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October 2018 As our European Conference concluded, we are now turning towards the 

presentation of our World Congress in Glasgow, next August! 

This newsletter includes a lot of information coming from our IASSIDD 

Council and different meetings that were help in Athens.  

We hope you will find this interesting and will feel compelled to join us on 

different tasks! 

Sincerely, 

The Executive 

In the council meeting that was held before the congress, the following key messages 

were relayed to all SIRG Chairs: 

Since their creation 15 years ago, Special Interest Research Groups (SIRGs) have 

been viewed as the backbone and heart of IASSIDD. SIRGs are essential in stimu-

lating a sense of belonging to our organization. As such, we are here to rally the 

members and offer direction for both members of our own SIRG and membership 

as a whole. We hold the expertise in our specific interests, and as such the         

IASSIDD council values our input. Hence, SIRGs will be asked to: 

 Ensure participation and engagement of their own membership 

 Organize yearly SIRG activities 

 Provide leadership in relations to all future conferences and World         

Congress, which will translate in being providing track directions for    

reviews of abstracts for conferences, submit academy workshops and 

joint/collaborative symposia with other SIRGS, and identify a member as 

assistant-editor for manuscripts in our area of expertise in JPPID 

The Council has worked very hard at finding solutions to ensure a balanced            

budget. In order to do so, one strategy is to transfer the secretariat of IASSIDD by 

December of 2018 to an independent firm. This firm was chosen based on                 

proposals that were submitted by difference Australian and American firms. 

NEWS FROM THE IASSIDD COUNCIL AND SIRG MEETINGS  

http://onlinelibrary.wiley.com/journal/10.1111/%28ISSN%291468-3148


Membership is ESSENTIAL. Members are what makes our organization. As such, the  

Council is asking each SIRG to continue working on including and recruiting new              

members. On its end, the Council has established a collaborative link with an early              

intervention group from the US, that includes 3000 members. Members of this group will 

be encouraged to join us on our conferences and a new SIRG will then be created. 

Finally, IASSIDD wants to be known and on the Social Media Sphere – You will see messag-

es being posted on Facebook, Twitter and Instagram. Please stay tuned and make sure to 

‘like’ and ‘share’! 

 

MEMBERSHIP NEWS  

We are also asking each of you to continue your efforts in making our organisation and 

SIRG known. Please inform people of our webpage via IASSIDD, our Facebook page, and 

our newsletters.   

Please also make your ideas known as to possible collaborations we can establish around 

the topic of parenting and parents with IDD. We are welcoming anyone who works on top-

ics that could be linked to our main focus: parenting and parents with IDD. As an example, 

last year, two colleagues from Israel, Ran Neuman and Shunit Reiter, who study couple-

hood of persons with IDD have joined our SIRG. 

Again, the more we are, the more fruitful collaborations we can explore, the more we all get 

informed of what is being done internationally to support and understand the realities of 

parents and families headed by persons with intellectual disabilities! 
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Some pathfinders and new Parenting SIRG members enjoying a view over Athens 

 

The Academy 

The Academy offers            

educational programing for          

service providers and       

researchers. 

It relies on each SIRG for 

their research-based        

expertise. Time before each 

conferences and congress is 

allocated for Academy 

workshops, but workshops 

can also be organized         

outside of IASSIDD official 

venues. For example, NNDR 

will hold their bi-annual 

conference in Iceland in 

May of 2021. This could be a 

great opportunity to          

organize a Parenting SIRG 

activity that would be part 

of the Academy. 

https://www.iassidd.org/content/parenting-with-intellectual-disabilities
https://www.facebook.com/Iassidd-Parenting-SIRG-211355105994214/
http://nndr.org/


P a g e  3  
P a r e n t i n g  w i t h  I n t e l l e c t u a l  D i s a b i l i t i e s   

S I R G  N e w s l e t t e r :  2 0 1 8   

IASSIDD EUROPEAN CONFERENCE – ATHENS (2018)  

The 5th IASSIDD Europe Congress, ‘’Diversity and Belonging’’, was held in Athens in July. 

For some of us, students and new Parenting SIRG members, attending and presenting at 

the Congress was a very formative and rewarding experience. 

Taking part in the Congress was an opportunity for us to learn, share and discuss a          

common interest with the primary objective of meeting the parents’ and children’s needs. 

This allowed us to see that, despite cultural and political diversity, families from different 

countries face similar issues, for which we must think about together. We had the chance 

to meet researchers motivated by a common desire to unite their knowledge and expertise 

for improving services and quality of life of families headed by parents with intellectual 

disability. 

On behalf of new SIRG parenting members, we sincerely thank you for having welcomed 

us so warmly, shared with us your experiences and given us the opportunity to present the 

result of our efforts! 

As a result, we are coming back from the Congress with renewed energy to continue both 

our clinical activities and researches, with more tools and knowledge to effectively sup-

port those families and, ultimately, with a greater sense of belonging to the Parenting 

SIRG. It will be a pleasure to meet again next year in Glasgow! 

 

Overview of presentations  

Our SIRG had four sessions of presentations from a number of members. The main topics 

of the presentations were support services and practice with parents with ID, attitudes 

towards parents with ID, and legal issues. Interestingly although presenters were from 

different countries and research environments, we noticed parallels in our findings that 

provided interesting conversation between sessions and potential future collaborations.  

Beth Tarleton talked about successful support for parents with ID in the UK, Annie-

Claude Villeneuve presented a project on support technology from Canada and Gunnel 

Janeslätt’s presentation was on an emerging study in Sweden about baby simulators for 

students with ID. Rahel More talked about public discourse on parenting by people with 

ID in Austria, Marjorie Aunos presented findings from a Canadian study of professionals’ 

conclusions of parenting capacity of mothers with ID and Ran Neumann from Israel held 

a presentation about support staff’s attitudes towards couple relationships of people with 

ID. In the legal issue session, Marjorie Aunos presented findings on quality of intervention 

plans for parents with ID as well as, in a second presentation, quality of parenting capacity 

assessments and James Rice talked about a study of custody deprivation cases in Iceland. 

Sara Stefánsdóttir, also from Iceland, questioned in her presentation whether support  

services actually support parents with ID, Danielle Turney presented social practice theory 

as a possibility to understand successful support for parents with ID in the UK and David 

McConnell talked about collaborations in service for parents with ID.  

IASSIDD Europe Congress  

Diversity & Belonging:         

Celebrating difference 

 July 18 - 20, 2018 Athens, 

Greece 

Diversity & Belonging                

was the theme of the 5th          

IASSIDD Europe Congress in 

Athens, Greece. This theme is 

a celebration of human               

diversity, within spaces         

and places where we feel             

‘at home’. 

 

Future conferences and 

World Congress  

2019; World Congress 

August 6th-9th 

Glasgow, Scotland 

 

2020; Asia-Pacific Congress 

 City TBD, India 

  

2021; Europe Congress 

Amsterdam, Netherlands  

 

2022; World Congress 

Chicago, USA 

https://www.iassidd.org/content/2018ERC
http://www.iassidd2019.com/
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Future prospects  

On the parenting SIRG meeting in Athens, 

upcoming future events were discussed, 

were the next IASSIDD world congress was 

the highlight. The congress will take place 

in Glasgow, Scotland in August 2019, and 

the main theme will be “Future for all”. As 

children are the future, the theme is highly 

relevant for everything that touches upon 

parenting and provides a unique oppor-

tunity for Parenting SIRG members to   

present their work and raise awareness 

about families headed by parents with ID.  

The importance of getting more research-

ers together on the parenting topic and 

establish collaborations between research-

ers was expressed at the meeting. Also an 

interest in “opening” the Parenting track to 

other SIRGs that are closely related to        

parenting, or to combine tracks that have 

topics that intersect, e.g. parenting, policy 

and practice, sexuality, couplehood, and so 

on. It was also thought to be important to 

open this congress platform up for the 

parents themselves and encourage them 

to participate in some way. Researchers 

are urged to start thinking about “Future 

for all” so we can really have an impact on 

the discussion about parenting and        

family life for people with intellectual 

disability. 

Responsibilities and tasks in SIRG work 

should be shared and members are asked 

to be in touch with the executive to offer 

their assistance with several SIRG tasks. 

Please see below for more detail. 

The conference in Athens was an enrich-

ing opportunity and Glasgow promises to 

be even better! 

 

Rahel More, Sara Stefansfottir & Annie-

Claude Villeneuve 

 

 

 

Journal of Policy             

and Practice in                                   

Intellectual                         

Disabilities (JPPID) 

 Official Journal of                 

IASSIDD, aimed at Policies 

and Practices 

 Four editions per year,  

one dedicated to a Special 

Issue that touches on the        

expertise of one of the 

SIRGs 

 New author guidelines         

are available – please go 

check them out! 

Please contact the presenters through our SIRG Emailing-list if you are interested in details 

on any of the presentations. Also, there is a Dropbox folder available with all our                     

presentations from the parenting track, please visit www.tiny.cc/Athens2018 to gain access.  

IASSIDD WORLD CONGRESS – GLASGOW 2019  

The World Congress will be held on August 6th to 9th 2019 in Glasgow. The theme is “A 

Future for All”, which refers to a future for people with IDD, their families and of course 

our organization. 

As SIRGs are at the heart of the organization, it has been emphasized that each SIRG will 

be in charge of their own track. Thus, Glasgow will have a ‘parenting and parents with IDD’ 

track and SIRG chairs will become track director (or will name one of their members). The 

track director along with two or three members serving as reviewers, will offer blind           

reviews for the abstracts that will be submitted and will work with the organizational                 

committee. 

To ensure collaboration and establish partnership and communication within IASSIDD, 

each SIRG will be asked to develop ‘collaborative symposia or track’ with other SIRGS.  

https://onlinelibrary.wiley.com/journal/17411130
file:///C:/Users/fdsa/Documents/Custom Office Templates
http://tiny.cc/Athens2018
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A few joint workshops are being discussed amongst different SIRGs and a professional day 

might be in the works as well. More information to follow on those in the next few months!  

Some ideas suggested here, as joint and Parenting SIRG symposia or roundtables: 

 Reproductive health inequities in women with IDD and its impact on policies and 

practices  

 Challenges in researching relationships / couplehood, sexuality and parenthood in 

low income countries or harder to reach communities due to different value systems 

(the under represented)  

 Attitudes and mindset 

 Interventions and support 

 Contextual factors 

 System’s capacity and system’s abuse 

 Collaboration and service pathways 

Please let us know what you think about these! If you are interested in one of these themes, 

please contact the executive and let us know. You can also let us know of any other theme 

you are working on and would be interested in presenting to Glasgow. 

Finally, as SIRGs we will also need to ensure we have a few easy-read abstracts and plain 

language presentations or symposia, to ensure accessibility of the program. We should also 

promote poster presentations as a useful format to relay information about our specific 

projects. 

 

NEW PUBLICATIONS AND RESOURCES  

We encourage you to check out the following new publication. Don’t forget to  let 

us know when new studies are published in the field! 

Susan Collings, Margaret Spencer, Angela Dew, & Leanne Dowse (2018). ‘She was there if I 

needed to talk or to try and get my point across’: specialist advocacy for parents with 

intellectual disability in the Australian child protection system, Australian Journal of 

Human Rights, 24(2) 162-181. DOI: 10.1080/1323238X.2018.1478595 

IASSIDD World Congress  

A Future for All  

 August 6 - 9, 2019 Glasgow, 

Scotland 

The next World Congress will 

be held August 6th to 9th 2019 

in Glasgow. The theme is “A 

Future for All”, which refers to 

a future for people with IDD, 

their families, and of course, 

our organization. 

Register your Interest 

Parents with intellectual disability are 

overrepresented in child protection matters 

due to a combination of socioeconomic 

disadvantage and assumptions of parenting 

incapacity by child welfare workers and 

courts. Inability to understand the investi-

gation process or instruct a solicitor can 

deny these parents equal access to justice. 

Specialist support can ensure parents     

exercise their legal capacity to participate 

in proceedings and have their views 

heard. Semi-structured interviews were 

undertaken with parents with intellectual 

disability (n = 10) who accessed a specialist 

advocacy programme in New South 

Wales, Australia. Thematic analysis was 

used to identify the influence of advocacy 

on parents’ experiences. Parents felt pow-

erlessness as they navigated a bewildering 

child protection and court system that 

https://www.tandfonline.com/doi/abs/10.1080/1323238X.2018.1478595
http://www.iassidd2019.com/
https://inconference.eventsair.com/iassidd-2019/register-interest/Site/Register
http://www.iassidd2019.com/
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PRESENTATION OF MEMBERS  

No new members or recent graduates at this time 

 

YOUR INPUT IS NEEDED ON OUR FUTURE ENDEAVORS  

As you read on news of our organization and SIRG, we are now soliciting your help on           

certain elements: 

 If you are interested in being an Abstract Reviewer for Glasgow’s submissions, please 

let me know; 

 If you have a skill in Social Media and would like to support our SIRG in being ‘out 

there’, please let me know. We are looking for someone (or multiple people) with some 

experience (and with an account) on Facebook, Twitter and Instagram. 

 If you are interested in the role of Assistant-Editor of JPPID for our SIRG, email me; 

 Or, if you have any ideas in relation to Policies and Practices and Parenting by 

persons with IDD, that could be featured in an official position-paper from our 

SIRG or a Special Issue, please let your ideas known! 

 Concerning Glasgow, we are looking for ideas for our collaborative tracks (theme, 

description, possible SIRGs to collaborate with and researchers to invite). 

 We will welcome any proposal for presentations or symposium that include    

issues around sexual health and family planning, relationships and couplehood, 

family and children of parents with ID, early intervention, social support and     

services, policies and practices, self-advocate voices and any topic related to         

parenting and parents with ID. 

 We are also looking at organizing an Academy Workshop prior to IASSIDD and also a 

professional day shortly after. All members from UK, especially if you are from Scotland, 

but also anyone who would see an interest in participating in such activities, please 

make yourself known! Beth Tarleton is already working hard in establishing contacts, 

and I know there are more of you interested as well! 

had prejudged them unfit to parent. This 

compounded the grief and loss of child 

removal. The advocate played a critical role 

in creating a bridge between parents and 

professionals. This helped to build parents’ 

skills and confidence and improve the        

disability awareness of professionals. Spe-

cialist advocacy for all parents with intel-

lectual disability in care proceedings is 

consistent with Australia’s obligations 

under the Convention on the Rights of 

Persons with Disabilities.  Inclusion and Exclusion in 

the Welfare Society  

 May 8 - 10, 2019                

Copenhagen  

Nordic Network on Disability 

Research (NNDR) conferences 

welcome researchers, policy 

makers, activists and              

practitioners to share scholar-

ship and ideas, and provides 

an inclusive forum for Nordic 

and international collabora-

tion in disability studies. 

 This year’s conference focuses 

on contemporary and              

historical perspectives on         

inclusion and exclusion in the 

society in general, and the 

welfare society in particular, 

as well as related challenges in 

terms of research, policy and 

practice. 

 Call for Papers on Now!  

www.nndr2019.org 

 

http://www.nndr2019.org/
http://www.nndr2019.org/
https://inconference.eventsair.com/iassidd-2019/register-interest/Site/Register
http://www.nndr2019.org/
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 A New Executive for our SIRG should be named at the World Congress. At this point, 

we welcome any self-nominations and nominations until December 1st, 2018. A nomina-

tion needs to be accompanied by a one-paragraph (max 10 lines), describing who you 

are, where you work, and any connection with IASSIDD SIRG. At that point, an email 

will be sent to all SIRG members to ask for a vote as to who will be part of the new        

executive for 2019-2022. In order to vote or be nominated, you will need to be a           

registered IASSIDD member as of December 1st, 2018. 

 We need cross-cultural / continental representation 

 We also need to cover the following tasks / responsibilities:  

 Chair: usually is representative to IASSIDD Council, completes reports (with 

treasurer), monitors SIRG activities, track director for conferences 

 Vice-Chair (alternative to council meetings) 

 Treasurer 

 Communications officer (website, social media coordinator)  

 Social media communicators (could be more than one) 

 JPPID Associate Editor 

 

Your SIRG Executive: Margaret Spencer, Susan Collings, Traci Laliberte, David McConnell, 

Mikaela Starke, Hanna Sigurjonsdottir, Iva Strnadová and Marjorie Aunos 

 

CONTACT INFORMATION: 

Margaret Spencer (margaret.spencer@sydney.edu.au) 

Susan Collings (susan.collings@sydney.edu.au) 

Traci Laliberte (lali0017@umn.edu) 

David McConnell (david.mcconnell@ualberta.ca) 

Mikaela Starke (mikaela.starke@socwork.gu.se) 

Hanna Sigurjonsdottir (hbs@hi.is) 

Iva Strnadová (i.strnadova@unsw.edu.au) 

Marjorie Aunos (ninja.marj@gmail.com)  

What is Happening 
Around the World? 

If you have any            
project you are currently 

working on and would 
like to share with us, 

please send us an email! 

YOU are important to 
the SIRG: continue to 

inform us of your 
achievements and           

successes! 

Anything new in          
research or clinical 

practice in your area? 
Please let us know! 

mailto:margaret.spencer@sydney.edu.au
mailto:susan.collings@sydney.edu.au
mailto:lali0017@umn.edu
mailto:david.mcconnell@ualberta.ca
mailto:mikaela.starke@socwork.gu.se
mailto:hbs@hi.is
mailto:i.strnadova@unsw.edu.au
mailto:ninja.marj@gmail.com

