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General meeting 

Time: 13.30 - 14-45 

Agenda 

Welcome & Introductions  

Minutes of previous AGM (Halifax, 2012) 

Report of the Chair 

 Year's activities 

 Working with other SIRGs 

 Linking with the IASSIDD Academy  

Treasurer's report 

Recommendations from Tokyo 

Planning for Future meetings 

General Business 

SIRG Fellowship and Travel Award announcement 

Below you will find links to announcements of funding from SIRGs for students or early career 

researchers to travel to Halifax, for those of you who are considering providing similar grants 

for Vienna, 2014. 

SIRG Fellowships: https://iassid.org/index.php?option=com_content&id=158 

SIRG Travel Award: https://iassid.org/index.php?option=com_content&id=161 

 

14.45-15.00  Break 

https://iassid.org/index.php?option=com_content&id=158
https://iassid.org/index.php?option=com_content&id=161


 

 

 

RESEARCH AND PRACTICE MEETING  

1500 -17.00 

 

15:00 – 16:30  Research presentations 

(Each speaker will have 15 minutes for presentation and discussion) 

KAR EN WAT CHMAN  

Talking to people with Down syndrome about dementia 

ARI EL TEN EN BAUM  

The impact of Toxic Stress on individuals with Down syndrome 

MAR Y HO GAN  

Aging and Down Syndrome: Family Challenges 

SUE BUCK LEY  

Visuospatial memory training 

MAR GAR ET  KYRKO U  

A Multicentre Prospective Research Proposal on puberty, menstruation and 

pain in females with Down syndrome 

G IOR GIO  ALBERTI NI  &  MANUELA GALLI  

Movement as cognitive function : experimental data on Down Syndrome. 

RHON DA FARAGHER  &  ROY  BROWN  

Family quality of life and Down syndrome 

 

16:45 – 17:00  Setting a research agenda for the SIRG 



 

 

 

DOWN SYNDROME SIRG  ROUNDTABLE –  ABSTRACT  
 

TALKING TO PEOPLE WITH DOWN SYNDROME ABOUT DEMENTIA 
KAREN WATCHMAN  

Should people with Down syndrome be told that they have dementia? Internationally, 

Dementia Strategies state that everyone has a right to know of their diagnosis. Intellectual 

disability guidance and policy documents in the UK refer to the importance of including 

people with intellectual disabilities in future planning and in any decisions made concerning 

them.  

On this basis, the answer is ‘yes’. But what is the best way to communicate and share this 

type of bad news? Will it even be perceived as bad news by someone who may not 

understand what it means to have dementia? The reality is that many choose not to say 

anything as it is easier not to, or there is a belief that the person will not understand. It can 

be tempting to break bad news quickly and move on without providing additional 

information or checking understanding.  

Watchman and Tuffrey-Wijne (forthcoming 2014) have developed a model, as yet untested, 

based on the ‘Breaking Bad News’ programme of research (Tuffrey-Wijne, 2013). Tuffrey-

Wijne offers an evidence base for the use of ‘Breaking Bad News’ guidelines to share the 

diagnosis of cancer to people with intellectual disabilities. This model has been adapted by 

Watchman and Tuffrey-Wijne and will be presented (by KW) in relation to talking to people 

with Down syndrome who have a diagnosis of dementia, suggesting how it may help people 

to make sense of their changing situation. It moves away from the previously seen linear 

‘stepped’ approach, to consider how information can be presented in ‘chunks’ based on the 

individuals current understanding at different stages and their previous experience. The 

intention is to evaluate this model in practice, nationally and internationally, and to produce 

easy-read guidance.  

DR KAREN WATCHMAN 
ALZHEIMER SCOTLAND LECTURER IN DEMENTIA 
ALZHEIMER SCOTLAND CENTRE FOR POLICY AND PRACTICE 
UNIVERSITY OF WEST OF SCOTLAND 
karenwatchman@hotmail.com  

mailto:karenwatchman@hotmail.com


 

 

 

THE IMPACT OF TOXIC STRESS ON INDIVIDUALS WITH DOWN SYNDROME 
ARIEL TENENBAUM MD* 

* Director, Down Syndrome National Center, Hadassah University Medical Center, Jerusalem, Israel. 

Introduction:  

Toxic Stress (TS) is the extreme, frequent, or long term activation of the body stress 
response which results from childhood adverse experiences e.g. acute and chronic serious 
diseases, physical and psychological/emotional abuse and neglect, and severe poverty and 
hunger. As opposed to positive or tolerable stress, TS affects the neuro-endocrine-immune 
network and its adequate response, and has a potentially long lasting impact on early brain 
development, structure and function. Exposure to TS is a strong risk factor to many health 
outcomes across the life spam including cardiovascular disease, malignancies, and psycho-
social and mental problems. Prevention/reduction of TS as well as a nurturing environment 
and supportive adults can improve health and well being.  

Individuals with Down syndrome (DS) are at risk for many physical as well as psycho-social 
and behavioral problems that may be congenital or develop later in life. There is also a 
developmental delay and usually lower cognitive and functional abilities compared with the 
general population. Interestingly there is a wide range of these abilities among the DS 
population as well as a large variety of medical conditions that a person with DS may or may 
not develop. The reasons for these differences among people who have the same 
chromosomal condition are still explored.  

Children with DS may be exposed to TS. The impact of TS in the IDD population and 
particularly in the DS population is not well described and understood.  

Hypothesis:  

Early life exposure to TS may result in lower cognitive/functional abilities and lower health 
status in individuals with DS. This population may react differently to various childhood 
adverse experiences and be at higher risk to develop long term problems compared with the 
general population.  

Methods (in brief):  
Population- A large cohort of individuals with DS.  

Data- Collection of demographic and socio-economic parameters, information on health 
problems and complications, scoring of early childhood adverse experiences, assessments of 
cognitive and functional abilities. 

Analysis - possible correlations between exposure to TS and existing health/mental 
problems and abilities. 

Relevance and applications: The results of this study may provide possible 
explanations to the wide spectrum of diseases and level of abilities in DS and show potential 
early intervention opportunities to reduce TS and improve function and well being. 



 

 

 

AGING AND DOWN SYNDROME: FAMILY CHALLENGES 

MARY C. HOGAN, MAT* 

* National Task Group on Intellectual Disabilities and Dementia Practices 

ABSTRACT 

Background:  

As individuals with Down syndrome experience an extended life span, they and their 

families face numerous challenges. With the increased possibility of a diagnosis of 

Alzheimer’s disease, families need to: 

 Understand the importance of establishing baseline information by age 40 

 Become familiar with features of accelerated aging, co-occurring conditions and the 
importance of a differential diagnosis 

 Consider financial, legal and medical planning 

 Initiate dialogue about anticipated needs and roles with family members and care 
providers 

 Establish a support system that will enable the individual and family to maintain 
quality of life and care   
 

Commentary:   

Discussion will focus on the challenges that families face regarding health care information, 

resources and long term planning, a sensitive and often avoided topic.  

Frequently aging family members find themselves with depleted physical and emotional 

resources as care giving responsibilities become more complex and are compounded by 

medical diagnoses across generations. Planning, coordination of care and long term 

supports are often sought in the midst of a family crisis. 

 

Conclusion:  

A systematic approach to issues related to aging with Down syndrome requires education, 

advance planning and a comprehensive care coordination team with a focus on both quality 

of care and quality of life. 



 

 

 

VISUOSPATIAL MEMORY TRAINING 

SUE BUCKLEY 

Abstract 

This presentation will report the impact of a computerised visuospatial memory training 

intervention, Cogmed preschool version, on the memory and behavioural skills of children 

with Down syndrome1. Teaching assistants were trained to support the delivery of the 

intervention to individual children over a 10-16 week period in school. Twenty-one children 

aged 7-12 years were randomly allocated to either an intervention or a waiting list control 

group. Following training performance on trained and non-trained visuospatial short term 

memory tasks was significantly enhanced for the children in the intervention group. This 

improvement was sustained four months later. The waiting control group received training 

after the RCT phase. Comparable gains were observed for this group at the end of their 

training period. Some effects were observed on behaviour and executive function measures. 

A larger trial is needed to explore these findings and their practical significance further, 

ideally with a verbal short-term memory component in the training. The challenges of 

developing protocols and measures for intervention research will also be discussed. 

 

1. Bennett, S.J., Holmes, J., Buckley, S. (2013) Computerized memory training leads to 

sustained improvements in visuospatial short-term memory skills in children with Down 

syndrome. American Journal on Intellectual and Developmental Disabilities. 118, 179-192. 



 

 

 

‘A MULTICENTRE PROSPECTIVE RESEARCH PROPOSAL ON PUBERTY, MENSTRUATION AND 

PAIN IN FEMALES WITH DOWN SYNDROME.’ 

MARGARET KYRKOU 

 

A retrospective study of females with Down syndrome identified totally unexpected findings 

in relation to puberty and its timing, menstruation and its timing, and the ability to indicate 

pain in all circumstances. 

The retrospective study highlighted the impact on the female with Down syndrome and 

those around her, but more specific data can only be obtained by means of a prospective 

study. 

As many females with Down syndrome regularly attend Down syndrome specific clinics, 

mainly in hospitals, much of the required information would be gathered as part of a clinical 

protocol, but the information is not used to provide a worldwide perspective. 

The Down syndrome SIRG members are in an ideal position to facilitate such a study, which 

would provide invaluable information for those managing the female with DS during such a 

significant phase of life. 



 

 

 

FAMILY QUALITY OF LIFE AND DOWN SYNDROME 

ROY BROWN AND RHONDA FARAGHER 

Although family quality of life (FQoL) as an area of study has developed considerably 

over the past few years little specific work has been done on Down syndrome per se 

although research samples often include some members with Down syndrome.  

Specific work with the FQoL Survey has been carried out and published by Roy 

Brown and colleagues (Brown et al., 2006) with different but very relevant family life 

experiences in comparisons between Down syndrome versus other conditions.  

Bertoli and colleagues (Bertoli et al., 2011) using survey techniques have also 

underscored the challenges facing families particularly as people with Down 

syndrome age. 

Much work to date has been with generic groups of people with intellectual or 

developmental disabilities (IDD) which sometimes included people with Down 

syndrome. However, little work has been done regarding FQ0L and Down syndrome 

with respect to the following variables: changes as a child with Down syndrome 

grows up and ages; gender differences; the effect on families when a child with 

Down syndrome has multiple conditions; and variation that can occur between 

countries. Similar research in the broader field of IDD has led to relevant findings 

relevant to policy and practice (Brown and Brown, shortly to be published, Zuna, 

Brown, & Brown, 2014), but specific research in the field of Down syndrome is now 

urgently necessary. 

We are proposing research into these issues using the FQoL Survey, which has been 

employed to date in about 20 countries but mostly with wide ranging groups of 

persons with IDD. We are interested in colleagues working with us and developing 

the method and procedure for research amongst families with a member with Down 

syndrome by approaching national and local Down syndrome associations in 

selected countries, including economically advanced and less advanced countries. 

We would also include age ranges so we can monitor changes in relation to age and 

conditions.  We suggest considering using the shortened version of the FQOL survey 



 

 

 

plus a sub sample using face to face or on line interviews (possibly using SKYPE) to go 

into depth of family needs and supports required. 

Since the work noted above on the FQOL in 20 countries has cost very little using 

essentially colleagues’ own interest time we believe this project could effectively go 

forward utilising small amount of funding. If the Down SIRG backs this project we 

would suggest forming a small committee with representation from Down Syndrome 

International; of which Rhonda is the Scientific Advisory chair, and building an 

integrated project with international relevance.  
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