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Editorial

In September 1998 we produced a Newsletter for an (at that time) unofficial Special
Interest Research Group “Individuals with profound multiple disabilities’. Our
genera purpose was to bring interested persons together and stimulate discussions
which we had already started between colleagues from Norway, Sweden, Germany,
Belgium, England and the Netherlands. In the following two years we realized
several objectives.

First of al, we made an administration of possible members. Next, we asked IASSID
for an official status (which was realised in 2000) and produced our first Newsl etter.
Most important, we co-ordinated a number of symposia on the world congress in
Seattle. Five symposia on PMD were realised and we found participants from at |east
three other symposia to join us. After Seattle, we started with updating our list of
members and informed them about the conditions of IASSID to be a member of the
SIRG. With some members of the board, we discussed our plans for the future in
Germany.

This newsdletter will inform you about several subjects.

*  Werepeat in short our description of the target group: individuals with profound
multiple disabilities.

* We inform you about our plans for the coming years of the SIRG. Most
important, we want to inform you about the conference we are planning in
October 2002 in Amsterdam.

» Inthis Newsletter, we offer you the officia list of members of the SIRG and the
members of the board. In this way we hope to stimulate communication between
members of the SIRG. The list is also known by the IASSID and can facilitated
contacts between members and persons outside our SIRG.

* Asasgspecial issue, we offer you alist of scientific articles and books over the last
five years about PMD.



Profound multiple disabilities

To prevent misunderstandings in our SIRG, it is necessary to describe again what we mean by
individuals with profound multiple disabilities (see also Vlaskamp and Nakken, 1999).

Individuals with profound multiple disabilities form a heterogeneous group, both in terms of
the origin of the disability asin terms of functional and behavioural repertoires. Chromosomal
abnormalities, degenerative diseases, inborn errors of metabolism, congenital brain damage
and the results of serious infections can al lead to a profound multiple disability.

The ‘core group’ consists of individuals with such profound mental disabilities that no
existing standardised tests are applicable for a valid estimation of there level of intellectua
capacity and who possess profound neuromotor dysfunctions like spastic tetraplegia. Apart
from profound intellectual and physical disabilities, it is presumed that they frequently have
sensory impairments. The prevalence of cerebral visual disturbances in individuals with
profound multiple disabilities is supposed to be very high. Individuals with profound multiple
disabilities also have an overall risk of developing medical complications relating to, for
example, seizure disorders and amost al require regularly administered medication. A
number of profound multiple disabled people have gastrointestinal feeding tubes or suffer
from physical difficulties with food ingestion. Individuals with PMD form a physically very
vulnerable group of persons with a heavy or total dependence on personal assistance for every
day tasks, 24 hours a day.

The described * core group’ has some overlap with two other ‘groups’. Thefirst ‘ group’
contains individuals who are at the extreme lower end of the continuum of profound mental
disabilities and who also possess physical impairments due to dysfunction of certain organs or
physical inactivity. The second ‘group’ contains individuals with profound motor disabilities
as a conseguence of spasticity and skeletal deformities and ‘only’ severe mental disabilities.



Plansfor the next three year

It is not difficult to start a SIRG, but it is not so easy to run one. First of all, you need
a representative board for the SIRG. Recently, we succeeded in bringing together an
international board. Fortunately, most of the time we can use the electronic highway
in stead of the ‘old fashioned’ time consuming and expensive meetings to discuss
plans for the future.

You need an up-to-date list of members, an administration and a possibility to

communicate directly between board and members. To realise this, we employed a

student-assistant and we intend to continue this (probably each year with a new

student) for the coming years. Thirdly, you need a plan and you have to carry out
such aplan. Thisisthe most interesting but also the most difficult part of the job.

Our plan for this moment consists of three components:

1. We have to exchange information with all the members and interested parties.
For this goal, we will continue to publish Newsletters (one or more) each year.
The Newsletters are only effective if the members of our SIRG are willing to
give us actual information about topics related to important issues in the
discussion about the rearing, education or support of individuals with PMD. Like:
examples of good practice, descriptions of research projects and publications on
fundamental or applied research. We invite you to support usl!

2. In Sedttle, participants expressed the need to discuss good practice and research
extensively. This is only possible when we meet in a conference. Therefore, we
have the intention to organise a two days conference on education and support
of individuals with PMD in October 2002 in Amsterdam. The first day will be
organised for members and invited guests only and the second day will be open
for public. The first day will consist mainly of discussions about statements or
short presentations and of course we will discuss the initiatives of the board. The
second day, members and invited guests are able to offer a lecture. We will also
offer other interested guests the possibility for poster presentations. Soon we will
inform you in more detail about the content of the conference, where you can
sign up for a presentation, who we want to invite etc..

To organise and finance such a conference, we established the foundation OOO
which stands for Foundation for Research on Education and Support for
Individual with PMD (in Dutch: Stichting Onderzoek naar Opvoeding en
Ondersteuning van personen met (ernstige) meervoudige beperkingen).

Make areservation in your agenda for 2002!

3. Although June 2004 is three years from now, we must consider our contribution
to the 12th World Congress of the IASSID in Montpellier, France. David Felce
(member of programme committee) informed us about his intention to give the
SIRGs the opportunity to stimulate and co-ordinate a number of coherent
symposia on research related to their particular theme (aswe already did in some
way in Seattle on our own initiative). How we can redlise this, how we have to
decide about topics for symposia or even poster sessions and if we must ask for
plenary sessions (with what content) is one of the items to discuss in Amsterdam.
In the meantime | will inform David of our agreement with hisideato involve the
SIRGs in the organisation of the World Congress.

We welcome any suggestion about activities of the SIRG. Please, write us or sent us
an e-mail. You will find the (e-mail) address on the last page of this newsletter.



Scientific articles and books on ‘Individuals with profound
multiple disabilities

For members of the SIRG, it is of utmost importance to exchange information. One of the
ways to do this, is by internationally published articles. This list was made by Liselot
Huijsmans and Inge Smit and is up-dated by Leonard Hordijk, al master-students in the
department of orthopedagogoy from the university of Groningen.

We have searched for articlesin three ways:

1) Part of the list was made by scanning the following databases:
* ERIC

* PSYNDEX

* PSYCINFO

e SOCIOLOGICAL ABSTRACT

 LLBA

 MEDLINE

And we used the keywords:

* Profound multiple disabilities

*  Profound multiple handicaps

» Profound mental retardation

* Profound learning disabilities

We limited the amount of articles by only searching for articles from 1997 onward.

2) Personal knowledge of board members.

3) Information mailed to us by members of the SIRG.

Criteriafor selecting articles or books are:

- Publication isin English

- It isinternationally published (books with ISDN-number or international journals)
- Thetitle hasto refer to persons with profound multiple disabilities

However, we must have missed important information and articles that you can send to us!
Y ou can send it to us any time! Just mail to: sig.mult.di rug.nl

The articles should preferably be in English, but you can also mail us on articles on German
or French, but English abstracts would be preferred. If you have highly relevant articlesin any
other languages, it is necessary that you send us a trandation of the title and an English
abstract.

Choai, S., Meeuwsen, H. e.a. (1999). Learning and control of simple aiming movements by
adults with profound mental retardation. In: Adapted Physical Activity Quarterly, April, 16, p.
167-177.

Detheridge, T. (1997). Bridging the communication gap (for pupils with profound and
multiple learning difficulties). In: British Journal of Special education, March, Vol. 24 (1), p.
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Modification, April, 23, p. 280-293.
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Behavioural Analysis, 32(2), p.137-146.

Gutowski, S.J. (1996). Response acquisition for music or beverages in adults with profound
multiple handicaps. In: Journal of Developmental and Physical Disabilities, Sep., 8, p. 221-
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Rehablitation, 35, p. 537-538.



Hegarty, JR. & Lagt, E. (1997). Relaxation training for people who have severe profound and
multiple learning disabilities. In: British Journal of Developmental disabilities, July, 43, p.
122-139.

Hogg, J, Reeves, D., Roberts, J, & Mudford, O.C. (2001). Consistency, context and
confidence in judgements of affective communication in adults with profound intellectual and
multiple disabilities. In: Journal of Intellectual Disability Research, 45(1), p. 18-29.
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Lacey, P. (1996). The inner life of children with profound and multiple learning disabilities.
In: Varma, V.P. (Ed), ea. The inner life of children with special needs. p.63-80. London,
England UK: Whurr Publishers.

Lacey, P. (1998). Interdisciplinary training for staff working with people with profound and
multiple learning disabilities. In: Journal of Interprofessional Care, Feb., 12, p. 43-52.

Lancioni, G.E., Campodonica, F., Martini, M. (1999). Promoting mild physical exercise in a
person with profound multiple disabilities. In: Scandinavian Journal of Behaviour Therapy,
Vol. 28(3), p. 115-118.
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sedentariness in task arrangements for people with multiple disabilities. In: Research in
Developmental Disabilities, 19(6), p.465-475.
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adults with profound multiple disabilities: A preliminary study on treatment effectiveness. In:
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procedures on concentration and responsiveness in people with profound learning disabilities.
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of students with profound multiple disabilities. In: Journal of the Association for Persons with
Severe Handicaps, 23, p. 309-318.

Martin, N.T, Gaffan, E.A., Williams, T. (1998). Behavioural effects of long-term multi-
sensory stimulation. In: British Journal of Clinical Psychology, Feb., 37, p. 69-82.

Meininger, H.P. & Reinders, J.S. (1997). Educating and caring: A different morality? In:
European Journal on Mental Disability, 4, p. 13-18.
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approach. Paul. H. Brooks Publishing Co; Baltimore, MD, US.
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Reid, D.H., Everson, JM., Green, C.W. (1999). A systematic evaluation of preferences
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Murdoch, H., Learning through interaction: technology and children with multiple
disabilities. p.106-115. London, David Fulton Publishers.

Wijck, R. van. (1997). Programme improvement for individuals with profound multiple
disabilities from the theory driven perspective. In: European Journal on Mental Disability, 4,
p. 27-33.

Wray, N. (1996). Making leisure provision for people with profound learning and multiple
disabilities. In: European Journal of Disorders of Communication.



List of membersof the SIRG

The first informal list of participants on a not certified SIRG originated from 1996, in
Helsinki. This could be called our basic list of interested members.

In 1999 the list was up-dated, based on information from the members and at the international
conference in Seattle in 2000, new members were added.

In January this year, al members were mailed in order to update the list again. The persons
that reacted and who were willing to become an IASSID-member (or stay one) are now on
thislist.

We present to you our final list and will ask you the following questions:

- Would you please check all the datain the list and keep us informed on any changes?

- Do you know people who you think would be interested in being a member of this
SIRG, who aren't aready? Please mail us their (e-mail) address, so we can get in

touch with them.

Thank you very much.

Arnold M. (Mary)

1150 North 3" Street

Laramie, WY 82072

USA

Tel: (307) 7426641

Fax: (307) 7429203

E-mail: : kdt@arkregional services.com
maryarnold619@hotmail.com|

Arthur M. (Michael)

Special Education Centre
Faculty of Education

The University of Newcastle
2308, NSW AUSTRALIA

Tel: 02 49 216 284

Fax: 02 49 216 939

E-mail: kcmda@cc.newcastle.edu.au

Brodin, J. (Jane)

Stockholm Institute of Education
Department of special education
P.O. Box 47 308

SE-100 74 Stockholm

Sweden

Tel: + 46 8 737 9626

Fax: + 46 8 737 9630

E-mail: |ane brodin@lhs se

Butler B. (Bridget)

Co-ordinator, Programme Devel opment
Department

Hospital Order of St. John of God
Provincial Administration
Hospitaller House

Stillorgan

Co. Dublin, Ireland

Phone: Dublin 283 1201

Fax:  Dublin 278 3024

E-Mail: jog.iol,j

Carmen Mabran, del, M. (Maria)

Av. Rivadavia 3049 Piso 4

Dpto, H

(1203) Buenos Aires

Argentina

Fax: + 54 11 4861 14346

E-mail: malbranserdarevich@infovia.com.ar

Carnaby, S. (Steven)

19 Essex Lodge

Cowey Hatch lane

London n10 1QE

England

E-mail: steve@carnaby.idps.co.uk
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Dam, L. van (Leendert)
Noorderhaven

Postbus 102

1780 EA Den Helder
The Netherlands

E-mail: [eendert@just-usmyweb.nl |

Damen, S. (Saskia)
Bartimeushage

Oude Arnhemsebovenweg 3
3941 XM Doorn

Tel : + 0343 526824

Fax: + 0343 526798

E-mail: Edamen@bartimeusn|

FabilaDe Zaldo, G. (Garé)
Guadalupe 42

Lomas San Angelln

Mexico City 01060

Tel: (525) 6830309

Fax (525)6750888

E-mail: [Garemex@prodigy.net.mx|

Foreman P. (Phil)

Director, Professional Experience Unit,

Faculty of Education

University of Newcastle, Callaghan, NSW

Australia 2308
Phone: 02 4921 6292
Fax: 024921 7151

Email: scpjf @cc.newcastle.edu.au |

Fornefeld, B. (Barbara)

Frangenheimstral3e 4

50931 Kéln

Gebaude: Klosterstral3e 79b

Germany

Tel: + 0221 470 5550 (secr.)
0221 470 5598

Fax: + 0221 470 5580

E-mail: fornefeld@uni-koeln.de|
B.Fornefeld@gmx.de|

Granlund, M. (Mats)
ALA-research foundation
Sibyllegatan 7

114 51 Stockholm
Sweden

E-mail: mats.granlund@alafub.se
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Hogg, J. (James)
Department of Social Work
University of Dundee
Dundee, DD1 4HN
Scotland

Tel: 44 1382 344654/5
Fax: 44 1382 227464

E-mail: Lh.hogg@dundee ac.uk]

Hyvérinen, L.V.M. (Lea)
Harmaaparrankuja 3
FIN-02200 ESPOO
Finland

E-mail: Lhyvarin@cc.helsinki fi |

llsar A. (Ami)
Shoham 19/ 3

Mikdal Haemek 23532
|sragl

E-mail: dargan@vyagur.coml

Jong de, C.G.A. (Coen)
Centrum Bartimeushage
Postbus 87

3940 AB Doorn

The Netherlands

Langevin, J. (Jacques)
Université de Montreal

Faculté des Sciences de I’ Education

C.P. 6128, Succ. Centre-Ville
Montréal, QC H3C 3V7
Canada

Tel: +1 514 343 9743

Fax: +1 514 343 2660

E-mail: langevij @scedu.umontreal .cal

Maes, B. (Bea)

Dept. Of Orthopedagogics
Catholic University Leuven
Vesaliusstraat 2

3000 Leuven

Belgium

Tel: + 32 16 32 6224 or 32 6204 (secr.)

Fax: + 32 16 32 5933

E-mail: beamaes@ped.kuleuven.ac.bel
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Meireleire, J. (Jan)
V osselaarseweg 1
B-2275 Gierle
Belgium

Tel: +32 14 601211
Fax: +32 14 617171

E-mail: Hichting@sfichtingkinshergen bel

Merrick, J. (Joav)

Division for the Mentally Retarded in

|srael

Ministry of Labour and Social Affairs

Box 1260

IL-91012 Jerusalem

|srael

Tel: + 02 5680829

Tel: + 052 606902 (mobile)
Tel: + 08 9201918 (private)
Fax: + 02 5680878

E-mail: |merrick@aguanet.co.ill

Morgan, H. (Hazel)

The Foundation for people with Learning

Disabilities

20/21 Cornwall Terrace
London NW1 4QL
England

Tel: + 44 20 7535 7449

E-mail: hmorgan@mhf.org.uk]

Nakken, H. (Han)

Department of Orthopedagogy
University of Groningen
Grote Rozenstraat 38

9712 TJ Groningen

The Netherlands

Tel: + 31 50 363 6587 or 363 6586 (secr.)

Fax: + 31 50 363 6564
E-mail: H.Nakken@ppsw.rug.nl|

Owens, M. (Melissa)

University of Luton

Britannia Road

Bedford, MK438PW

England

E-mail: hnelissa.owens@luton.ac.uk |
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Pagliano P. (Paul)
School of Education
James Cook University
Townsville, Qld.
Australia

E-mail: [Paul.Pagliano@jcu.edu.au

Petry K. (Katja)

Dept. of Orthopedagogics
Katholieke Universiteit Leuven
Vesaliusstraat 2

3000 Leuven

Belgium

Tel: +32 16 32 59 08

Fax: +32 16 32 59 33

E-mail: katjapetry@ped.kuleuven.ac.bel

Piccioni, A. (Anna)

Viadi san Giovanni in Laterano, 92
00184 Rome

Italy

Tel: + 39 06 70450955

Fax: + 39 06 70450955

E-mail: lannaecorrado@mclink,jt|

Pirttimaa, R. (Raija)
University of Jyvaskyla
Box 35

Finland

Tel: + 358 14 603 708
Fax: + 358 14 603 621
E-mail: pirttima@conejyufi]

Robertson, C. (Christopher)
School of Education

The University of Birmingham
Edgbaston, Birmingham

B15 2TT, England

Tel: + 0121 414 4832

Fax: + 0121 414 4866

E-mail: IC.M_.Robertson@bham.ac.uk |

Robertson S. (Sarah)
Woodside Road
Abbots Langley
Herts, WD5 OHT
England

E-mail: karah@hnhsroc demon.co uk|
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Rocque S. (Sylvie)

Université de Montréal

Faculté des Sciences de I’ Education
C.P. 6128, succ., Centre-Ville
Montréal, Quebec, H3C 337
Canada

E-mail: kylvierocque@umontreal cal

Roemer M. (Miriam)
Statedijk 1

1721 PK Broek op Langdijk
The Netherlands

Tel: 0226-332000

Fax: 0226-332357

E-mail: miriam.roemer@esdege-reigersdaal nl

Sadek, F. (Farouk)
10 Ismail

Al Mazny St.
Nuzha, Heliopolis
Cairo

Egypt

Schumacher, N. (Nancy)
148 Everit St. “B”

New Haven

Conneticut, 06511
United States of America
Tel: +1 203 865 2471
Fax: +1 203 865 2471
E-mail: NSchu3s@aol.com|

Slétta, K. (Knut)

Torshov Komptetansesenter
Torshovgata 46

0476 Oslo

Norway

Tel: +47 2209 3211

E-mail: Hatta@online.nol(work)

E-mail: [[oneknut@multinett.no (home)

Vlaskamp, C. (Carla)
Department of Orthopedagogy
University of Groningen
Grote Rozenstraat 38

9712 TJ Groningen

The Netherlands

Tel: + 31 50 363 6573

Fax:+ 31 50 363 6564

E-mail: C.vIaskamp@ppsw.rug.nl|
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Winlund, G. (Gunnel)

V uxenhabiliteringen

Solvandans resurscenter
Landstinget Kronoberg

351 88 Vaxjo

Sweden

Tel: + 46 (0) 470 588809, reception:
588790

Fax: + 46 (0) 470 5887 87

E-mail: lgunnel winlund@Itkronoberg.sel
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I nfor mation about the Special Interest Research Group

Profound M ultiple Disabilities

1. Membersof the board:

Chair:

Prof. Han Nakken Ph. D.
Professor of Special Education
University of Groningen
Groningen, The Netherlands

Deputy Chair:
Dr. CarlaVlaskamp Ph. D.

Professor of Special Education
University of Groningen
Groningen, The Netherlands

Secretary:.
Dr. Bea Maes (secretary)

Prof. Of special education
Catholic University of Leuven
Leuven, Belgium

Members:

Steven Carnaby

Clinical Psychologist in Training and
Honorary Lecturer in Learning Disability
University of Kent

London, England

Barbara Fornefeld Ph. D.
Professor of Special Education
Kd6ln, Germany

Mats Granlund Ph. D.
Professor of Psychology
Stockholm, Sweden

Paul Pagliano Ph. D.

Senior Lecturer Special Education
School of Education

Townsville, Australia

Sylvie Rocque

Researcher in the field of social practice
Université de Montréal

Faculté des Sciences de I’ Education
Montreal, Canada

Knut Slétta

Special Psychologist

Torshov Resource Center for Special
Education

Oslo, Norway
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2. Addresses;

A

Address of the SRG:

Prof. Dr. H. Nakken

Afdeling Orthopedagogiek, RUG

T.av. Leonard Hordijk

Grote Rozenstraat 38

9712 TJ Groningen

The Netherlands

E-mail: 8IG.MUL T.DIS@PPSW.RUG.NL |
Tel: + 31 50 363 6587 or 363 6586 (secr.)
Fax: + 31 50 363 6564

Foundation OOOQ:
Administration:

A.M. Uitentuis-Kuipers
Master Keulenstrjitte 5
8603 EL Sneek

The Netherlands

Tel: + 31 515 432450

IASSID:

Stephen Kealy — Secretary IASSID
Moore Abbey

Monasterevan

CO. Kildare, Ireland

Fax: + 353 45 525251

E-mail: gjmdlinic@eircon.netl

|ASSID-Secretariat

c/o Philadel phia Services Foundation
PO box 505

8070 AM Nunspeet

Tel: + 31577 411 800

Fax: + 31577 411 836

E-mail: Miross@compuserve com|

3. Announcement Congress Amsterdam 2002

Who will organise it?

Special Interest Group PMD

When?

October 2002

Where?

Amsterdam, The Netherlands

What subject?

Education and support of individuals with
profound multiple disabilities

Further and more detailed information will follow shortly!
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