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Editorial

Bonvenon at la Vocho de ELSA. Ni opinias, ke nun vere estas la tempo, ke Europaj bal but-asocioj
utiligu la universalan lingvon Esperanto. Esperebleiuj el vi sukcesislegi ghin?

En tiu chi eldono de VdE, ni enkondukas du novajn rubrikojn: "Intenaciaj Novajhoj", kunmetajho
de ago] tra niaj landaj asocioj, kay "Elstarajhoj”, en kiu ni chefskribas kelkajn plegj interesajn
ajhojn el naciaj revuoj. En tin chi eldono ni focusas al artikoloj de Germans " Kieselstein”
(intervjuo kun Turka parolterapiisto) kaj Brita " Speaking Out” (projecto Pendleton pri flueco).

Kompreneble, ni esperas ke vi ghuos VdE kaj trovos la artikolojn interesaj. Sed ni ankau esperas ke
vi sentos vin instigitaj al kunlaboro kun la agado de ELSA, chu per reago al |a imagoplena propono
de Italio, chu per aligho al |a "korespondamika™ reto, chu per oferto de artikolo au novajho por
venonta eldono. Ni plezure atendas viajn vortojn!

La redakcio.

Welcometo the Voice of EL SA. We thouwght it was redly time that Europe's duttering associations
utili sed the universal language, Esperanto. Hopefully some of you were aleto read it?

In this edition d VOE, we introducetwo new feaures: "International News', a cmpaosite of adivity
aaossour member organizations, and "Highlights" in which we feaure a ouge of the most
interesting items from national magazines. In this edition we focus on articles from Germany's
Kieselstein (an interview with a Turkish speed therapist) and the United Kingdom's Speaking Out
(The Pendeton Fluency Projeq).

Of course, we hope you enjoy the VoE and find the aticles interesting. But we hope, too, that you
will fed moved to invalve yourself in what ELSA istrying to do,wether by respondng to the
imaginative propasa from Italy, joining the "pen-pals' network, or .submitting an article or news
for afuture alition. Welook forward to heaing from you!

The Editoria Board



" Self-Help: ssimply not enough people know about it..."

An interview with Figen Unsai, a Turkish speed therapist in Berlin

Almost two milli on Turkish people liveandwork in Germany, 400.000 6themin Berlin (which
incidentally makes Berlin the sesoondlargest Turkish citv). The foll owing conversation with Figen
Unsal, a Turkish speed therapist who works with Turkish stutterers in Berlin, was recorded hy
BV-member Harald Srétz.. The interview not only examines the situation d Turkish stutterersin
Germany but also gves us me impressons of a Nation which urtil now has not figured in an
ELSA conteX. A third asped iswhat stutterers' asociations can dofor peoplein ethnic minorities
who stutter . We will pursue these questionsin future issues of "Voiceof fil.SA". Our tharksto
Figen Unsal andHarald Sréatz for their permissonto translate and puli sh the interview.

THE EDITORS

Q Figen,youarethefirst and- so far - the only Turkish-spe&king speed therapist in Germany?
A Asfaras| know, yes. At any rate in Berlin. | dorit know abou the situationin the rest of
Germany. | haven'! heard anything from the speed therapists association,and | couldn't find
anyonein the diredory.
News would get around?
Absolutely.
In Berlin you spedalize in Turkish people with speedi difficulties.’
Like dl speed therapists | am (mined to tred [x>ople with vace and speet dsorders. Since
Turkish is my mother tongue | have particular accessto Turkish people who stutter.
Youwork in apubic hedth centrein the district of Berlin-Kreuzberg. What is your job?
At present | work alone in the hedth advisory service, and my functions are to provide
diagnosis, courselli ng and treament related to speed problemsin Turkish people. Actualy, it
was originally planned that | shoud work in conjunction with a social worker, bu as e does
not work here aty more | have to cope on my own. Her paost has been cancdled, so it'supto me
now. Dueto their migration history Turkish people have alot of problems here in Germany. |
adopl an hdistic goproach which takes the socia problemsinto acourt. But it is difficult to
get a cmplete picture when you are dl onyour own.
What are the most common speet problems?
In the hedth centre | can oy tred children and addlescents, bu as | am (the only Turkish-
speking speed therapist | also provide diagnaosis and courselli ng for adults. Most frequently |
come acoss peed development disorders, bu stuttering is also very common.
In adults, too?
Yes. It is griking that Turkish stutterers hope for amirade, amirade heder whowill curetheir
stutter with injedions or drugs. This attitude is prevalent even among well -educaed people, for
them it is difficult to understand haw their own stutter came into being. Many of them cannat
imagine & all. Advising these people basicdly means trvinato make it clea to them that their
stuttering changes as ©onas they start changing themselves. When they go ou more often, are
prepared to take more risks and thus lean how to ded with their stutter in a better way, e.g. by
dissolving blocks and ptiting something in their place It is aproblem to explain it to them
because they think al thisisall so "intelledua” and that people would naicewhen they
prolong the words. For one of my clients the big problem was that he did na want to stutter
voluntarily. After all, he cane to therapy in order nat to stutter, so why shoud he stutter then?
Q Doyousee ay difference between German and Turkish stutterersin terms of their willi ngness
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to join self-help adivities?

Most stutterers want their stutter to go away as oonas possble. For the Turks, this has more to
dowith Orientalism, fanaiasy and the belief in mirade ares, yet sometimes they redize they
must ded with their stuttering. In Turkish society people who stutter have avery hard time.
People will often ridicule them, asthey doin ather societies.

American society, for instance, is more relaxed ami generous when it conies to so-cadl ed
deviations from normality.

That's possble. In my experience, many Turkish stutterers have the dtitude that stuttering is a
gift of God, something which came over them sometime and about which they can't do
anything. That's the way it is!

Do these people cometo you?

No, they dont come to me. It surprises them that you can dosomething abou stuttering. One
mother | know does nat beli eve that her daughter will ever overcome her stutter. With this girl |
have atot of problems; shefirst had to develop a pasitive atitude towards guttering therapy.
Shesaid it did na redly make any sensg; if it did. she would na stutter any more. On the one
handthereistire dtittide "l want to get rid of my stutter, | dont want it", but on the other hand
people think 'That'stheway it is, you can't do anything about it".

Do the addescents come ontheir own aceord or are they brought by their parents?

It varies. It's more the alults who come ontheir own acord. They are highly motivated -almost
too hghly, asthisislinked to very high expectations.

What about self-help?

| think they dorit know abou it. The ideaof self-help is grange and remote to them. Two yeas
ago | organised a seminar in Dortmundwith Turkish and German adolescents who stutter. It
was there that 1 heard some of my people say, "We never stutter like the Germans'. | foundthis
amazing because the Turkish teenagers guttered in just the same way. They simply didn't want
to be anong people who stutter.

Andwhen you hdd upamirror to them?

It shocks them.

Isit ahedthy shock?

Well, either they stay away, or it hitsthem very hard. Y ou then have to be aleto bred their
fall. One teenager who has been coming to me for advicefor quite atime began to stutter worse
than before. For him it was nat atherapeutic success | have never known anyone to stutter
more severely during therapy. He had terribly strong avoidance behaviour, though. He spoke
very fast, asif he wanted to gall op away from his duttering, andin dang so he stuttered very
severely and ndicedly.

Are there any professons except speed therapists who trea stuttering in Turkish people?

| dorit know of any. Thereis aneed for more Turkish-speging experts. One Turkish
neurologist oncetold a stutterer: "Go to Mrs. Unsal, and you will be ared within six

months." That's redly bad!

Do you knav any Turkish speed therapistsin Berlin?

No, i dort. One traineespeed pathologist who dd her pradicd training at our hedth centre
wasvery interested. Unfortunately, - she didn't know any Turkish.

Do you think that Turkish stutterers have inhibitions abou attending a self-help group and that
they are draid of not being taken seriously by die Germans?

That may be justified. They've got enough problemsto worry abou in their society, so they
can't do much abou other things. Women, by the way, tend to be more adive, more motivated
and more interested. They have dways adiieved something for themselves. There was one
young woman in particular who got onredly well and who was very receptive to everything |
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offered her.

Do your Turkish clients readily adopt new ways of speeking and speed techniques?
Unfortunately not, in most cases. They want to speak corredly right from the beginning. One
important point, by the way, is how to med other people. We pradicethisin role playing. Two
of my Turkish girls demonstrated to the Turkish boys how to get to know girls.

German women o girls?

The Turkish boys like to med German girls but they prefer to marry Turkish women.

What can be done to make stuttering self-help palatable to Turks who stutter?

imply not enough people know abou if. One young woman attends slf-help seminars
regularly, and she dways talks very enthusiasticdly abou it. But sheis ssmething of an
exception. The problem is one of puldic relations. In the hedth centre the ledlets are on
display, bu unfortunately they are in German ony. | haven't got time to translate them into
Turkish. Thiswould be afirst step.

hank you very much, | think that's enough for today...

(From "De Kieselstein" (D), 7/1993
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A rouhdub ' vT/'Fl_at's happening i.n' Europe from ELSA"s member asociations:

In Bulgaria, Peter Tonev and Mikhaii Kayabashev continue to spread information abou stuttering
through pubicaions andlocd radio. With alogopedist, Peter has arranged week-long speed
improvement courses. Mikhaii says: «Wewould like to share experiences with ou colleaguesin
Europe by post”.

OSIS, the associationin Austria has daged two succesul seminarstill ed "To live together - to
lean from eat ather" and "Fea kill s peed - ways out of stuttering”, OSIS vice-chairwoman,
Andreahas beaome a(art-time worker in the office the officenow opens to the pullic one evening
aweek and alibrary is being established. OSIS is symbadli zed by apair of walnhuts ontheir logo
("problemsto cradk™) andin July awalnut treewas planted in an Innsbruck park... no rews yet of
any walnuts harvested!!

In Finland. the magazine "Painokas' has reatied 15yeas of age, the anniversary being cdebrated
with an "even thicker and more dosely-printed issue than namal”! The issue fedured reviews of
past isaues, writings and pcems from readers, competiti ons and many items on international
contads, particularly with Estonia. Painokas in dang well nowadays - it's a pity so few people
elsawhere can read and unarstand such a universal language & Finnish!

Like many other charities and vduntary organizations, the Bundesvereinigung Stotterer-Selbsthilfe
(Germany) isthreaened by serious cutsin fundng as aresult of drastic e@namic measures due to
the recesson. Luckily, the scries of five videos produced for spedfic target groups (adults, parents,
teaders) was completed as planned in 1993.

Malbjorg, the I celand group, arc happy to report some summer sunin the south, with temperatures
around 15 dgrees Celsius, "quite warm for us'. The 1994Nordic conferenceisto beheldin
Icdand for thefirst time, hopefully thiswill give Malbjdrg aboast ami inspire increased adivity.
Thiswinter plansinclude adivating a self-helpgroupin Reykjavik.

In the Netherlands, host of the most recent ELSA meding. Demosthenes is considering
establi shing a professona enquiry offjce thinking abou changing it's name, and working on a new
ledlet. Thereiswork to prepare a"Stuttering AwarenessWeek" in ealy 1994.

In the Untied Kingdom, AFS too have been mvorvetf with a" Stuttering AwarenessWeek" which
for the first time has adively involved members of the parliament in helping to raise avarenessof
stuttering. There ae now 3 full-time workersin the AFS office and many other people help ou at
different times. A "review day** was Iwld to begin tlieimportant processof planning for the next
few yeas.



The aanual meding of NIFS (Norway) took dacein the mourntains. A " Stuttering Camp"
was held in the summer in Tromsg and was agrea success Tromsg is the "courtry of the midnight
sun'! NIFS lias also establi shed links with stutterers and therapistsin Latvia.

In Poland, helped by pubdic fundng, PAPSIiasincreased its adivity. Wilder and summer camps
were held, enabling 100 members to improve their social abiliti es through entertainments as well as
profesd onaf therapy. Several European friends took pan in a anvention at Gdansk in October.

The FSD in Denmark staged the Nordic Meding in September, ontheme of 'The stutter and the
environment". Work with parents of chil dren who stutter is taking shape: 3 parents are now part of-
'the FSD board/committeg and they are trying to establi sh self-help groups of parentsin. some
areas. Interestingly, thisis aso happening in the U.K.. where the AFS held an Open Day on child
stammering for the first timein Leicester, where the first parent suppat groupfor people with
children who stutter has been running for several months.

In Sweden, SR have shown the way for al ELSA courtries, with their ambitiousi and pradicd
attempt to promote self-helpin | islonia (see &so "The Estonian Visit in Stockhdm™). The SR is
also working hard to organise the 4th International Convention for people who stutter which will
take place26-30. July 1995in Linképng. The two main topics will be: Research and therapies for
children and adults. If you have awy ideas ttot will be userul for the organizers, please send them to
Ake Bystrom, 1JIlegardsgatan 27,5-582 63Linkoping. The SR says; «You are dl very welcome
o Sweden iti 1995 »

So, de stutterers of Europe ae dive mid wclll! Please send in your national news for the-next isue
of VOE so we can ke youinformed of what's happening acossthe courtries.

Sendto:
TimPowdlt. 7 The Avenue. Herxdett. Ciinterlwrv. Keiif. CJ34ULA1.K.



Let’s Get Together!!

An invitation from Italy: Milena Michele urites...

As a spokeswoman dof the self-help group d Perugia (Italy) I'll try to assert here the importance of

inter-personal relations among people who stutter of different courtries, and to suggest a propacsal

to help redizethis,

1) The «istenceof an "umbrella’ of the national associations like ELS A hasto betaken asa
means and nd asagoal (seeK. Schal'ers, VoE No.6): this means too that we shoudn’t confine
ourselves to a bureaucratic concept of the association for the self-help groups; Persona contads
among the groups with dired exchange of experiences can fee eriching and simulating as
regards the ansciousnessof psychologicd and envirourmental aspeds of stammering, as well
as the relations between stutterers and society, and can therefore offer credive starting-points
for our common studies and adivities.

2) Inter-personal contads among groups would give us better insight into the range of effeds of
stuttering, of our needs for adive asciations and d their potential, and can lead the groups to
stimulate eab ather (M. van Eekcten, personal message. VOE 6} into adivity andto
encourage soli darity for ead group,and for ELSA.

3) Stutterers concepts of self-help could maybe be developed through inter-personal contads with
fellow stutterers from diff erent courtries. For example, oppatunities for travel, making new
friends, learning foreign languages could help many stutterersto better fulfil themselves, and
can help usal to tadkle the-tendency towards isolation - harmful in ou present world, where
approach to contads and relations abroad is increasingly important.

A proper concept of self-help, in our opinion,isto ad in such away that ead ore of us cat achieve
full expresson d hig/her personality.

This applies, of course, onawider basis than human relations; but we fed that relations between
stutterers are an essential pre-condtion to any further achievement.

| think too that dired contad to people perhaps very diff erent from us in many aspeds except in
their relationship with language can strengthen ou sense of the universality and humanity of
stutterers, and ou sense of identity and d the cae we must take of ourselves.

Asauming amore.or lessgenera agreement with the dowve, our point isthat medings and similar
oppatuniti es to exchange views and experiences that have been creaed so far are not enough in
themselves to redi se our neals and aims. We propacse to creae awidespread network of relations
among die locd groups: aso particular "twinrungs', for example, could be establi shed between two
or more places.

Medings and exchanges between groups of afew people ae naturally much more eaily organised
than general congresses: relations would be more intimate and could include amore detail ed
exchange of experiences abou methods, therapies, adivities etc., as well as enabling a better
knowledge of social and persona] problems of the stutterers.

In addition, the enterprise of locd groupsin thisway could go some way in avoiding the problem of
limited financial resourcesthat isa aiticd obstade to the work ELSA strives to acamplish for the
stutterers of Europe and keyond.



The Perugia group offersitself to open a particular relationship with one or two other self-help
group members of ELSA who would like to accept thisinvitation. Bye!

Miiena and others from Perugia, Italy.
Contact:

Milena Michele, ViaRuini 5, 1-06143Perugia.



The Pendleton Fluency Project: Interim Report

Deborah Plimmer
Spedalist Speed and Language Therapist

The Pend eton Fluency Projed was establi shed in January 1992with the am of researching into
stammering. Questionraires were sent to all District Speed and Language Therapy Managers
asking for information onthe type of therapy they were ale to provide for ssammerers. We
recaved 174completed questionraires and are aurrently analysing the datafrom these. We dso
sent questionrairesto all AFS members and targeted therapists in the Trent region, asking them to
distribute questionraires to their current clients. Over 1.000were sent out and we receved 78
replies. 2% of people respondng had attended intensive aurses. 33 peopletravelled ouside their
home district for therapy (423). Distances varied from afew miles (to aneighbouing courty) up to
150miles.

L ong term benefits

We asked people to rate the long term benefits of the aurses they had attended (Figure A). 20
people felt that their therapy benefits were excdlent. The types of therapy they were offered is
shown in Table 1. As can be seen, the method most often referred to was ocial skill straining.
Asertiveness ill sand individual courselli ng were dso important aspeds.

Seven people rated the long term benefits of therapy as "good'. The most often used approaches
were block modificaion androle play. Fourty people gave arating of "fair". The most often used
approades for this groupwere block modification and slow/smoath speed (13 responcents used
bath o these gpproadches). Socia skill straining was only cited by five people (12,5%) whereas it
was used by 50% of those who rated therapy benefits as ecxell ent. There were threepeople who
rated the benefits of their therapy as poar and four who said that they had na experienced any long
term benefits. One of these did na spedfy the type of therapy he had experienced. However, of
these seven people, threefelt that intensive murses generally were an excdlent ideaif they were
runwell.

Twenty eight people felt that meding other stammerers was a major advantage of attending a
course. Other advantages cited were related to the type of speed control techniques that was used.
Block modification, smooth speet and prolonged speed were eat mentioned by ten people.

THERAPY APFROACHES CITED BY THOSE RATING BENEFITSAS EXCELLENT

Socia Skills................ 12Block Modificdion ....... 8
Prolonged Speed ...... 11 Relaxation.................... 8
Slow/Smoath Speed... 11 Breahing Tedniques. 7
AsartivenessSKill s..... 10Padfic Ingtitute............. 1
Individual Courselling. 10Psychodama............... 1
RolePlay ..................... 1@yllable Timed Speed 1
AvoidanceReduction ....9 Voluntary Stammering 1
Personal Construct Psychdlogy .................. 9

We asked people to outline what they felt were the least useful parts of the course. 14 peopledid na
respondto this question and 17said that they had foundall parts of tlreir course useful. (12 o these



were from the groups who foundthe long term benefits to be excdlent or good). Most of the
answersto this part of the questionreire relate to individual preferencefor types of approad.
However, ore of the most important fadors to take into acaurt when considering the dfediveness
of therapy must be the relationship between the therapists and the murse

members. Threepeople, for example, mentioned that they felt their therapist had remained "apart”
from the group, poduwcing a"them and 8" Situation.

Respondents were asked why they thought maintaining change dter a course was < dfficult for
many. 52 people replied to this question. 16 gople dted the need for suppat after the course. Other
reasons centred aroundthe difficulty in maintaining.confidence and motivationandin using
techniques outside the dinic.

Figure A
LONG TERM BENEFITS OF THERAPY

Conclusions

It isclea that every person who stammersis different in bah the way that they stammer andin the
way that they tadkle their ssammer. This has already been well documented in literature. It foll ows
that thereis no oreway to "trea" stammering although there is undouhedly a core of proven
methods beneficial to amajority of people. Most people taking part in this survey have experienced
an ededic gproad from which they have been able to take avay the most appropriate aspeds for
their personal use.

The main benefit for many has been the oppatunity to med, and share ideas with, aherswho
stammer. Suppat foll owing coursesis vital to maintaining changes made. The increasing number
of self-help groups acossthe wurtry is atestament of how important this suppat is. The general
feding amongst therapistsis that an intensive amurse shoud be seen as a part of ongoing therapy,
not as a complete therapy padkage onils own. This point will be deboralcd in atir next report,
|"urlli crmore, comments on hawv | he murses were run pant fora need for therapists to take care not
to dsempower their clients. Courses which are designed to enable an individual to uili setheir own
skill s as "self-therapist” are, we fed, paentially more likely (o succeal than thase amed at teading
atednique with littl e or noemphasis on social skill s, goal setting, problem solving, coping with
change, stressmanagement and aher areas of self-awarenessand growth.

Both questionraires indicae that "techniques’ are seen as a set of skill sto utili se when the need



arises. Like any skill, control of fluency often needs agrea ded of pradice and shoud be looked at
in the light of how stammering and fluency ill i nto ajx-rson's view of the world and d themselves.
Over-emphasis on fluency control may lead in sonic instances to afeding of guilt at having failed if
thereisarelapse. Asone personwrote, "I slopped going (to therapy) because 1 felt there was
nothing else avail able for me. Most of the therapy then was based ontechniques which | didn't find
worked very well for me. | tended to fed it was my fault." Another wrote that when he stammers he
fedsthat he has fail ed the murse andis, therefore, "letting myself and the speed therapist down”.

For most people tapes cassttes and hendous were not generally avail able to help with foll ow-up
work and the "self-therapy". The present projed lean arc producing video and audio casttes,
together with a set of home assgnments anil i nformation bookets to aid in the maintainance of
progressfoll owing an intensive murse.

It has been avaluable exercise to hea from people who have experienced dfferent forms of
therapy. We will continueto report on ou progressduring 1993.

[From Spe&king Out (UK) Spring 1993



