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Editorial

Welcome to our secend newsletter! This isswe is completely devoted to the
subject of Luropean cacperaticn. e story so far: At the workshop 'Furope’
during the Internationsl Conference in Cologne in August 1989 a general
agreement was reached to continue and enhance the cooperstion. One practical
rezult of this agrccment was the set

g up € a preliwinary wuorhing grvap
consisting of one representative of each national association, 4 first weeting

of the working sroup will be heid in Septesber (990 to QiScuss rurther steps
on European affairs.

in order to provide 2 common basis for this discussion we asked the nactional
Froups to state lheir points of view on the founding of a furopean top
crganization, 2nd to express ideas, suggestions and expentasinns regarding
fature Europe-level work.

o addition you will find articles on initial contacts with the UN in Vicnna and
the Joamission of the £C Brussels, and a wore general stalement on both the
se of Purspean cooperation and the active role vabrellas seem to play in
furopean politics...

fnporsan

{f there is anybody cooplaining about 'horing arganisational stuff' please
consider that we first have to dig the sarth and plant a tree before ~e can reap
the benefits of our cooperation. All this organisation tcday wiii hopefully
enable us to lurn tc sore satisfying activities tosorrow. And if you take a
close look at the following pages, yau will find axciting traces of the oversl!
changes tuking place in Furope these days - see the articie by Christien Geriach
from Leipsis/GDR where a young plant of sclf help is finally being able to
sprout (to stay with botanicsl images/.

We hope this newsletter wi
With stuttering via

reach many European stutterers or people connected
our awn ssociaty blication. Should anybody have any
cosments, suggestions, ideas, etc. sn Furopean cooperation, please do not

hesitate to write to the editors
duce encther number of the newsletter in late 1990 to
the Septesber meeting of the working group in
& ta everybady who contributed to thia

Ffurthersere we hope to
revisw

Narmstsact Hacr o

Zdwin J. Faci
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NEWS FROM NATIONAL ORGANISATIONS

NORWAY The MNorwegian Association for Stutterers welcome the
iden nf & working party of European stullerers. We
really appreciate the work already done in Germany and
England to make this idea possible.

In Nerway we have discussed how to contribute and what
to expact from a European cooperation.

First of all, as part of the nationa)l association of
disabled (#R0), NIFS also look at the Eurnpean FFO as o
natural partner of cooperaticn for a European working
party,

Ideas and suggestions

Coordinating contacts with funding, nonprofessiconal and
professional associations can also give research on
stuttering 2 more broader perspective. This is especi~
ally impertant from the ocbservatian thar suly ona or a
few types of trestment is offered in many ccuntries. A&
differentiated knowledge of Lrestment methods is also
necessary outside the professional commuaity,

Information to the public also invalves knowledga of
stuttering research and literature on stuttering in
different countries. A ceulral data registration ot

research and literature in the association would then be
an advantage.

For the purpose of asking the stuttering problem more
known to the public we ulsg ses Lhe development ot a
more regular and comprehensive newsletter as very impor-
tant. A consequence of this would be even more coverage
for the national papers as well.

An important aspect of tle wurk done in the Norwegian
organisation, as in other European countries we believe,
is based on an interest in social and human affairs and
responsibility. We believe that the Burapean cooperation
will contrlbute ta an even nore exiended consciousness
about the isportance of wurk like Lhis nationally, hope-
fully with the consequence of mare active participants.

European summer camps?

We think that the annually arrengements of summer stam-
camps and Nordic Seminars (every fourth year) have



given us many ideas about how to run social arrangements
coshined with disecnusainn an stuttering with and without
professionals. In this regard we feel that e have
something to offer when It comes Lo arrangements for
seminars and conferences.

Regarding the possible relation between a working psrty
like this and professionals working in the field of
stuttering we have recentiy made some advances in Nor-
way. Nevertheless we are still in need for nore powerful
strategies in this type of work. Cocperation with pro-
fessicnale in epaach therapy can bring us further in a
new situaticn when it comes to making explicit what
needs we have as users., The relerence to a Europesn wor-

king party and top organisation would certainly be ocne
advantage.

(Tom Green)

The board of the Dutch Association of Stutterers 'Demo-
sthenes' 13 very much 1n tavour of Kuropeen cooperation
for the interests of stutterers, as well as a founda-
tion of an official umbrella organisation. We &are pre-
parad to do avarything within our powar in order to
start up and efficiently run such an organisation,

The associaticn endorses the ideas and conditions as
mentioned in the statement of May 1, 1989. However, we
are in the procees of comparing them with our own state-
nent of principles., We hope the results will contribute
In orcéer to cemplete the foundation of the European top

organisation. | am convinced the Darmstadt meeting will
be successful,

By the way, a suggestion for a new name of the 'European
Newsletter’ can be "TALK-ABCUTS, Newsletter of Stutte-
ring Sellf-Help Groups™.

Looking forvard to cee the other members of the Working
Group in September. Xind regards!

(Clemens Wietsch) [}

THE
NETHERLANDS



ITALY

Unfortunately, we received the request for an article in
late January while we were busy doing the wmove of gur
national seat, so there was no time to convene the board
and discuss the matters you report. Nevertheless, we
totally agree with you about the foundation of a Euro-
pean Crganisational Council.

We would like to inform you of the initiatives our asso-
ciation has carried out over the last two years:

two national congresses organized to enable stutterers
get to know each other and to generally discuss stut-
tering;

several broadcasts and telecasts;

tro aummer camps;

the start of a training programme for the coordinators
of the district divisions of our association. The
flrst programme took place at the Centre of the
Italian Naticnal Olympic Committee in Tirrenia (Pisa};
the presence of B6 of us at the Second World
Conference in West Germany;

the first 'Meeting Week’, open for members and non-
members of our association, offering a series of
optional mctivities and experiences for individuala
and groups,

.

Membership up to 620

Until now, the =trong engagesment of some willing people
has made our association able to carry out a work of
information reaching nearly everywhere. This has made
the number of our nembera rise from 160 in 1987 up to
520 in 1989,

For the near future we are planning the following
programme !

- a neeting camp at the end of the schoal year for our
youngest members;

the third summer camp;

- the organisation of further 'Meeting Weexa';

a trip to Brazil in 1991:

strong attendance at the Third World Conference in
california in 1092;

- lest but not least we will continue publishing our
newsletter 'Res Publica’ and intensely engaging in
oublic relations work. This will include contacts with
nass-nedia and various ministries {Education, Health,
Loployment, Interivr, Delence elc. ).



Of course we sould be pleascd to scc membera of foreign
associations taking part in our activities, for instance
in sunnmer camps. As for other events, we know that the
different lenguages we speak form an alwost insuperabie
obstacle, but we hope this will not prevent us from from
continuing on eur way to cooperation and friendship.

Best wishes from Italy!
(Piero Pierotti)

Our assaciation is determined o join s European top
organisation, yet we would like to see all Europesn
couunlries doing so.

Please find the follewing suggestions for the work of a
Furapean arganisation:

— Hesearch shculd be done to

+ Find out why extreme tensions of certain muscles
affert the fluency of speach;

+ analyze which part of the nervous system causes
these contractions;

+ develop & therapy {(e.g. a drug or scrething else) to
caln the speech system.

I't is obvious that all therapies and technigues can for-
tunately provide a certain degree of fluency. In our
apinion it is lmportant to learn more about theses pos-
sibilities, so maybe ane day it will be possible to find
A way to influencae the affected peint in the larynx at a
very early age and thus avoid a lot of harm.

Keep in touch with those who suffer from their
atammering

— We must Kkeep 1n close touch with thoze who suffer from
their stammering, but we elso have to reach the European
and the international bodies to become better known.

FRANCE



SWEDEN

Publiz awareacss ol the problem of stammering shouid
be increased by an information campaiga throngh the
nedia. This could also help stacmerers from being auto-
maticallv lavghed at.

A Eurcpesn organisstion should el up a data bank with

information about all the literature existing on stam-
mering.

- Both interoational and national research groups should
Le established or suggested. Currently, virtvally all
over the world research on stammering is being done, all
of the reseacchers should be in contact with one another
to make snre that their works ccmplement one anothcr and
do not everlap.

No doubt, projects like this wenld take much more money
than the natiopal organisations «ill ever be able to
raise by Llewselves.

Yet, all together we can give & certain impetus in this
direction.

With regard to the Furopean newsletter, it should be
continued, & Lhis purpose anc for the setting up of 2
Zuropean top organisaticn we would like o oake a dona-
tion of 100 M.

Bes: wishes to all of vou!
{Georges Marquenet)

[t wus very nice tu nmeet so many cther stutterers in
Tals

ogne but now iz life back to normsl again. We have
discussed a lot about the Eurcpean Working Party in our
asspciation (SSH) auring Lie -ast months and selected a
delegate for the mneeting in Germany. His name is
Christer lstrém, and ne lives in Stockhoin. Some of yeu
perhapo remerber him from Cologne.



Informal cooperation preferred

The Swedish Association for Stutterers (3SR} has a very
pogitive attitude towards some kind of callaboration
hetwsen the stuttaring associationa in Burope. [L is vur
apinion that the work should be aiged towards infor-
nation of how work Ls carried out in other countries. It
should include therspeutic methods and ather miseella-
neaus items. SSR is however not interested in forming
some kind of 'top orgaaisation', particulacly if Lhis
srganisaticn Is to have its own staff and econcmy. Our
opinien 18 that zhe collaboration should be run in a
lonsely put together working group, where the represen—
tatives (1-2) come from ms many countries as possible.
In prineiple, cach country should f[insuce Lheir own
representatives.

The collaboration should be open to informal cnontarts
between stuttering associations in various countries.
Meetinga should be held in the participaling countries

in such a way that different countries host the neeting
cach time.

(Thomas Pettersson)

We are interested in a Turcpean organisaticn to enhance
the exchange af experiences and to be able to represent
sur interests to officiel euthorities more effectually.

Need for statistical data

\have all, hexever, we would like this European asso-
ciativn La :
actual nueber of people who stutter in Europe, the
mmber being derived from reliable sources. Aall coun-
iriea should find out their restective percentages.

vile Lhe Euivpean Communities with the

BELGIUM



As far as we are concerned, we have made several en-
quiries at the Ministry of Defence and the Ministry for
Health and Social Affairs to get the statistical data.
The extent of the populetion concerned will mitvrue Lhe
importance of the new organisation.

We are also interested in the different self-help models
of the other associations end how they engage in public
relationa work.

Comparison of therapy approaches

Tn addition, we are open to all therapy appcunches which
have proved successful in terms of eliminating our com-
mon problem. This will enable us to compare the diffe-
rent techniques and aids being unsed.

As French speaking peuple we would of course apprecilate
receiving all the information in French. We would be
very grateful to yeu for that.

Jacques Hellemans
President of the AD..BEB

Francine Leeuwerck
Vice-President

FEDERAL REPUBLIC OF GERMANY

At the 1989 nenbership meeting of the BV Stotterer-
Selbathilfe a motion was prupused wid carcied Lo support
and contribute to the cooperation of European stuttering
self-help groups,

If it comes to founding a European top organisation the
BY will become a member. Yebt the assigumenl uf financiasl
and/or personnel means for purposes of the top organi-
sation will be subject to further Committee decisions.



A top organisation at any price?

As already previously stated, we are weil aware of the
dieadvantages and dangers of over-organisation, and we
do not advecate an official unification at any price. We
feel, hewever, there 18 evidence of possibilities with
potential we could take advantage of as a Zuropean
organisation, e.gz. making use of the EC structures and
funding poseibilitics, opplying for grants from other
bodies like the UN, and {definitely} engaging in public
re.ations work.

During the past two years the Bundesvereinigung has nade
considerable cfferts to promote the idea of Eurupenn
cooperation. I[n a sense we felt obliged to do so con-
sidering the fect that in comparison to most of the
European groups in Germany we wWork under reasanahly
favourable conditions. We are prepared to continue our
cfforua, but we believe that a Burvpran crganisalion
should be carried by mere than two or three national
groups. This is why we will only advocate the Zounding
of a top organisation if a spajority of the Zurnpesn
associations are w ing te participate. Otherwise we
should give preference ko some kind of luose cooper-
atiaon.

What do we expect from the work of a top
organisation?

- Seminars and meetings o provide an exchange of infor-
nation on concepts and models of stuttering aslf-help,
maybe on gencral issues regarding stuttering and therspy
aa well.

According Lo the EC funding guidelines it should be pos-
sible to set up 2 seminar programme with far instance 1
to 3 seminars or meetings per vesr. Actually this i=
what other Europesn "NGO’s" (Nen-Governmental Organi-
antiona} do!

- Mubl
This can include different Xxinds of activities like
contact with the media, acting as an 'information net-
werk'! to collect end disseminate information an a Fura-
pean  level; participation in fairs and exhibitions;
dering assistance to peuple in countries still with-
out self-help groups,

To show that the idea of engaging in PR werk s more
than nere theory: We received an invitatian ftn =«
European Fair of Handicapped People to be held ln

relations work in the widesl senye of the term.




AUSTRIA

Avignon late this year, and we heve beor in touch with
people in Spain, the Soviet Union and the GDR.

- Representation of interests. This aim hes &lso been
derived from activities which slready have taken place -
see the artirles on initial contacte te UN and EC. Thic
peint also perteins te the social dimension of the
chunges within the EC as of 1982 - an amportant topic

which should be discussed ir more detail on another
occasion.

We are looking forward to the meeting of the working
group in Darmstadt in September 1990 to see if we can

take ancther step towards = common &nswer to a common
proklem!

(Konrad Schiifers)

After disonssing the European matter with our members we
weuld like to make the following statement:

1) We advocete and support the idea of
European-level cooperation in prin-
ciple.

11} With regard to & Kuropesan top organi-
sation, we first have Lo establish &
nationa! organisation in Austria
befora being able to jein o Buropcan
union. The setting up of the Austrian
group 1s being pianned for May 1990.

I11) As for ideas and expectations re-
garding the work of & Eurcpean
organisation we cannct make any
concrete statements before May 1990,
We will do this later on, perhaps at
the Autumn meeting in Darmstadt.



Are we "stutterers"?

We would like te clomse with a sugge=tion which is meant
as & thought-provokeing impulse: Among our members we
realize su fuvressing antipathy against the ters “stut-
terer". We feel this word tends to be discriminating by
reducing the personality of a person who stutters to
Just his speech prablem. Cnnsidering this it ir strange
to see that for instance the West German group (which is
a =hining exsaple in many respects) bears the word
“stutterer” in its nmme. We, the people concerned,
should take the first step and elininate this degrading
expression fram our varabulary. After thet we could ask
so-called 'normal’ speskers to do the same! In Austria
we wanl Lu give wn example; this 18 Why we chose the
name "Austrian Self-Help for Stuttering".

We are keen to hear yanr apinien on thie natter.
{Geury Goller)

¥e, people who stutter in Poland are the members of the
Polish Association of People who Stutter, & non-govern-
wental organisation, seeking te improve the conditions
for stutterers, to improve and promote self-help and to
eéncourage researchers and speech pathologists to under~
take the difficult problems of stuttering.

¥e welcoma the suggestion to sct up & Eurcpean top or-
ganisation warmly, seeing in it an opportunity for
further cooperation smong the national organisations,

European seminars

what %e consider tc be most important for the Working
Party is to organize and support FEuropean seminars,
workshops and meetings, devoted to the exchange of
information and cxperiences as well as persousl conlascls
among European crganisations. That will help keeping the
groups alive and growing.

POLAND
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DENMARK

Purthermore it 1s important to continue to publish the
European Newsletter, We badly need to have our awn,

international journal that will be a airror of our gself-
help idea.

Finally, we should shape an inage of people who stutter

and explain stuttering problems to the public, waing TV,
radio and press.

Improved education for therapists

With reference to therapy we should advoents inprovad
and continuing education for therapists in the area of
stuttering. In particular we slhuuld vuoperate with those
therapists who are interested in self-help in stutter-
ing. The seif-help idea needs support and enccuragenment
for it links lotz of people: patients anffering from
different illness, researchers and therapists =zll over
the world effectively. A wocld congress on self-help im
therapies would be very welcome and could be aupported
or even organized by the Furopean Working Party in the
future,

A lot of love from Polasd Lu all of you!

Bogus{aw Pietrus Aldona Grzybowska, Ph.D.
President of PAPS Consnltant of PAPS
L J

The Committee cf the Association far Stutterers in [Len-
wark have dizcussed the ssscciation’s attitude to the
Eurepean cnnperation. The Committos find the idea about
cooperaticn very good, of course depending on what is
pul inlo the cooperation,

We think the associations of the different countries

must ke independen wsssciations. It means shat esch

aggociation has its own way of doing things dependent on
-he .radizlon and the possibilitles in that particolar
country.



11’

These individual, independea: associaticns can  werk
=ogether in a cocperation with other associations in
Eurspe. One .wav Lo qo thia is ta foond o toep oarganina-
zion like the varking grouns which was estadlished in
Cologne. This lup vrganisation <ill ne a k:nd of an
‘smbrella crgaaisatisn’.

The =op organisatian wi'l heve =maveral urpcoes  Like
those lisamd in tae statewent by Xonrad and Tdwin, 3o
zhe Assuc_sblizn of Sintterers 1n iengark can join the
stateaent presented at the conference in Zclagne,

Realistic goals and expectations

But what is possible for Lthe moment? We can have great
idess and high esxpectations, 5us the =:rcumstances tell
15 that we have :a be reuliz:ic in our zoals aad =xpec—
tations, Our associstion is not Tery strong, we guess
ii’s Lhe same tn sther countries. We have a lack of mey-
bers end we have a lack of money, even if the latter is
getiing better. So, if we {the Assoc:ation of Stutterers
in Jenmerk} "sbeat ten Righ" we are afraid we will fall
des Therefore we do prefar to work slewl:
begianing and see what «
B 2

in the
happen. Thiz is scmething
important skich anould be Ziscussed in tde working
group in Septenber,

{Per F. Knndaen)

AL L1s meeting on 9th December 1989 the Genersl Commit-
tee of tae Asscciatisn for Stammerers (A7S) approved
Edwin Farr te continue playing an ective role tagether
with cther menmbers of the Ewropean #orking Party
s
perers in every country. The AFS Coanittee salse con-
firmed their agreemeat t3 the setting up of & Euro-
pean Top Organisation together witz cthe four steps
suggeszed in the Part IV cf the Workshop Europe State-

".?.} =0 acek to abtain the beat sonditions for atam

UNITED
KINGDOM



The AFS Committec have said that very limited funding
cen be nade available st this moment in time, but cen be
revicwed once the cutcome of the AFS's government grant
application to cover years 1990-93., However a donation
of DM 30-50 can be made as suggested in the E.W.P. let-
ter of Japuary 1990. (Refers to a suggestion to set up &
small preliminary budgel to cover secretariate expenses)

4 European Top Organisation besed on the current Euro-
pean Working Party is an essential prerequisite for con-
tact with all international organisaticns and funding
bodica.

Activities suggested

¥e look forward to the next meeting of the delegates of
the E.¥.P, 1o enable us to plan the work and organi-
sation for the next 2-% years. Suggested activities are:

= 4 schedule of contact arganisations to be

drawn up

Agreed method of contact

Aims of this contact

¥ho makes the contact, individuals or group
Deterwing the hierarchy of the Top Organisation
Trojccts

Funding

¥e look forward to reading other countries’ suggestions.

(Edwin J. Farr)
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Project Funding Possibilities

A meeting with the United Nations in Vienna

Ly Edwin Farr

From recent research [ have located
two possible funding organisations,
this is how it happened......

Following the 1987
Stuttering Self-Help
St.

with

1st  Zuropean
Conference in
Andressberg | was so impressed

the ot varicus
people representing their respective
countries’ self-help organisations,
Here was a group of people dedicated
te self-help. 1 realised through dis-
that Lher
success of our organisations was fun-
ding. Following the conference I
decided to carry out some research
intoe funding both for the AFS and far
fulure Eurupess

comwitiaent

cussiuny purawvunt Lo

covperalivn. 1
ted with a letter to my loca! Meeber
of the Eurapean Parliament who put ze
in in touch with contacts in
Brussels, London, and Strashourg. The
nusl encoucraging replies T gol [rum
these organisations was from the Com-
mission of the European Communities.
The Commisaion cenfirmed that funding
was available for projecta invalving
al lessl Lhree member counlries. This
has been caonfirmed by West Germany’s
succesaful application for funds 1o
stage the Znd Warld Conference.
Xonrad Schiafers can provide further
information

mlar-

o Lhis Lype of wpplica-
tion at the next weeting of the EZuro-

pean Warking Party (EWP).

'World Programsme’
people

for disabled

Another encouraging response [ recei-
ved was from the United Nations in
Vienna. The office in Vienna is a
centre that praovides advisory serv-
ices on reguest Tor pon=governmental
crganisations, i.e. organisations
such as our self-help groups. The
centre has heen administering a
'World Programme of Action’ concer-
ning disabled persons in Lhe 'Udiled
Nations Decade of Disabled Persons’
during which time fipance and tech-
nical support are available.

[ recently
vacation,
to the
meeting

visited Vienna oo a short
prior to my visit I wrote
UN centre and asked for a
tn  enable me ta ahtain a
clearer picture of what was available
for our orgunisatlenz and for Lhe
EWE, The UN wrote back just before my
departure from GB with an appoint-
nent Ahrs at the main

Vienna Internatlonal

thiz lasted

office in the

Centre.

I described

tering

the work of the Stut-
Salf-Halp Organisatinns, the
past. conferences and their successes,
the Workshop Europe in Cologne at the
2nd World Conference, problems of our
organisations such as finance, and

ECIA OPICS



the setting up of the EWP. I asked
what help 18 available for people
disabled by stammering.

We were ocongratulated on the work
carried out so far, especially the
setting up of the EWP; T was told the
way forward was with such an organi-
sation as the EWP., It was explained
to mc that the UN had developed a
World Programme of Action to be car-
ried out during the decade 1983-1992.
This programme had approved projects
of all kinds to varying disability
organisations. Yo help has been given
to stuttering organisations yet, and
I was told that the EWP wculd have s
good chance of having a
approved i it was suitable.

project

Based on my knowledge of stammering

and self-help [ described the types
of therapy and help available in Gt.
Britain and to some extent the rest
of the world, This description helped
to put into context the setting up of
self-help groups all aver the world.

Funding details

1 was given hacklets and application
forms and it was suggested that aay
applivation fur projeclt  aid  should
refer to the Dbookiet ‘World Pro-
grasme’ in as many ways as possible.
This booklet was hased on reascluticna
formed at the UN 1387 Stockholm
conference, Tno sddition, T way Lold
that any application should refer if
posaible to:

1. Benefits that could rccrue for use
in developing counteivs.

2. The making of an international
application if possible to include
the Japanese, uho are currently a
substantial world wonetary force; the
UN  value Lhe use ol
subsidising projects.

Ltheic Yen  in

@

UNITED NATIONS

3. Try to link with Cniversities who
could periaps help with the provision
of mupport staff.

It was suggested that contact with
other similar disanility bodies who
had made successful applications to
the UK would be beneficial.

I was advised that 1 & project was
put together it should cepert before
1292 as this would ceincide with the
ond of the UN Decade of Dieabled
Perscns, and the results of the pro-
Jects could be referred to at the
UK's closing conference, The UN even
reconnended that the 3rd Stuttering
World Conforence in the USA currently
programmed for late 1992 could be
brought rorward so the LN conlIerence
could make reference to it.

When  waking an application it wae
suggested that a draft be submitted
wnilially, discussed and fZine tuned
before a final one 13 presented.
Costs incurred in the preparation of
the =pplication vould be refunded if
the application was successful, The
LN will not d all the project but
once a project is accepted they will
search far sponsors to make up Lthe
shortfall, The application initially
gees to the officers of the LN who
are the people spoke Lto. When they
are satisfied and the aspplication is
correct mnd complete they will take
it through the various committees for
spproval.,




Other funding bodies

During the lattesr parl of my dlscus-
sion [ was introduced to Hans Hoegn,
the head of the department for infor-
mation on the UN Derade of Disabled
Pergsons. I outlined the work of our
various organisations and discussed
our needs for funding for various
activities. Hand Hoegn also suggested
rontact with The International Labour
Organisation, UNESCO, and WHO (World
Health Organtisation}.

Conclusion

Delegates of the EKP have & lot to

disvuss sl Lhe next meecing.

Any

applications for only
come after there is a clear mandate
to continue with the EWP or a future
European Top Organisation. It will be
wrong for any of us to assume any-
thing as grand as thie oan happen
straight away when there is so much
to do imitially tn sorting out our
constitution and hierarchy, [ feel
all this initisl research will at
least halp us plan a Little casier.

projacts will

An Exciting Encounter of the European Kind

Keport on the 8th meeting of the EC Diamlogue Group

by Konrad Schifers

Before even a FKurcpean organisation
of stuttering self-help groups has
been founded we had the opportunity
to take some first steps on the stage
nf Furopean politice. By wuy of a
previously wmade promise represen-
tatives of the Working troup had been
invited to take part in this year's
meeting of the EC Dialogue Group of
Nan=Goveramental {NGO)
in the field of handicapped people.
Ari K6pf of the German BV office and
1 attended; Edwin Farr unfortunately
was not able to come.

Orgunizations

The amount of information and printed
paper we received tn Brusseis was
avervhelring. I will try to give a
brief and basic summary aof what we
heard; wore detailed information will
be available at the working meeting
in September 144U,

The HRELIOS Programme

The main topic of the meeting was the
implementation of the HEL1DS pro-
gramme (HELIOS: Handicapped People in



the Inde—

pendently in an Open Society') estab-

Europcon Community Living

lisked in 1988 by the EC Division
'Actions in  favour of disabled
people’, “The absolute policy of the
Commisaion wras, and atill is, the
econemic, social and cultural inte-
gration of disahled people in the
Zuropeen Community... An  important

aspect of the BELIOS programme is Lo
provide a which the
Commission can encoursge and initiate
policy developments." At a general
golitical level, the Comaission for
instance collects and  processes
statistlval  data  which  cesull  in
reconnendations aimed at the govern-
zents of the member states. A4 Sacial
Charter has recently been adopted.
The national governments are encour-
aged Lo wourdinale Lheir
social policy,

platform Ffrom

AeHHUreEs

the overall aim being
not eonly te iaopraove but alsa to
adjust te conditions of disabled
seople within the Conmunity.

AL a more practical level projects
are developed and funded. an out-
standing part of HELIOS 1s the
funding of LMA's (Local Model Acti-
sities}), wodel like fur
instance rehabilitation centres which
are Lo promote innovative ways of
rehabilitation and  integration of
disabled people. Other projects are a
data Dank providicg  infurmation  on
products and services in the field of
disability, and a documentation
avstem referring to literature on
reluted subjects.

prujecls

Non-Governmental Organisations
and the Dialogue Groun

Conmendakly, the EC Cormission doea
nul  try te selve the problems of
handicagped peaple hy isclatec

making or by contacting the

governments  of  Lhe member  slales
only: "An important level of exchange
is taking place between non-gavern-
mental disability organisations and
the Cammission of the EC... By bring-
ing thew together dislogue and
discussions, the Conmission helps to
ensure that they are all moving in
sinilar directions,
date information

sents i

Zur

exrhanging up-to-
concerning develop-
lields, and sharing
technical expertisze and experience.’
The fcrum where this dialogue takes
place is the Dialogue Gronp which
15 formed of representatives of the
EC Cowmissicn wnd currently 30 Euro-
pean NGO's such as the European 5lind
Union, the Association Iaternationale
Autiswe Furepe and - sz cne of two
new groups - a 'Kuropean Stuttering
Sell~Help Organisation’. (This is
what theyv called us; we always refer-
red to ourselves as 'Working Party'.)

Lheis

The terms ‘exchange' and 'sharing’
iwply Chml Lhe npembers of the Dia-
logue Group do not cnly have certain
rights, for instance to take part ia
the annual meetinga, abtain iafor-
nation and submit suggestions. There
ate  vcesponsibilities as  well: The

Commission expects us to participate
in projects like the above mentioned
documentatinon system, make statements
and deliver reports ca request, and
Lu serve ax a source of Information
the Commission can refer to if neces-
sary.

The cup Fluwelh over...
This nmcdel worked fairly well untii
recently when the number of KGO's
applying for  membership in  the
Dialugue Oruup Legan o ywell draas-
ticaily, 7T:ie Commission feels com-
pelled to seex a way to handle this

problem ax  seon ae posszible bacanee
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the wark of a group of
arganisations
tive,

100 or more
would become ineffec-
A couple of suggesticns were
made, and the Commission will take a
final decision befare the next
necting  in 1991, Thia will
probably amount to a model of asso-
ciated members and full neabers, the
latters being elected by the Formers.
The full wmembers then weuld be
cbliged to disseuwinate uews aud
informaticn to all the other groups.

early

What is io it fur us?
Three gualifyring remarks first:

- [t should be stated clearly that

belunging Lo Lhe Dislugue Gruup ur
nel is no matter of living or dying
in terms of f[unding. Every NGO can
apply fer grants provided that some

preconditions are fulfilled.

- Only groups with the status of
furopean organisations can partici-
pate in the Dialogue Group.

- Due to the sany different types of
dissbilities the Commission has to
desl wWith, measures and actions are
necessarily wide-spread, and to me it
seems that priority is given to
actions in favour of physically
handicapped people =~ maybe simply
becauge the nuaber of pecple con-
cerned is that high. and the organi-
sations representing them form a
strong labby., This is why the smaller
orgenisations might find it difficult
to promote special peasures related
te their hendicaps.

U the other hand it is not Without
wood reason so many organisations ctry
to beccme osemoers of the Dialogue
Group. Seing a ‘'chosen one’ krings

with
ties:

it some invaluabie possilili-

- first-hand information on all
aspects of social policies;

divect personal costacl wol only
with EC officials but also with
representatives of all kinds cof
Eurcpean NGD's:

- exellent possibilities regarding
public relations work {for
instance, all members of the group
are invited to contribute a profile
af their own organisatinoma tn a
hooklet published by
siomn);

and, last not least, it is not un-
likely there will be some feed-
hack from the femmission €n the
national governments which could
result in an increasing awareness
af the national groups.

the Commis~

From informal ralke with FC offic
we had the strong lapression that the
Cumaission is very lincersted in the
participation of self-help groups -~
or 'consumer groups’, as they called
it = run for and by peaple directly
concerned in & handicap.

Like eny involvement st a political
level, the work in the Dialogue group
does  not promise

short-tern results.
vppurlunity s gruvided Lo pake a8
modest contribution to both the
advancement of our own concerns and
the social life in a Ffuture Purape.
[t will be our decision to take it or

leave i,

any  spectarnlar

However, an

{direct quctes taken
Magazine” no.! (1989))

Trow "HELIOS



Our European Umbrella Organisation

Ly Odd Bjorn Ure

#

A European umbrella is blue, contains one yellow star representing
each member of the Buropean Communitics and can often be seen in

rainy Bruxelles.

A zuropean organisation which ccordinates seme of the work normal-
ly done by each national association of stammerers, must keep an
eye on hew the Europe of the twelve is developing and expanding.
However, it is not sufficient to gueue up among =il olber uabrel-
las in froot of the EC buildings in Bruxelles...

A pan-European perspective

The pan-Eurapean perspective is for
stammerers i.a. attached to "the
social dimension” of EC 1992, The
social  systems vary substantially
within "the Europe of 12", and the
rights stammerers have to get support
fora public sources are equally dif-
ferent. Countries outside the EC are
affected by this dimension fo a uni-
ted FEurope (cf. how EFTA countrlies
are "adapting’ to the EC). And my
guess is that East Furope will he
offered West European investments
with a "social dimension" so that the
nide-cffects will become less puin-

ful.

A united Europe is conceivable. Stam-
nerers must somehow take part in this
unification, e cannot remain
devided, but nust do something more
in our natienal bodies than sending
delegates to Furovean meetings. The
first step to enlarge our activities
could be to ask oursclves. = Du mny
of the goals in my national asso-
ciatien demand a Zuropean answer?
Then we could trv to be more speci-
fic: - Which tasks until now mainly
carried aut by the nativmal associ-
aticns could be solved on a European
level? Could the work be better and
more efficient done there?

Some other guestions could be: - What
does ay natiunal association expect
to learn from other associations
{e.g. how to overcome obstacles, im-
prove weaknesses)? What can our con-
tributions be; in which areas have we
been successfut?

Joy muat  ha
activities

channelled to

I have attended two European meetings
where grll speakers - myself included
- expreased joy of being there. Joy
is important and should be main-
Lained. But it 18 time to go on dis=
cussing how this joy can he channel-
led to activities that can even
better wnderpin our Eurcpesn mect-
ings. One aim of this issue of the
NewsleLter 18 To spark oft an exer-
cise. The introduction was done in a
discussion paper put forward to the
warkshnp 'Furope’ on 14th of Auguat
lest year in Cologne. The workshop
louk place during the Second Inter-
national Conference on Self-Help in
Stuttering; it was open to all par-
ticipanta. This indicates that our
European efferts have nothing to do
with creating a “fortress GZurope”,
but enable us to deal better with
what 1s outside "the old continent".
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There’s Even 'Hereos’ Who Stutter . . .

News from the German Democratic Republic

by Chriatian Gerlach

My name iz Christian; I am a 27 year-
old stutterer from Leipzig. It is one
year ago 1 first heard sbout the
sxiatence of etuttering seif-help
groups, and since that time I am lost
in this idea., I intended to take part
in the 2nd World Meeting 1989, hut
unfortunately the restrictive autho-
rities of amy home country refused me
to go to Cologne. Obviously the nere
term 'self-help’ evoked the suspicion
of subversive activities...

Actually there were no special re-
stricticns within the "really exist-
Ing Soclailsm” tor people who stutter
and other handicapped persons -
except for the prohibition of orga-
niging themeelves alternatively to
have the chance to take part active-
Ly 1n a social life,

Counditions changed

I'ne changes of the political system
of the GDR (which started at Leipzig,
having earned the town the surname
'City of Herces') aloo changed the
conditions for stutterers. It is now
possible lor tnem to establish an
organisation to represent their inte-
rests, and this is why I nade up ay
@ind to zet up a self-help group.

Some details on the current therapy
situation: In the Leipzig area (5000
sgkm) there iz one sapecial achool
providing therapy for children with
speech disorders. Therapy programmes
for adults are available on a very
small scale only and mainly apply to
people with voice disorders. Pro-
grommes conscidering oeveral aopecto
of stuttering therapy and special
approaches Like tor instance the non-

avoidance theory, speech exercises
done in groups or the sounding method
have not been offered so far. This is
due to u chronic lack of therapists,
but also to an almost complete igno-
rance on the part of public autho-
rities when dealing with people suf-
fering from speech disorders. As
there waa no therapy in private prac-
tice and the possibility of joining a
group for seif-help and mutual aid
did not exiat, people concerned were
left to themselves. Isolation and
resignation often was the cffcot,

A group at Leipzig started

The group at Leipsig wanto %o bridge
this gap, and if our model works we
will satrive to set up a naticnal
organisaticn. As yet, however, we are
lacking almost all the prerequisites.
CGreat help wan rendered wo wa by
Xonrad from the West German BV
Stotterer-Selbathilfe e.V. After all,
without any experiences it is not
that eaay ta go to the public and
find fecllow atuttercea. We will be
gratefui for any further ideas and
donations to promote our matter, and
even though you cannot expect the
anall group of ours to organize any
acminaras ond mcctinga er to publish o
newsletter in the near Cfuture, we
would like to cordially invite all
those who are interested to get in
touch with us on & visit to Leipzig!

(dedicated to Konrad Schéfers}

Contact: Christian Gerlach
Schkeuditzerstr. 6
Leipaig
DDR - 7022 ®



THE LATIN CONNECTION

One tcouutry abeent from all the stut-
tering self-heip conferences over
recent years has been Spain. One
might. he Forgiven for thinking this
Latin speaking country does mnot con-
tain people who ylamaer.

Unfertunately this is not the case;]
the Spanish people are not 48 orga-
nised as 'ug’ Europeans when it comes
to the setting up i scif-help
organisations. Perhaps it is just a
case of manana!

Recent correapondence with the
pivision of Health Promotivn uf Lhe
City of Barcelona which is a refe-

rence point Ffor self-help groups in
the country confirmed that self-help
activities tfor stutterers do not
exist in Spain, but stammering thera-
py is alive as Witnessed by an Inter-
naticnal Symposium on Stuttering held
in Salamanca three years ago.

Professor Miguel Serra, a Spanish
expert on stuttering, has expressed
interest in the oelf-help phileeophy,
egpecially what is being done in
other countries around the world, -
We look forward to welcoming the
Spanish people in the near future.

(£3F) ®

A FIRST LOOK AT THE BALTIC SCENE

Just take the chance and see what
happens = Lhis iy whal T said Lo op-
self when a colleague of mine who is
Latvian-born coffered me the nse of a
persanal  rontact. with a friend who
works at a newspaper at Riga, the
capital of vthe Soviet BRepublic of
Latvia in the Soviet Union {so far),
In late December 1%89, a small advert
appenred (free af charge, by the way)
in ’Riga Balss' {'The Voice of Riga’)
reading: "A Furcpean self-help ssso-
ciation for people wha stammer col-
lects information about the sitvation
of stammerera in Enrapean countriea.
Information on the social situation,
formy wnd accessibility to tLherapy,
and any other informaticn in request-
ed in English or German to ,.."

i
Glrmene  piecivi nemt
miia apQidibd vecihu
cilveku. mam Ir perso.
Riska Gzivelamd plati-
ba. G i

s ve-
cu
Tttt
pasth  ur
M. Sprogim.
tiren. Batpaite.
cltybkiem, A
vhe ntormacily
it
|
i

| Adrese: Xonrad Scrarers.
Lacdsverger  Sir. &9, D0 |
l:JIIL boan 1. SR,

Latvietu gimenei vala.
dzigs  arediis
bl ur notekumem
@ec vienotank
Roxsifl; 228200, Jakatpi,
pasit Ux Dlevrasuma, %
Beexigal.
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In ull, I received four replica, the
first of which was a bit surprising
but nevertheless sounded very inter-
esting: A person of Riga asserted
that there was a ricipe for a lLiqueur
based on certain Latvian herbs, which
- so he said - proved helpful in
cases of stammering. He offered some
kind of ’joint venture', stating that
the only things he needed to produce
the liqueur were a Landrover, aliu-
hol, sugar, and a distilling appa-
ratus, (Unfortunately, the Eurcpean
¥orking Party currently is out af
Landrovers...}

To get back on the three replies
left, those were quite seriocus ones
from people of different ages wha
stammer. Although the advert was
formulated in a rather guneesl way,

so as not to wake any false hope, the
letters were very personal, reflec-
ting an immense need for information.
In oy replies I tried to explain in
broad outlines the idea aof stammering
self-help, stressing Lhal we are
seekers ourselves an that in most
cases there is no fast and simple
cure for stamsering. In additian I
encouraged the three of them to con-
tact vue asvther, wnd Lo keep in
touch with the Working Party.

What T started was an attempt, al-
though T am not even sure if this is
an wdequale wuy Lo promote our ldeas.
What do you think? I would appreciate
Four apinicns on that,

(Ronrad Schifers) .



Directory of European Stuttering Self-Help Organisations

Tncluding contact persens af the Furopean Working Party
Adress correction requested

7= KL HzSLANDS
erizndze Stottarvereniging 'Cenasthenzs'
Jstbox 119

M- 3500 aC U

crt

Clznens Yietscn

Smaustrizlaan 37
- 5342 EY Oss
e DA1Z0-22002

tation Zelge ces
2es Hellamans
RU B B W =

8 - 7703 Meuscron o X L8ressearcanisesion “ir Stamme (4IFS)
Fora 053-ZuB67 2t

zgceneugan
AR ¥ - U309 Izl 3

orenincen “or Stammers I Dsrmar<
Talelmtitysies

Green

Tiorzwej 5 zcnperge, 5
Ko el Plsexou M- 0377 2500 4
-or fridsen

ki 2wlazek Jakajacy=n sip
Stcuarzyszenie lacajestrouane

Jr. ldorm Grzyoowska s
al. C Maia g V
A - 514122 Kredw

Tera 22-1C-53

PiksTormre (559] (@
3o¢ 8510

5 - "U274 Ztoc<wlm

)

-ardsasrger
J - 54X o
Fene (228- Traras Perterssan
SN ane

nska Stammares Foreaiog of
Zox SC

3F - L0130 kelsingozs

Margerat
7 13 Villatte
- 73C°9 3¢

T

Lo irque dnara'




