
Happy World Down Syndrome Day!  

Welcome to the first update from the IASSIDD DS SIRG. Your 
executive hopes you find this interesting and helpful in keeping you in 
touch with our group. Check out the latest articles about Down 
syndrome published in JPPID (a subscription is a membership benefit 
of IASSIDD), get ready for our presence at the next IASSIDD 
congress and use the suggestion box to let us know what is happening. 

From the Chair 
It is with deep sadness that I begin with the news of the death of our dear friend, colleague and 
founding member of the DS SIRG executive, Dr Giorgio Albertini. I had the privilege to get to 
know Giorgio well over the last few years and enjoyed the hospitality of he and his wife in Rome 
when he hosted one of our SIRG meetings. He was a generous, warm and supportive colleague 
who has left a legacy of research that has improved the quality of life of people with disability in 
Italy and beyond.  

Back in August, we hosted our first research day of the SIRG prior to the IASSIDD congress. It 
was a day of fruitful discussion. Our research methodologies are very diverse, which led to 
fascinating conversations.  

Monica Cuskelly set the day off to a stimulating start with her provocation, “Down Syndrome 
Research: Looking Forward”. Participants then introduced their work in a single slide. That 
prepared the ground for research conversations on issues important to the group. The challenges of 
undertaking quantitative research with small samples was discussed at length by one group. 
Another considered informed ethics approval. An outcome of this is our goal to curate a collection 
of participant information protocols – easy read letters, visual stories etc. that can be used as 
models for other researchers. 

During the congress, there were many stimulating papers from the field of Down syndrome. The 
master lecture given by Antonia Coppus finished the congress on a high note with discussion 
flowing past the appointed close of meeting.  

At the end, our SIRG made a presentation to our ‘elder statesman’, Roy Brown, who was a 
driving force for the establishment of our SIRG and served as the inaugural chair until the 2016 
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AGM. Roy’s support for research in the field of ID and DS in particular is legendary and 
continues. His work for the SIRG continues as Past-Chair on the Executive. 

We are keenly looking forward to a great presence of DS researchers at the forthcoming Asia 
Pacific congress. What a great chance to visit a fascinating part of the world while contributing to 
furthering the scientific study of Down syndrome. Our SIRG in conjunction with the IASSIDD 
Academy may present workshops for local practitioners and researchers before or after the 
congress. In the meantime, send off your abstract for the congress. 

Finally, I look forward to meeting you and hearing of your work. Don’t forget to renew your 
membership so we can stay in touch. 

Dr Rhonda Faragher 
21 March, 2017 

IASSIDD congress awards from the DS SIRG 
At the August congress, the DS SIRG was delighted to present travelling bursaries to our award 
recipients: Rose Nevill and Beth Rees. Here are the abstracts for their presentations. We look 
forward to hearing more of their research throughout their careers. 

Mental and behavioural health of young adults with Down syndrome 
B. Benson (benson.3@osu.edu)* & R. Nevill 
*Ohio State University, USA 
Aim: To characterize the mental and behavioural health of young adults with Down syndrome 
(DS). 
Method: The sample consisted of 86 individuals (mean age (SD) = 33.3 (12.6) years) seen through 
a specialized DS clinic. Data were collected on demographic variables, medications, mental 
health, behavioural health, life experiences, stressors, living environment, and employment. 
Participants were grouped by age: 
youth 16-25 (n=31), middle-aged 26-49 (n=41); and aging 50+yrs.(n=14).  
Results: Young adults experienced higher rates of negative life events than older adults. Negative 
life events were associated with mental health concerns, specifically depressed mood, general 
anxiety, and social avoidance as well as problematic behaviours including irritability and lethargy. 
There was a steady increase in the use of anxiolytics and mood stabilizers with age. 
Conclusions: The significant changes in lifestyle and social relationships that occur during 
transition years, such as leaving school and starting a job or day program, can be particularly 
impactful on young adults. Without adequate support, these life events may contribute to mental 
health and behavioural problems. 
 

Parent observations of the language use of preschool children with Down syndrome 
S. Foster-Cohen (Susan.fostercohen@championcentre.org.nz)*, A. van Bysterveldt & B. Rees 
*University of Canterbury & The Champion Centre, NEW ZEALAND 
Aim: Children with Down syndrome (DS) present with uneven profiles of pragmatic development. 
However, effective family-focussed intervention requires both professionals and parents to 
understand the precise nature of each child’s profile.  
Method: Parents of 26 children completed the Language Use Inventory (O’Neill 2009) and the 
MacArthur-Bates Communicative Development Inventories. 13 children with DS (mean age 51.15 
months; SD=11.65) were pairwise matched on Language Use Inventory Total Score to 13 
typically developing (TD) children (mean age 18.62 months; SD=6.76). Total scores ranged from 
14 to 136 out of a possible 161. Results: While the children with DS have larger vocabularies 
(mean 216.6 (DS) vs. 164.5 (TD)), those vocabulary gains have been achieved in the face of 
challenges to teaching and to comprehensibility. Similarly, although both groups use language 
equally to draw attention to a focus of interest, the children with DS make fewer relevant 
comments and questions than their TD matches and use language less spontaneously and less 
relevantly. 
Conclusions: Parents ’ contributions to their child’s communication intervention programme can 
be more effective through precise reflections guided by parent questionnaires. 
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World Down Syndrome Day awards 
Down Syndrome International, our partner organisation, takes the lead in acknowledging World 
Down Syndrome Day, a United Nations event. The day, held on 21st March each year (in 
recognition that Down syndrome arises from the triplication of some or all of the 21st 
chromosome) was first officially observed in 2012 after 78 countries sponsored the resolution. 

In conjunction with this day, DSi gives awards every three years. This year’s awards include three 
that acknowledge outstanding contribution to research. The following is from Down Syndrome 
International’s website: https://ds-int.org/news/wdsd-awards-2017 

Congratulations to Monica Cuskelly and her team for the DSRP award, as well as the other 
awardees. 

Scientific	Awards	
	
2	individuals	receive	an	award	for	outstanding	contribution	towards	scientific	advancement	
related	to	Down	syndrome:	
	
Dr	Pat	Gunn	(Australia)	–	Dr	Gunn	is	now	retired	and	in	her	eighties	but	she	dedicated	her	entire	
working	life	to	researching	development	in	children	with	Down	syndrome.		Her	research	explored	
the	psychological	and	environmental	factors	influencing	how	pre-school	and	school-aged	children	
with	Down	syndrome	acquire	social	and	academic	skills.		The	potential	practical	implications	of	
this	research	were	always	at	the	forefront	of	her	thinking	and	she	was	one	of	the	first	researchers	
in	the	field	to	look	at	development	in	Down	syndrome	through	the	lens	of	the	wider	family.	
	
Professor	Jennifer	Wishart	(Scotland,	United	Kingdom)	–Professor	Wishart	has	made	an	
enormous	contribution	to	the	assessment	and	education	of	children	with	Down	syndrome	all	over	
the	world.	Prof	Wishart	has	always	been	at	the	forefront	of	the	latest	research	and	she	continues	
to	mentor	others	and	contribute	towards	research	at	Moray	House	School	of	Education	in	
Edinburgh,	Scotland.	
	
1	organisation	receives	an	award	for	outstanding	contribution	towards	scientific	advancement	
related	to	Down	syndrome:	
	
The	University	of	Queensland	Down	Syndrome	Research	Program	(Australia)	-	This	award	is	for	
the	Down	Syndrome	Research	Program	at	The	University	of	Queensland	–	the	researchers,	
participants	with	Down	syndrome,	families	and	benefactors.	The	program	has	included	a	number	
of	aspects;	however,	the	centre	piece	is	a	longitudinal	study	which	began	with	babies	and	their	
families	in	1978.	In	2018,	the	longitudinal	study	will	celebrate	40	years	of	continuous	research	
with	these	individuals	and	their	families. 



Meet the executive 
At the IASSIDD congress in August 2016, our SIRG held its AGM and elected the following to 
the executive. 

Chair Dr Rhonda Faragher, PhD 
School of Education 
The University of Queensland, Australia 
r.faragher@uq.edu.au 
 
Research interests: Inclusive education; 
mathematics education; Educational 
quality of life 
 

 

Vice-
chair 

Prof Monica Cuskelly, PhD 
Faculty of Education 
University of Tasmania, Australia 
Monica.Cuskelly@utas.edu.au 
 
Research interests: Cognitive development 
over the lifespan; self-regulation and 
mastery motivation; mental health; family  
 

 

Secretary/ 
Treasurer 

Dr Karen Watchman, PhD 
Faculty of Health Sciences and Sport 
University of Stirling, Scotland, UK 
Karen.Watchman@stir.ac.uk  
 
Research interests: ageing and dementia 
 

 

JPPID 
Associate 
Editor 

Prof Jill Porter, PhD 
Institute of Education 
University of Reading 
Reading UK 
j.porter@reading.ac.uk 
 
Research interests: early maths 
development and learning, environmental 
supports, research methodologies and 
special populations 
 

 

Past chair Dr Roy Brown, PhD 
University of Victoria 
Victoria, Canada 
royibrown@shaw.ca 
 
Research interests: quality of life, 
adulthood and ageing, family quality of life  

Members 
at Large 

Dr Giorgio Albertini  



5 

 Professor Sue Buckley OBE 
CPsychol CSci AFBPsS 
Down Syndrome Education International 
Emeritus Professor of Developmental 
Disability, Dept Psychology, University of 
Portsmouth, UK. 
 
Sue.buckley@dseinternational.org 
Research interests: language and reading 
development, early intervention, education 
 

 

 Masauso Chirwa  
 Antonia Coppus, MD PhD 

Department of Primary and Community 
Care, Radboud University  Nijmegen 
Department of epidemiology Erasmus 
University Rotterdam, The Netherlands 
 
Tonnie.Coppus@Radboudumc.nl 
Research interest: health, ageing and 
dementia, genetics, communication 
 

 

 Dawn McKenna 
Executive Director 
Down Syndrome Research Foundation 
Burnaby, BC Canada 
dawn@dsrf.org 

 
 

In memory of Giorgio Albertini  
With the death of Giorgio Albertini we have lost a great advocate both for people with IDD, their 
families and those like us who, through research and practice, use our skills for improvement of 
individual lives. Giorgio was one of those people, who not only spoke in favour of new 
developments and progressive updating of existing activities, but also put words into action in 
very practical ways.  

From 1997, Giorgio Albertini, was Head of the Child, Adult, Aging Developmental Centre and 
Director of the Department of Congenital Disability and Evolutionary Sciences, Motor and 
Sensory IRCCS San Raffaele – Pisana. He was the referring physician of the Lazio Region for 
neurorehabilitation (especially for "paratetraplegic acquired and congenital"). 

Giorgio saw the importance of communicating findings and therefore, the importance of 
IASSIDD. He hosted conferences, such as the Congresso Internazionale sulla Sindrome di Down 
in Rome in November, 2013 where our DS SIRG held one of our first meetings. Giorgio’s interest 
in the promulgation of research findings led him to be a strong supporter of our journal – JPPID 
with financial support from his centre. He saw not just the importance of high quality research in 
the field of IDD but the critical importance of ensuring the translation to policy and practice. 

With gratitude, we recognise his contribution to our SIRG. 
Above all, Giorgio Albertini was a firm friend and we will miss him dearly. 

 



 

Upcoming Congresses 
2017 IASSIDD 4th Asia-Pacific Regional Congress 
13-16th November, Bangkok, Thailand 
 

Call for abstracts is closing soon! Call for Papers 

We will have a DS stream of papers from SIRG members. 
What a great opportunity to hear where the field is up to and to 
share your contribution.  

Hold the Date! 
The World Down Syndrome Congress will take place in Glasgow, Scotland from 24-27 July 2018. 
More to follow in future newsletters and you can register your interest here 
http://www.wdsc2018.org.uk/ 

From your JPPID Associate Editor 
Dr Jill Porter represents our SIRG on the JPPID Editorial Board as Associate Editor. Why not 
submit a manuscript? Jill would be happy to assist you. 
 
These are the latest articles from JPPID on DS. We had a special issue on Down syndrome 
published last year. http://onlinelibrary.wiley.com/doi/10.1111/jppi.2016.13.issue-2/issuetoc  
 
A subscription to JPPID is a benefit of membership of IASSIDD. Log in as a member and at the 
top right, drop down your account and you will find the journals you have access to. 

Members’ update 

We will rely on your input for future editions but have started with some committee news 
and updates: 

Karen Watchman has a new book Intellectual Disability and Dementia: A Guide for Families 
published in March 2017. She is currently working with Professor Matthew Janicki to develop a 
series of reports, position papers and articles following an international summit meeting in 
Scotland on this topic. More information can be found at  
http://www.learningdisabilityanddementia.org/id-dementia-summit.html    

Monica Cuskelly, along with other members of the Down Syndrome Research Program (based at 
The University of Queensland), is working with families and adults with Down syndrome on the 
current tranche of data collection of the longitudinal study which is in its 39th year. 
 
Roy Brown, Karen Watchman and Margaret Kyrkou have been contracted to write a chapter 
on the History of Down syndrome for a new book on Down syndrome being edited by Jake 
Burack and colleagues. Contact Roy Brown for more information.  

Call for papers closing 
31st March, 2017 
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Renew your membership 
IASSIDD memberships are based on calendar years. Renew now and remember to put the DS 
SIRG first on your list of SIRGs! 

You can renew your membership here: https://www.iassidd.org/membership/details 

Suggestion box 
Let us know what research you are doing in the field of Down syndrome. We can feature your 
projects or updates in forthcoming editions. 

Send us your ideas for the SIRG. (Click on the box or email r.faragher@uq.edu.au ) 

IASSIDD – the International Association for the Scientific Study of 
Intellectual and Developmental Disabilities 

 
 

Suggestion for DS Sirg newsletter 
 


