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ThisisYour Newdetter

This newdetter amsto inform the members of the Hedth SIRG about the activities of
the group, the interests of its members and issues impacting on hedth of internationd
interest. We hope to use it to plan for meetings and help develop themes on hedlth.
We are interested in your views and welcome contributions from the membership.
Please contact the editor if you have something to contribute.

Itisvitd that we know if you change your e-mail address. Please contact us if you do
S0 that we can remain in contact.



Profiles of Health SIRG Members

In the last newdetter | invited members of the Hedth SIRG to give me a profile so
that | could inform the readership of who we are and facilitate the potentia for
networking that the Hedlth- SIRG should provide. Predicably there was limited
response. | have 3 dternatives now, ask again, give up theideaor like al good
journdists, what | don’t know | make up. (the more sensationd the better).

So if you have not written to me giving ashort profile of yoursdf please do!
Fabrizio, Joav and Vee did send me details and | thank them. | have had to edit these
to varying degrees but they reflect (as best | could do) the material that was sent to

me.

Please contact Fabrizio, Vee or Joav if you have any questions.

Fabrizio Fea E-mail F.FEA-AlI SE@mdclink.it>

Fabrizio isaneurologist and aforensic doctor. Hisjob ismedical director and chief of
doctorsin apsychiatric clinic close to Rome (private, but it works within the Nationa
Hedlth Service). Heis aBoard member of associaionsinvolved in the field of mentd
retardation (MAMH, IASSID), has assisted in research with the American
Association of Menta Retardation (AAMR), was a founding member and first vice
president of the Italian Association on Mental Retardation (AIRIM).

Fabrizio isinterested in dua diagnosis and involved in rehabilitation and the search

for jobs for people with disahilities. In thisregard, he established the Italian
Association of Supported Employment (AISE) and the World Association of
Supported Employment (WASE). He is General Secretary of the European Union of
Supported Employment (EUSE), attends conferences and often lectures. He has
published reviews on some of his articles and results. Nowadays he works with avery
new and important Foundation for the care of the menta ill people in Rome. In 1994
he organised the First Internationd MAMH Congressin Romeand in

1999 the 4th EUSE Conference in Rome.

The issues that he believesto be important are;
Creation of acceptable standards of care,
Preventative Hedlth
Active involvement of People with Intdlectud Disability (as much as
possible) in hedth care
Promotion of the hedth issues of people with intelectud disability within
developing countries



Joav Merrick E-mail imerrick @aquanet.co.il

Joav isaphyscian and is currently Medica Director of the Divison for the Mentaly
Retarded part of the Minigtry of Labour and Socid Affairsin Isragl. Hismgor
research interests within developmental disability are best described as eclectic and
include childhood deve opment, family and socid influences, epidemiology, epilepsy,
aging, visud impairment, disease trends, hospitdization, mortality, hedth delivery
systems and policy issues.

Joav' s current activities include:

Advocating for the establishment of a Nationd Ingtitute for Child Hedlth and
Human Devedopment. Thisinditiuteisto provide afocd point for research,
education, training, clinical work, information and leadership in thefield of child
life, child hedth, welfare, disability, menta retardetion and human devel opment
on anationa coordinated level.

Expenditure studies on the state budget to services for children, the disabled and
the mentdly retarded in I1sradl.

Establishing Israeli Nationa Database’ s on:

Epilepsy.

Blindness and Visud Impairment

Cerebrd Palsy

Persons with Mental Retardation

Joav has used dliances with other health services and univergties within Isradl to

develop research into the following problemsin people with intellectud dissbility:
Physica injury, assgtive technology, trends in body weight and height, hepatitis
A, B, C and HIV, Helicobacter infections, aging, psychiatric care, psychiatric
hospitdization, challenging behavior, usage of psychotropic medication, genera
drug usage, dentd hedth profile, cause of deaths, trendsin mortdity, trendsin
emergency room vidts, gynaecologic problems, abuse and neglect, usage of
whed-chairsin the indtitutions and the list goes on.

Dr. Vee Prasher Email address VPr asher @compuser ve.com.

Veeisa Consultant Psychiatrist and Senior Clinical Lecturer a the University of
Birmingham. Birmingham is part of the West Midlands which is the centrd region of
England.

Vee hasworked in the fidld of learning disabilities for the last 10 years having learnt
his skills and developed enthusiasm for the academic side of learning disability under
the guidance of Professor John Corbett, an eminent Professor who sadly retired last
year.

During the last 10 years Vee has completed 3 post doctorate degrees,
(1) Masters and Medicad Science, looking at the role of visua evoked potentias in the
diagnosis of dementiain adults with Down's syndrome,



(2) Doctorate of Medicine looking at the epidemiology of hedth morbidity in adults
with Down's syndrome

(3) (3) Doctorate of Philosophy completed last year, investigating a number of
biologica markers as measures of Alzheimer's disease.

He has published a number of papers previoudy which are listed on the website
www.prasher.co.uk.

At present as well as having medica respongbility for alarge catchment area of
people with learning disability, he continues his research interests. He has just
completed a double blind placebo controlled trid of Aricept in people with Down's
syndrome, and at present is participating in an internationd study of the role of
Vitamin E in the prevention of Alzheimer's disease in people with learning disability
which is headed by Dr. Arthur Daton from New Y ork.

Hetells me that he is more than happy to discuss issues with other members of SIRG
and can be contacted by e-mall.

Teleconference of the Health-SIRG Steering Committee

After 9x months of negotiation we findly managed to organise a teleconference for
the steering committee of the Hedth- SIRG. The main problem that we had to
overcome was the expense. Fortunately we were able to identify a cheaper
teleconference provider and IASSID has dlocated sufficient funds to cover the cost of
this The difficultiesin doing this have emphas sed the need to have some operationa
funding avallable for the Hedlth- SIRG' s activities.

Executive and Organisation

The meeting discussed the need to develop a more formal and democratic structure,
The Hedth- SSRG has grown from an informd collaboration of like-minded
individuals and successfully run its own round tables and drawn up management
guiddines. It was fdt that now was the time to move forward. IASSID has indicated
that it requires the interest groups to meet regularly and to dect their executive. The
round table at Goteborg was seen as the best time to start off this process. Inthe
meantime Heleen Evenhuis has agreed to continue in the role as chairperson, Helen
Beange as the deputy and Bob Davis will continue as secretary/treasurer. Monica
Bj6rkman will coordinate the Goteborg round table.



GoOteborg Roundtable

The program for the Goteborg Roundtable will include four %2 day seminars on the
following topics: interventions in hearing and visud impairment, cerebro-visud
impairment, helicobacter screening/nutrition and epilepsy. We have set asde 2 hours
of the program for agenera meeting of SIRG and afurther 2 hours for discusson and
development by the membership of the program for the next round table. The
committee has decided to circulate a questionnaire to the members to determine the
priority for issuesto be discussed at this meeting. The results will be presented at
Goteborg. The program for Goteborg will be circulated shortly.

Round Table 2002

The round table for 2002 is planned for Glasgow from 11" —13"" September and will
be ajoint meeting with the Psych- SIRG of IASSID. Prof. Anna Cooper and some of
he UK colleagues have kindly offered to coordinate this event. We believe that this
could be used to develop issues common to both groups as well as those unique to
both. The conference in Goteborg will involve discusson on the program for 2002,

| ASSID Conference 2004

The meeting discussad the concerns that some members had expressed with the
grouping of presentations about hedlth at the Sesttle conference. It was felt that the
Hedth- SSRG needed to be a bit more proactive. Mike Kerr works in close proximity
to David Felce who isin charge of the academic program for 2004 and has offered to
represent the Health- SIRG in discussions on the programming.

Finances and Health SIRG

The continuing viahility of the Hedth- SIRG meansthat it will need to be salf—
supporting financialy. We have therefore decided to look at our financia projections
for the coming year to help us plan around the new financial arrangements suggested
by IASSID. The SIRG' s are funded $USE from each membership fee where that
member indicates that the Hedth- SIRG is thelr primary specid interest group. As

well asthis we can generate an assessment fee that the SIRG member paysto IASSID
anddl of thismoney is completely passed on to the SIRG.

The cogt to the individual member will be determined by the category of IASSID
membership eg (calculated from fees current Jan 2000)

SIRG member only $US25 to IASSID plus $US20 assessment (Total $USA5)
IASSID with journa $US75 to IASSID plus $US20 assessment (Totd $USI5)

In both cases $US25 goes to the SIRG with IASSID keeping $20 as adminigtrative
fees. Theindividud SIRG's can levy their own assessment. Ore of the issuesthat he
membership needs to decide in Goteborg is what do we charge our memebership or
how e se do we continue funding our activities



News from Around the World

This section will be used to inform people of what is hgppening in Devel opmenta
Disability Hedlth around the world. If you have any news please send it to me. |
would be redly interested in any reports from conferences (locd or internationd).
Any news on the development of services, research initiatives, funding, awards,
impending marriages, gossp or anything thet you think the readership might be
interested in.

USA

Those of you who are on the ligtserv * MEDICAL-DD@LISTSERV.NODAK.EDU”
will be aware of Phil May’s efforts to setup an organisation of medica practitionersin
the USA.. Philip adminigtrates one of the best ligservsin Developmenta Disability
Hedth providing active and relevant discussion on medica issues and useful
information. A recent posting encouraged the readers to checkout the “ Specia
Olympics’ web Site contained some great papers on health and health issues. | would
urge you al to accessit a the web Ste address http://www.Specia Olympics.org

Australia

The Centre for Developmentd Disability Hedlth Victoria (CDDHYV) is organising
Augrdia sfirst Nationd Seminar for Hedlth Professonas on Developmenta
Disability from November 8"-9" 2001 in Melbourne Victoria.. The Seminar has
internationa key note speakers has invited Professor Sally Ann Cooper (Psychiatry)
and Professor Pasquale Accardo, M.D. (Peediatrics), New York Medical College.
Thisyear the CDDHV launched itsfirst distance education subject in Developmental
Disability Hedth entitled * Introduction to Developmentd Disgbility” with the first
group commencing in August 2001. The subject targets primary care physicians with
an interest in developmentd disability hedth and amsto give the participants abasic
understanding of the issues. It will be complemented with a management subject and
will ,we hope form, the framework of a graduate diplomain developmentd disability
hedlth. The course will be ddivered usng the distance education expertise of the
Monash University and the Department of Genera Practice. Both have an
internationa reputations for the high quality of their distance education programs.
Details of the subject can be found at the CDDHV’ s web Site address
http://mww.med.monash.edu.au/genera- practice/units/cddh. The conference program
isincluded in afile attached with this newdetter and can be read using adobe.

Canada

| was very interested to see the contribution on aweb ste
(http:/Awww.psychiatry.med.uwo.calddp/bulleting/O1lmarbul .htm) by Adam Rapaport,
asecond year Canadian Medica student. It is heartening to see younger colleagues
being inspired to work in the area. Adam e-mailed me to let me know how he got
involved. Hetdls methat hisinterest dates from acoursein hisfirst 2 years a
medica school “Hedth and 1liness in the Community (HIC)”




The god of this courseisto make medica students aware that medicine is not only
interested inillness,

but also hedlth and it's promotion. Students had to choose an organisation to partner-
up with, and create a project about an aspect of hedth care in the community. Adam
chose an organisation caring for people with Down syndrome. The project has
fostered a continuing interest in the field and demondirates the advantages of engaging
younger medica students in the issues around people with developmentd disabilities.
The web gte http://www.psychiatry.med.uwo.ca/ddp itsdlf iswell worth avist asit
contains awedth of materid. Y ou will seethat Dr Elspeth Bradley and her University
of Western Ontario colleagues have been very active in their corner of the world.

IASSID-Health List

In the last newdetter | indicated that we were setting up an IASSID-Hedth ligserv as
ameans of communication within the group. The setting up of thislist was
complicated by a change in the configuration of the computer networks at Monash
universty. The technicians here took monthsto finaly work it out o effectively this
has only been operationa for the last month. Do people want to use this as a means of
keeping in touch? We will run it over the next few months and if there is sufficient
response we will maintain it. If not then there is probably no point in continuing on
withit.

Member ship of the Health-SIRG

An gpplication form for the hedth- SSIRG accompanied our first newdetter . So far we
have thirty applicants and thereby qualify to be represented on IASSID council. There
are afew names missing that | would expect to be on that lit so if you haven't
forwarded it to me please use the attached application and forward it to the manager
of CDDHYV Jenny Morrison at jenny.morrison@med.monash.edu.aul.

Thefidd of sudy of the members of the group include: hedlth, ophthamology,
psychiatry, socid work, rehabilitation, medica education, psychology, paediatrics,
neurology, dentistry, public health and epidemiology. Some of the more common
aress of interest included Down syndrome, psychiatry, Alzhiemer’s disease, epilepsy,
ageing, chdlenging behaviours, communication, hedth promotion and policy,

primary hedth care, medica education and epidemiology of developmenta disability.

Sharing information about oursavesis away of building the strength of a group.
Many of the issues we face in our individuad countries are amilar. | would appreciate
it if SSIRG members could help me build some links by forwarding to me details about
themselves, their area of interest, activities that would be of interest to other SSIRG
members etc.



RECENT PUBLICATIONSLIST submitted by Dr Vee Prasher

Vee has agreed to submit alist of recent publications in developmenta disability
medicine worthy of review to the newdetter with specific themes. We hope that you
find these us=ful.

DOWN SYNDROME

1. Authors:
Book L. Hart A. Black J. Feolo M. Zone JJ. Neuhausen SL.
Title:
Prevalence and clinica characterigtics of cdiac disease in Downs syndromein
aU.S. study.
Sour ce:
American Journd of Medica Genetics. Vol 98(1) (pp 70-74), 2001.

2. Authors
Hennequin et d
Title:
Prevdence of ord hedth problemsin agroup of individuas with Down
syndrome in France.
Sour ce:
Developmentd Medicine & Child Neurology. Vol 42(10) (pp 691-698) 2000.

3. Authors
Ghaziuddin M.
Title:
Autism in Down's syndrome: A family hisory sudy.
Sour ce:
Journd of Intellectua Disability Research. Vol 44(5) (pp 562-566), 2000.

4. Authors:
Jacobsen FS. Hansson G.
Title:
Orthopaedic disordersin Down's syndrome.
Sour ce:
Current Orthopaedics. Vol 14(3) (pp 215-222), 2000.

5. Authors:
Chapman RS. Hesketh LJ.
Title:
Behaviord phenotype of individuas with down syndrome,
Sour ce:
Menta Retardation & Developmenta Disabilities Research Reviews.



10.

11.

Authors.
Merrick J. ShapiraJ.
Title:
Preventive denta hedth for persons with Down syndrome.
Sour ce:
Internationa Journa of Adolescent Medicine & Hedth. Vol 12(1) (pp 81-
84),2000.

Authors.
Merrick J.
Title:
Obesity in persons with Down syndrome.
Source
Internationa Journa of Adolescent Medicine & Hedth. Vol 12(1) (pp
69-74),2000.

Authors:
Merrick J.
Title:
Medica concernsin Down syndrome.
Source:
Internationa Journa of Adolescent Medicine & Hedth. Vol 12(1) (pp 43-
51),2000.

Authors.
Tyler CV J. Snyder CW. Zyzanski S.
Title:
Screening for osteopoross in community-dwelling adults with mental
retardation.
Sour ce:
Mental Retardation. 38(4):316-21, 2000 Aug.

Authors:
Taggard DA. Menezes AH. Ryken TC.
Title:
Treatment of Down syndrome-associated craniovertebra junction
abnormdlities.
Sour ce:
Journal of Neurosurgery. 93(2 Suppl):205-13, 2000 Oct.

Authors:
Chapman RS. Hesketh LJ.

Title:
Behaviord phenotype of individuas with Down Syndrome. [Review] [146
refg

Sour ce:
Mental Retardation & Developmentd Disabilities Research Reviews. (2):84-
95, 2000.



LETTERSTO THE EDITOR

| would like to fill this space with your contribution. Please fed free to contact the
newdetter with comments on the newdetter itsalf or on issues that you fed relevant to
the group. | am keen to see the newdetter as aforum for the views of the membership.
| would appreciate submissions either e-mailed directly or submitted as a document.
While | will endeavour to include as many as| can, | want to ensure that the
newdetter does not become too unwieldy.

Health-SIRG NEEDS you

If you are interested and have not sgned up with the Hedlth- SIRG please do so now.
Use the next page to send us your details.

Peasefed free to forward this newdetter to colleagues who might be interested in
joining the hedth- SIRG.



Please Copy and Past the Whole page & save as (YOURNAME)SIRG.doc

and send to (robert.davis@med.monash.edu.au) as an attachment

Or fax the completed form to 61 3 9564 8330

Application to Join Health SIRG

Can you please enrol mein the IASSID Hedth SIRG. My details are given below

Fird name

Lagt name

Organisation

Number & Street

City

Area Code

Country

E-mall Address

Home Tdephone

Work Telephone

Fax Number

Degrees

Field of Study

Interests Related to Hedth 1.

(Uptob5) 2

3.

4.
5

The Hedth SIRG of IASSID will contact you regularly with Newdetter and keep you
in touch with developments. We welcome your views that can be shared with the
group through the list server or be directed through any the committee members.

IASSID will contact you regarding membership. Fees are subject to change but
gpproximate to those quoted earlier in the newdetter. If you are not already a member
then you will be asked to choose a category as listed.

Can you indicate whether you would like to enrol on the listserver.

| want/don’t want to be enlisted on the IASSID-Hedlth Listserver?

Indicate your preference by deeting your non-preferred statement.



