calm  or  relax  you  if  you  feel  stressed,  e.g.  making
the  room  dark,  watching  a  movie,  computer  games.

1.

2.

3.

5.  Please  tick  the  boxes  of  any  dietary  requirements  you  have.    You  can
tick  more  than  one  box.
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3/16/2016 Qualtrics  Survey  Software

https://autismcrc.au1.qualtrics.com/ControlPanel/Ajax.php?action=GetSurveyPrintPreview 3/8

Wheat  free

Gluten  free

Nut  free

Dairy  free

Lactose  free

Egg  free

Halal

Other.  Please  write  what  they  are

6.  Please  write  the  name  of  anything  you  are  allergic  to.

7.  Please  write  the  name  of  two  people  you  would  like  us  to  contact  in
case  of  an  emergency  e.g.,  if  you  are  hurt.

1.  Name

Relationship  to
you  e.g.
mother
Their  mobile
number
Their  work
number  (write
‘none’  if  the
person  does
not  have  one)
Their  home
number:  (write
‘none’  if  the
person  does
not  have  one)

2.  Name
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Strong  smells  e.g.,  perfume,  cleaning  products

Lights  being  too  bright  e.g.  fluoro  lights

Patterned  carpets

Using  elevators

Default  Question  Block

Needs  Assessment  Survey  for  the  Researching  Autism
Together  Workshop
  
We  want  to  meet  the  needs  of  the  people  attending  the  workshop  as  best  we
can.    To  help  us  understand  your  needs  and  requirements,  we  have  created
this  survey.  
  
The  survey  asks  about  your  personal  needs,  how  you  learn,  and  what  you
already  know  about  research.    It  will  take  10--15  minutes  to  complete.    Please
answer  as  many  questions  as  you  can.
____________________________________________________________________________________________________

YOUR  PERSONAL  NEEDS

1.  Please  write  your  name.

2.    Please  tick  the  boxes  of  things  you  are  sensitive  to,  i.e.  things  that
bother  you.    You  can  tick  more  than  one  box.
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Printed  on  paper

Available  for  me  to  download  on  my  laptop  or  IPad

Other.  Please  write  the  details

Sit  down

Stand

Move  around

HOW  YOU  LEARN

10.  We  will  give  you  notes  to  accompany  presentations,  e.g.  copies  of  PowerPoint
presentation  slides.    Please  tick  the  boxes  indicating  which  format  for  the  notes
best  suits  you.    You  can  tick  more  than  one  box.

11.  For  handouts,  please  indicate  what  size  and  colour  is  best  for  you
e.g.,14  font,  black  or  dark  blue  ink  on  white  paper.

12.  For  PowerPoint  presentations  projected  onto  a  screen,  please
indicate  what  colour  is  best  for  you  e.g.,  black  and  red  colour  on  a  cream
background.  
  

13.  Please  tick  the  box  which  describes  what  you  like  to  do  during  a  presentation.
You  can  tick  more  than  one  box.
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Lie  down

Other.  Please  write  what  this  is

14.  Please  write  any  other  information  that  you  would  like  us  to  know
about  how  you  learn.

WORKSHOP  CONTENT

15.  Please  select  the  box  that  best  describes  how  much  you  know  about
each  of  the  topics  listed.

         Nothing A  little Quite  a  bit
A  great

deal
What  peer  research
is      

Stages  of  peer
research      

Etiquette  and
expectations  for
attending  meetings

     

Ethics  in  research      
Qualitative  research
design      

Quantitative
research  design      

Research
techniques  e.g.,
surveys,  focus
groups

     

Analysing  data      
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Participated  in  surveys

Participated  in  research  studies,  e.g.,  sleep  studies,  brain
imaging

Participated  in  an  interview

Participated  in  a  focus  group

Run  a  research  project

Involved  in  analysing  data

Consulted  on  people’s  research  projects  e.g.,  given  advice
on  survey  questions,  ethics  etc.

How  research
results  can  be
shared/disseminated

     

How  to  give  input
and  feedback  to
researchers

     

16.  Please  tick  the  boxes  that  indicate  how  you  have  been  involved  in
research.    You  can  tick  more  than  one  box.  

17.  Please  write,  in  less  than  50  words,  other  information  you  would  like
us  to  know  about  your  knowledge  of  research  and  the  research  process.  

18.  Please  write,  in  less  than  50  words,  anything  you  would  particularly
like  to  learn  at  the  workshop.
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Survey  Powered  By  Qualtrics
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APPENDIX C: CO-PRODUCED VISUAL DICTIONARY OF 
RESEARCH TERMS 
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A 
 
Abstain: refrain from participation.  Example: to abstain from 
voting means that you decline to vote. 
 
 
Action: possible activity after a research project.   
 
 
Action research: research that involves 
the participants and the researchers alike, 
which is compiled during the research 
process.  
 

 

 
 
 
 
 
Advisory group: a small group of people who are skilled in their 
area and who can advise a larger group, Board, or researchers of 
issues and opinions pertinent to the item of interest.   
 
 
 
 
 
 
 
 
 
Aim/ Aims: what we are trying to do.  Aims are 
objectives, predictions, or descriptions that directly 
explore, propose, or point to the main thing we wish to 
explore.   
 
Example: our main aim is to explore the impact of 
exercise on weight loss. 
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Analysis: information (data) is collected, collated and then 
explored (analysed).  Analysing the information helps to 
understand the data so researchers can draw conclusions and 
reach outcomes. 
 
 
Anonymity:  Keeping the personal details of participants private 
and not disclosing or making available these to the public. 
Allowing the person to anonymously take part in the study.  
 
 
 
 
 
Area undergoing research: the focus of 
interest or specific issue that the research will 
look at.  
 
Example: We looked at the impact of drinking 
coffee after 5pm on adult female sleeping 
patterns.  
 
 
 
 
Assent: approval or agreement.  In research assent refers to a 
person’s  willingness to participate in research.  Providing assent is 
not the same as informed consent.    
 
 
At-risk: describing individuals or groups who are vulnerable. 
 
 
Autism Spectrum (AS): adults  and  children  ‘on  the  autism  
spectrum’.    The  idea  that  autistic  people  are  as  different  and  varied  
to each other as non-autistic people are from each other.  
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B 
 
 
 
Baseline: the starting point for measurement of something, such 
as before an intervention is provided to see what is happening at 
the beginning/outset. 
 
 
 
 
Bias: a particular tendency, trend, inclination, feeling or opinion- 
usually one that is preconceived or unreasoned.  Researchers may 
unknowingly influence study results due to bias. 
 
Example: illegal bias against older job applicants; the newspaper is 
biased towards a certain political party, type of illustration or story.  
 
 
 
 
Blindedness/ double blind: an experimental procedure in which 
neither the participants of the experiment nor the researchers 
know the critical aspects of the experiment such as which 
participants are in the control group and which are in the 
experimental group.  A double-blind procedure is used to guard 
against experimenter bias and placebo effects.  
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Board: elected or appointed members 
of a committee managing the business 
of an organisation, according to its 
rules of governance. 
 
 
 
 
Budget: the measured amount of money or other limited 
resources available to fund, spend or work with. 
Call out: an invitation to submit articles for publication or a 
conference. 
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C 
 
 
Case Study: a research method involving a detailed examination 
of the subject of study (the case). 
 
 
CAQDAS (Computer Assisted Qualitative Data Analysis): software 
programs that analyse qualitative data. 
 
 
 
Chairperson: the person who leads the meetings 
of a group or organisation.   
 
 
 
 
Charts: a visual representation of data 
and information. 
 
 
 
 
 
 
Chatham House Rule: a rule or principle according to which 
information disclosed during a meeting may be reported by those 
present but must not reveal the identity or affiliation of the speaker 
or any other participants. 
 
 
Cite: to give reference details within the article or text of any 
author who has been quoted or whose work has informed the 
writing of that article.  To attribute the information used to its author 
within the text of the work. 
 
 
Clinical significance: the effect of a treatment or intervention. Is 
the effect enough to make a difference? 
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Cohort Study: a study over time, usually following a group of 
people (a cohort) who have been exposed to a treatment or risk 
factor (experimental group) and another group who have not 
(control group). The outcomes of both groups are compared 
allowing assessment of relationships between the exposure or 
treatment and the outcome. 
 

 
 
 
Conclusion: what the research means. The final result or 
judgement of the topic researched.   
 
Example: after collecting all the data (information), looking at what 
it implies, we reach our conclusion or end result.  
 
 
Confidentiality: personal information given to researchers will not 
be inappropriately shared. It usually means only the researcher, 
supervisor and individual concerned may know personal 
information. 
   
 
Conflict of Interest (COI): where a person has another position or 
interest that may bias the project or discussion. A COI usually 
must be declared openly beforehand.  
 
Example: An entrant in a competition being on the judging panel. 
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Confounding Variable: a variable that must be considered 
because it can distort (confound) the true effect of the other 
variables or intervention.  
 
 
 
Example: an experiment 
looking at the effects of 
exercise on health may need 
to consider whether or not 
participants smoke. Smoking 
could confound (distort) the 
results. 
 
 
 
 
 
 
Consent form: a written, formal document to be read, completed 
and signed.  This gives permission or consent, such as to take part 
in a study. 
 
 
 
Constructivism: an approach in research which emphasises that 
people create their realities.  Constructivism is often used in 
qualitative research in exploring various participant's realities. 
 
 
 
Consent: to agree or give permission to be included or participate. 
Informed consent is when an individual fully understands what 
he/she is agreeing to. Sometimes parents give consent on behalf 
of children who are considered too young to give their own 
consent. 
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Content analysis: a systematic method of describing written, 
spoken or visual communication or data. Content analysis may 
provide a quantitative (numerical) description of written data 
(words).   Typically, content analysis uses qualitative codes or 
themes which capture the essence of what is meant by the written 
words. 

Example: responses to the open-ended survey question were 
coded as 1 where participants wrote about childhood and 2 where 
they wrote about adult years. 

 
Control group: A group of subjects (people) who are used as the 
group to compare to. They are the group that don’t  receive 
treatment or intervention in 
a Case Control Trial. 

 
 
 
 
 
 
 

 
Co-production: a partnership which involves sharing view-points, 
information and ideas as equal partners; a venture where 
members of are working together on an equal basis. 
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D 
 
 
Data: research information that may be collected by way of 
interviews, observations, surveys, reports from literature reviewed, 
computer generated or all of the above. Data may be obtained 
directly from sources such as through telephone interview, in 
person, the internet or direct studies.  It may also be obtained 
indirectly such as through comparisons of a variety of research 
already undertaken. 

 
Data analysis: the process of transforming raw data into useable 
information.  Methods of data analysis include statistical analysis 
and thematic analysis. 
 
 
Data synthesis: combining results from a number of studies.  See 
also meta analysis. 
 
 
Degree: a qualification for successful completion of a course of 
study.  Usually refers to undergraduate (first university study) 
education at a university.  At the end of 3-4 years fulltime study 
students obtain a bachelor degree (Example: a Bachelor of Arts). 
This period of study may sometimes be undertaken part-time or by 
distance education.  
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Dependent Variable: what you measure in the experiment and 
what is effected during the experiment.  This is the outcome of the 
experiment/study- for example, reading ability, length of 
employment, autistic characteristics. 
 

 
 
Descriptive statistics: analysis of data in which numbers are 
used to summarise or describe data. 

 
 
Design: the model for how the research will be conducted.  

 
 

 
 

 
 
 
 
 
 
 
 
There are many types of design models for research. Some use 
information (data) of a statistical nature (maths), tables, 
calculations and measurements, this is called a Quantitative 
research design. The Qualitative research design looks at the 
data in a non-statistical manner, or via observation (such as 
watching participants interact with others or within their 
environment and making observational notes on what the 
researcher sees).   The Methodology or way the research will be 
conducted may involve other aspects of looking at the research.  
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There are methods that use both the Quantitative (statistical 
analysis) and the Qualitative design; these are called ‘mixed  
methods/design’.   
 

 
 
 
Dichotomy: divided into two mutually exclusive, opposed, or 
contradictory groups.  
 
 
 
 
Diploma: A course of study/training undertaken at TAFE or similar 
institutes in a specific area of study leading to a certified 
qualification called a diploma. Sometimes after a degree has been 
awarded students may choose to do further study at a higher level, 
called  a  ‘post  degree’  or  ‘graduate  diploma’  which  is  usually  taken  
at a university. 
 
 
 
 
 
Dissemination:  distribute, pass 
knowledge around and share 
information in a variety of ways.   
 
Example: through speaking, writing, 
illustrating)  
 

 

 
 
 
 
 
 
 

 
 



 

54   54 
 



 

55   55 

 

 

 

17   17 

Ethics: a set of principles of right or appropriate conduct, 
such as of a person or profession, or to protect the rights 
of others.  
 
 
Example:  ‘The  ethical  thing  to  do  is  to  ensure  the  parent  or  
named  person  is  present  during  the  interview’.  What  is  the  
accepted,  usual  etiquette  for  this?  ‘Is  it  ethical  to  only  accept  
middle  class  white  males  into  a  study  exploring  intelligence?’  ‘Are  
the ethics of autism research being facilitated by only researching 
autism’s  impact  upon  parents;;  or  should  we  ask  autistic  individual’s  
themselves?’  ‘Is  it  ethical  to  only  ask  verbal  children  with  autism  
how autism colours their lives, or should we find a way to ask non-
verbal  autistic  children  too?’   
 
 
 
Ethnography: the study of people, sub groups, or cultures. 
 
 
Etic: the perspective of an outsider.  
 
 
Evaluation: to give feedback about your 
experiences.  
 
 
 
 
 
Event: a specific action, occasion or situation being recorded or  
measured.  Example: brain response.  
 
 
Event-related potential (ERP): the measured brain response that 
is the direct result of a specific sensory, cognitive, or motor event.  
Example: electrical activity recorded from the brain. 
 
 
Evidence-based: indicates that the work, intervention or action is 
based upon research showing its efficacy (or lack of). 
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Experimental design: experimental and quasi-experimental 
(meaning not truly experimental) examine the effect of a variable 
that the researcher manipulates on other variables.  
 
Example: an experimental or quasi-experimental study might 
examine the effect of telling stories on children's literacy skills. The 
researcher will "manipulate" the variable of telling stories by 
placing half of the children in a treatment group that listens to 
stories and the other half of children in a control group that gets 
the ordinary literacy instruction. In a quasi-experimental design, 
participants are not randomly allocated to groups.  
 

 
 
 
Experimental group: The group exposed to, or participating in, 
the experimental 
conditions. 
 
 
 

 
 
 
 
 

 
 
Expression of Interest (EOI): an  individual’s  or  agency’s  level  of  
interest in wanting to be involved or considered for the project.    
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F and G 
 
 

Factor: see variable. 
 
 
 
Feedback: when individuals give their views, opinions and 
comments.  It may be spoken, in written form, using a diagram or 
picture, or by an action or activity. 
 
 
 
Focus group: a qualitative research method in which a group of 
people are asked their ideas, attitudes, experience, beliefs etc.  

 
 
Free: not bound or committed; free to leave the research study. 
 
 
 
Graphs:  A graph (or a chart) are visual forms or 
ways to illustrate the results, the trend, the 
evidence and/or outcome of the research. They 
help  us  ‘see’  our  results  clearly. 
 
 
 
 
 
 
Grounded theory: a research methodology sometimes used in 
qualitative research where the researcher does not have a theory 
but develops one through data collection. 
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H and I 
 
 
Honours: typically a twelve month program of study undertaken 
alongside a bachelor degree (in the final year for four year 
degrees) or as a twelve month period after a bachelor degree (for 
three year degrees).  Often involves the writing of an extended 
paper or minor thesis and provides a preparation for further 
research study such as Masters or PhD. 
 
 
 
Human Research Ethics Committee (HREC):  a group of 
individuals who are responsible for evaluating research proposals 
to make sure that researchers and participants are protected and 
that they pass ethical guidelines for working with vulnerable people 
and humans in general.    
 
 
 
Hypothesis: a prediction of what the research will show.   
 
 
 
Independent Variable: represent the inputs or causes which may 
be  tested  to  see  to  see  if  they  ‘cause’  the  outcome  or  effect  
(dependent variable).  
 
Example : a researcher might look to 
see if gender (male or female) impacts 
on strength or running speed or autistic 
characteristics.  
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L and M 
 

Likert scale: a scale, commonly used on surveys, where a 
number or statements are issued and the participant specifies 
their level of agreement or disagreement.  
 
 
 
Longitudinal Study: a research study that involves repeated 
observations of the same variables over long periods of time.  
Example: in the television series called 7-Up, the same group of 
participants were videoed about their lives every 7 years.    
 
 
 
Linear: in a line or across sequential time.  
Sometimes we use linear graphs or studies 
to show changes across time in a linear 
fashion. 
 
 
 
 
 
 
 
Major project: the key work of the research. Sometimes there are 
lesser projects, which are minor projects. 
 
 
 
Masters: a period of study undertaken after a bachelor degree 
which can be either coursework or a research project. Masters 
usually takes 2 years. 
 
 
 
Material governance: set procedures and processes that govern 
the relevant practice. 
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P 
 

Participant: someone who joins with others in a venture.  In 
research, a person who takes part in a research study or 
experiment. 
 
 
Participatory Research: research that shares equal access and 
value amongst its participants and researchers. 
 
 
Peer Review: a formal process of validating research prior to its 
publication.  This is done by peers in the same field.   
 
 
PhD: Doctor of Philosophy.  It usually requires a three year full 
time research program undertaken by a student and supervised by 
one or two academics thus enabling the student to become an 
independent researcher in their own right.  
 
 
Project Advisory Group: a small group of people who are skilled 
in their area and who can advise a larger group, Board, or 
researchers of issues and opinions 
pertinent to the item of interest.   
 
 
 
 
 
 
Post Doctoral Fellow: person who has completed a PhD and is 
working with a mentor to develop his/her research career and 
independence as a researcher. Typically these fellowships are 
funded by universities or specific research grants. 
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Post-test: an attempt to measure the effectiveness of the 
intervention; measurement or testing of a variable (factor) after an 
intervention or treatment is provided.  
 
Example: researchers would retest social competency after a 
social skills training intervention. 

 

 
 
Power: statistical power is a value given to the numeric strength of 
a  study.  It  shows  how  robust  the  study’s  findings  are.  If  the  
research is robust and has strong power it may be more 
meaningful than a project of weak power. 
 
 
Pre-test: A method of discovering the starting point; measurement 
or testing of a variable/factor before an intervention or treatment is 
provided.    Example:  researchers  might  look  at  a  child’s  reading  
age before a literacy intervention occurs.    

 
 
Pre-verbal: Before an individual uses spoken language.  
 
 
Private: Information not available to people. 
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Prospective Study: a longitudinal study that looks forward in time.  
 

 
 
 
 
 
 
 
Purposive sampling: where a research chooses certain people to 
be participants in their research study who can best answer the 
question. 
 
Example: the researcher asked school principals to participate in 
research about the barriers to schools using evidence-based 
practices.   
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Q 
 

Qualitative Research: methods used rely on observations, or 
interviews, either individual or in groups (focus groups) that 
typically result in words (transcript) typed out from recording of 
interviews or researcher notes. These words are then analysed 
using a range of methods to determine the key themes that 
emerge.  The emphasis is on words and generating theories. 
 

 
 
 
 
Quantitative Research: methods that result in numerical data 
such as numbers that can be analysed using statistics which might 
be as simple as percentages or more complex statistical tests to 
find a difference between groups. The emphasis is on numbers 
and testing theories. 
 
 
 
Questions: surveys and interviews asking questions that require 
answers are the chosen method to gather information in qualitative 
research. In quantitative research, questions are asked that 
require such answers as ticking a box or selecting a level on a 
graded scale like a Likert Scale. 
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R 
 
 
 
R and D: Research and development. 
 
 
Random: chosen in no particular order or a lack 
of pattern. Example: drawing names out of a 
barrel.  
 
 
 
 
Randomised Control Trial (RCT): a type of experiment where the 
people being studied are randomly allocated to different groups 
(experimental or control).  RCTs are often used to test the 
effectiveness of various types of intervention and the random 
allocation minimises bias. 
 
 
Reliability: the trustworthiness of the tests or the assessment 
tools. It is the extent which measure shows dependability, stability 
and consistency when repeated under the same conditions/ 
 
 
Research: to access, compare and assess various sources of 
information;  to explore, look at, investigate, find reasons for or 
answers to. To work in a particular way to understand or find a 
reason for something, or to answer a questions.  
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Research based practice: everyday teaching/ therapy or health 
activities that are informed by or based on research findings. 
 
 
 
Research Methods: how the research will be conducted; the 
strategies and techniques that researchers use to collect data.  
Research methods include participant observation, questionnaires, 
focus groups, case studies etc. 
 
 
 
Research Process: steps undertaken to reach the goal of the 
research. This process is to produce new knowledge or deepen 
understanding of a topic or issue.  The research process is shown 
in the illustration below. 
 

 
 
Retrospective Study: a longitudinal study that looks back in or 
over time.  Example: researching adults on the spectrums 
experiences of bullying in childhood. 
 
 
 
Rigour: the extent to which the research will stand up to 
investigation by future researchers and critiques.  
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S 
 
 
 
Sample: a group of people, chosen from the population of interest, 
to participate in research or an experiment. It may also mean the 
product  being  tested.  Example:    ‘…  a sample was chosen to test 
for  drugs.’  
 

 
 
 
 
Social model of disability: attributes the experience of disability 
to society and the environment rather than an in built impairment in 
the person.  For example, not having a wheelchair ramp to a 
building is disabling, as are negative societal attitudes. 
 
 
Statistical significance: the result is likely to be attributable to a 
specific cause, rather than having occurred by change alone.  A p-
value is statistically calculated and if this is below 0.05, or 
sometimes 0.001, then the results are considered statistically 
significant.  In this instance, the hypothesis is supported. 
 
 
Subject: may refer to the idea, heading, concept or matter under 
discussion: example, the subject for the research. It may also be 
used to label the research participants for the research, example: 
the subjects were assigned to either the experimental group or the 
control group. 
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APPENDIX D: CO-PRODUCED OPEN LETTER TO 
RESEARCHERS 

 



 

78   78 

 

 



 

79   79 

APPENDIX E: CO-PRODUCED INCLUSIVE RESEARCH 
PRACTICE GUIDES AND CHECKLISTS 
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