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The symposium

From the 23 to 27" October, 2007, a

multi-disciplinary group of 80 leading

scientists and practitioners from across

the world came together in Portsmouth,

UK, to

o review our understanding of Down
syndrome

o identify and prioritise future research
directions and

o identify best practice in development,
education and health care.

The participants included representatives

of major Down syndrome support organi-

sations, parents and family members.

The aims

The over-riding aim of this meeting was to

identify what we, as world experts in this

field, should be doing to improve quality
of life for children and adults with Down
syndrome in the next 5 years.

In a tightly packed programme for a full
3 days, we set out to explore a number of
important themes:

o The current state of knowledge in
genetics, neuroscience, developmental,
cognitive and educational psychology,
communication science and key areas
of health and behaviour.

« Theleadinghypothesesof currentinter-
est and future directions in research

o The opportunities for interdiscipli-
nary collaboration and pooled data
resources

o The best practice in research methods
and study design for working with peo-
ple with Down syndrome

« The practical implications of current
research for effective educational and
developmental interventions and pre-
ventative healthcare

o The factors involved in transferring
knowledge from research to practice

« The outcomes from research and prac-
tice for quality of life improvements for
people with Down syndrome

The process

Papers prepared in advance

All the participants had put in a consider-
able amount of work in advance to ena-
ble us to meet these aims and to cover as
much ground as possible. In topic-specific
expert groups, they prepared reviews of
the knowledge in their area, addressing
the issues set out above.

Plenary sessions only

One aim of the meeting was to share
knowledge across the different disciplines
all working in this field. Researchers in
different disciplines do not always have
the opportunity to learn about the work
in other disciplines and discuss issues
together therefore everyone attended and
participated in all sessions. This was a val-
uable part of the symposium with much
lively debate between those from different
backgrounds during the sessions and in
breaks and mealtimes.

Views from different perspectives

A further aim was to share views from
different perspectives as practitioners
and parents often have different priorities
from those of researchers — and different
perspectives on the issues that research-
ers are studying. This worked well and
there was much sharing of views but, on
reflection, practitioners should have been
given more time on the schedule to actu-
ally present their work and experience to
researchers rather than contribute mainly
through the discussions which followed
the research presentations.

Broad cover and an ambitious
programme

The topic sessions covered what is known
about the genetics and molecular biology
of Down syndrome, brain-imaging, brain
development and brain function, atten-
tion, memory, early social-emotional,
motor, and cognitive development, fam-
ily adaptation, sleep, hearing, vision and
autism/dual-diagnosis, early intervention,
behaviour, speech and language, literacy
and numeracy. Other sessions considered

the methodological challenges of con-
ducting developmental research, what
developmental research suggests about
key opportunities for interventions and
the challenges faced when trying to trans-
late research findings into practice.

What are the next priorities?

The final half day of the main meeting was
devoted to pulling together the outcomes
of the earlier sessions and identifying how
we can move science and practice forward
- what were the key issues, challenges and
priorities for improving quality of life for
children and adults with Down syndrome
in the next 5-10 years. In this session
we also drew on the experience of other
ongoing review groups and the examples
of some other disability organisations.
The full programme and list of partici-
pants is available at http://www.downsed.org/
news/2007/10/symposium-hosted.aspx

The outcomes

A knowledge update

The first and very significant outcome of
the symposium was that we all learned a
great deal from all the presentations in the
course of the 3 days. Papers based on these
presentations are currently being pub-
lished in full in Down Syndrome Research
and Practice starting in this issue (online
at  http://www.down-syndrome.org/research-prac-
tice/advance-online/ ). They provide a review
of what is known, what is known that can
be applied in practice and what the next
research questions are in each specific area.
These are the first steps towards drawing
up a priority list of research studies and
finding funding for them.

Future priorities

The second outcome was a consensus on a
number of issues that we need to tackle as
a community. A number of common con-
cerns emerged - specifically the need for
more longitudinal studies, including stud-
ies designed to understand development
over time and key influences on develop-
mental trajectories, the need for larger
data sets which could be achieved by
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multi-centre studies and collaboration, the
need to develop shared protocols so that a
data bank could be established and data
shared and the need to carefully consider
study design and control group matching
in order to be able to compare studies. The
importance of more multi-disciplinary
work was emphasised - the need to bring
together the expertise, perspectives, tools
and techniques from different disciplines
to answer questions about brain/behav-
iour relationships and development. The
complexity of understanding develop-
ment overtime, the interacting effects
of strengths and weaknesses in different
aspects of development and the issues
involved in capturing family complexity
across the life span were discussed as were
the benefits of cross syndrome compari-
sons.

A focus on beneficial outcomes

The third outcome was an agreement on
the need to think a bit differently when we
plan research and to focus on the benefits
of the findings for individuals with Down
syndrome and their families rather than
only on the research/academic interest of
the questions to be asked. The challenge
is to design studies which really will make
a difference - for example, to develop
research programmes that commit to
finding ways to improve speech clarity,
improve short-term memory, improve
literacy and numeracy achievements,
reduce challenging behaviours, improve
education and inclusion in community
and school, better understand how to
support parents in fostering their child’s
development from birth, better under-
stand the reasons for the wide range of
developmental outcomes by adolescence,
reduce family stress and involve families
and children from all ethnic groups in
research.

A commitment to continue the
work of the symposium

The fourth outcome was a firm commit-
ment from all the participants to look
forward and to continue this work. To
this end, it was suggested that Task Forces
be set up to work on particular issues. It
was agreed that these Task Forces should
be multi-disciplinary and should include
researchers, parents, and practitioners
in order to continue to build the bridges
between research and practice that are

so badly needed - and to benefit from
all the knowledge, insights and exper-
tise which parents and practitioners can
bring to understanding the issues. Cur-
rently researchers rarely do benefit from
these perspectives and progress in basic
research may be slower as a consequence.
The involvement of parents and practi-
tioners may also increase the number of
research studies that focus on the develop-
ment and evaluation of practical interven-
tions.

Support for the ongoing work

Down Syndrome Education International
was asked if they could provide some
practical support and co-ordination from
their offices for the establishment of Task
Forces and agreed to do this.

The approach succeeded

At the end of the main science meeting,
there was much praise from the partici-
pants for the value of the meeting and the
way it had been planned and conducted.
There had been much individual benefit
and contacts established which may lead
to new collaborations as well as benefit
for the future of the worldwide research
effort. There was a general consensus that
further meetings in a similar format would
be valuable.

Moving forward

On the fourth day, a smaller group of
some 30 participants and sponsors stayed
on to discuss how Down syndrome organ-
isations and research groups can work
together to maintain the momentum of
the symposium, find funding and estab-
lish the mechanisms which will help to
ensure the plans can be realised. The first

3 days provided a programme for priori-

ties and actions i.e. ‘what we need to do’

and on day 4 the task was ‘how to make it
happen’. This was a lively and productive
meeting.

The main action points agreed were:

1. Communication: that contact is main-
tained for all symposium participants
to continue to work together via the
listserv set up by Down Syndrome
Education International for the sym-
posium. This has now been done and
DSEI also agreed to set up other more
specialised listserv groups if required.
At present this group has the title
Down Syndrome Research Directions.

The more catchy title RAPID has been
proposed (Research Action for People
with Down Syndrome).

. Multi-centre working: it was agreed

that a bid be developed to have vid-
eo-conferencing facilities installed in
all participating centres (to include
research and practice groups and
DS organisations and clinics). It was
acknowledged that successful collabo-
rative working depended on building
trusting relationships between part-
ners.

. Shared protocols: it was agreed that

working on these could be a good first
step towards data sharing but the dif-
ficulties around data sharing are quite
considerable given ethical guidelines
and data protection laws. It was sug-
gested that funding requirements can
play a part - obtaining funding can
be made dependent on working with
other groups to agreed protocols and
sharing data.

. Best practice guidelines: it was noted

that there is a significant need to pub-
lish best practice guidelines now - as
many practitioners (in education,
health, early intervention and commu-
nity services) are not well informed or
up-to-date in their knowledge of best
practice and this was a cause of con-
siderable stress for families. It was also
noted that finding resources for trans-
lations of guidelines to as many lan-
guages as possible should be a priority.

. Parent and practitioner perspectives:

it was noted that a survey to find out
what parents and practitioners con-
sider to be the most important research
questions would be valuable and could
increase thelikelihood of gaining fund-
ing from some funders. This might be
something to be carried out before the
next full meeting of the Down Syn-
drome Research Forum in 2009 in
Dublin. Surveys of the knowledge of
parents and practitioners on specific
issues could also yield a wealth of valu-
able information but is rarely collected
in systematic ways. Designing ways to
capture this wealth of knowledge — may
be using internet technology - should
be a priority.

It was also noted that the willingness
of families to take part in research
studies will be determined by how
valuable they consider the work and
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how much confidence they have in the
researchers (including their assess-
ment of the real interest the research-
ers have in the welfare of people with
Down syndrome). The need to fur-
ther develop working with families as
equal partners in research was noted
and the need to always feed full results
back to families. This discussion sug-
gested that some research standards
and guidelines could be established on
these issues.

Task forces: the proposal for the estab-
lishment of Task Forces was supported
- both cross disciplinary groups and
also small specialist working groups.
It was agreed that funding for Task
Force/small group meetings would
be a very productive way to make
progress. If the RAPID title is popular
then these will become RAPID Action
Groups.

Intervention/translational research:
It was agreed that such research is
urgently needed but is not always a
priority for academic researchers.
There is a need to explore the reasons
for this and to establish further fund-
ing sources to specifically encourage
this work. The potential of interven-
tion evaluation studies in providing a
common ground for multidisciplinary
studies (e.g. involving developmental-
ists, systems neuroscientists and ani-
mal models ) was noted.

Funding sources: it was agreed
that there is a need to work together
to increase the amount of funding
available worldwide from all possi-
ble sources, including governments,
research funding bodies, companies,
foundations, private donors and Down
syndrome associations. The potential
benefits of charities and universities
working together to unlock funding
was noted - this works for some fund-
ing sources in the UK (e.g. ESRC Case
studentships).

DS Associations role in funding: it
was agreed that many associations
could support research but at present
this is not often part of their mission or
strategic plans therefore there is some
work to be done here in engaging asso-
ciations with the research agenda.
Supporting young scientists: The
importance of attracting young sci-
entists into Down syndrome research

11.

was acknowledged and the need to
find specific sources of funding for
this noted. The need for better train-
ing for young researchers was noted,
including the need for them to learn
across disciplines if possible - giving
them the chance to learn about a wider
range of tools, techniques and per-
spectives. It was also noted that young
scientists would benefit from collabo-
rations between charitable associa-
tions, parent and practitioner groups
and University departments - giving
them a range of views on the issues
early in their career.

Future meetings: There was a rec-
ognition of the value of face-to-face
meetings for the large symposium
group, with the benefits of the diverse
contributions, and discussion of how
to arrange these - possibly annually if
funding can be found - and in differ-
ent locations. It was agreed that pos-
sibilities for a meeting in 2008 would
be explored but that a meeting of the
Down Syndrome Research Forum
would definitely be held in Dublin,
Ireland, in August 2009 alongside the
10th World Down Syndrome Con-
gress.
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This meeting was made possible by the
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The Anna and John J Sie Foundation

» The Down Syndrome Foundation of

Orange County

» The National Down Syndrome Society

Down Syndrome International

» The Down Syndrome Research

Foundation

+ The European Down Syndrome

Association
Down Syndrome Ireland

» The Down’s Syndrome Association

Creating Solutions

AFRT (French Association for Research
on Trisomy 21)

- The University of Portsmouth
« The Education Centre for Children with

Down Syndrome
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Next meeting of
RAPID

Research Action for people with Down syndrome

World
Down Syndrome

Congress 2009

Wednesday 19th August
at

The 10th World Down Syndrome
Congress

Dublin City University
Dublin, Ireland

The aim of this meeting will be to

share the progress made since the

first meeting and agree an agenda for
further action. A joint meeting with
Down Syndrome Medical Interest Group
(DSMIG) is also planned.

For full details of the WDSC, registration
and accommodation go to
http://www.wdsc2009.com/

If you would like to
join the RAPID list-
serv:

Send an email to:
listserv@listserv.
down-syndrome.net
with “SUBSCRIBE
DS-RESEARCH-DIREC-
TIONS” (no quotes)

in the body of the
message
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