3 KEY CONCEPTS:
SELF- DETERM NATI ON  ADVOCACY GUARDI ANSHI P

W have been receiving along these last nonths many
docunent s, papers and newsletters from Lidi ng6. We have al so had
many discussions and debates at our many neetings anong the
STEPS partners. In all of them -papers and discussions- | have
observed, realised, and pointed out the difficulties that we
-STEPS partners- have to conprehend the neaning of sone
i nportant and key concepts that we use in our comrunications al
the tinme. | amvery pleased to hear that Anne and Paul Canbridge
have conmitted thenselves to clarify such concepts, as they told
us in Newsletter 9.

Language barriers -which on many occasions do happen to
exist- may be also an elenent of discrimnation to a certain
extent if there are misunderstandings in the conmunication.
However, | don't think this is our real problem The real
problem in the conmunication is not based on our different
| anguages, since this is something we can overcone wth a
willing attitude and disposition. Qur problem goes further: W
know t he norphol ogy and syntax of the key concepts. W can wite
them W use them in our own different |anguages. But we have
quite a lot of difficulties in understanding clearly their exact
and accurate neaning. In other words, we are not sure about
their semantic value, because a norphosyntactic term is
understood differently depending on their context, and dependi ng
also on the |language, or on the culture, whether Latin or
German. In other words, we give these key concepts a different
val ue.

We have dealt with along these nonths three different key
concepts upon which | would like to reflect, because | think
these are one of the bases of nany debates and di scussi ons.

Spani sh Engl i sh Ger man

Aut odet er m naci 6n Sel f det er mi nati on Sel bst best i nmung

Def ensa- nedi aci 6n Advocacy

Tutel a Quar di anshi p Br et roeur/der Vornmund

I think that the understanding of these three key concepts -and

when | say understanding, | say semantic meaning wll help us
to deal much easier with the problem of people with |earning
disabilities. Therefore, we wll be able to fight with them

agai nst their discrimnation and/or exclusion



1.
Spani sh Engl i sh Ger man

Aut odet er m naci 6n sel fdeterm nati on Sel bst best i nmung

I would define this concept as the possibility of any of us to
choose and take decisions about our own life. Wen | talk about
choice | don't nmean only the great choices and decisions about
our life (where to live, who live with) but to all Kkind of
choi ces and decisions -from the easiest and nost sinple to the
nost difficult and conpl ex ones-.

W talked and discussed quite a lot about this issue in our
Congress in Rotterdam Qur English coll eagues (Zenobia, Hector,
and Paul) talked to us about that and they introduced us a
system or handbook explaining ways to help people with |earning
disabilities to take decisions about their |ives.

Patricia Ericsson also talked about it. At that nonment, our
host esses taught us nmethods and ways of Self-Deternination, a
concept that is the clearest of all.

If I had to frane Self-Determination in the Guardianship field,
I would say that it is the assunption and acknow edgenent of the
capability of people to decide by thenselves upon their own
lives. The way to achieve this Self-Determnation is a nore
conplex matter. We are working on it all the tine. W have to
assess and assume the risks of making mstakes. Qur conm tnent
as guardians is the inprovenent of every individual's welfare.
W nust, and we wi sh, to have the capacity to estalish a
relationship with our person in charge (tutees)® in order to
know and assune their aspirations, their w shes, and needs, and
behave consequently. | repeat that W assune the possibility of
maki ng ni stakes. We are obliged to learn about the support and
services available in order to use those which carry about
nmeani ngf ul consequences on the life of every individual.

The guardianship inmplies the transfer of part of the
responsibility on the practise of the individual rights. Thus,
we encourage the person to take decisions by hinmself/herself
even upon those areas in which the guardian nust take an
i mportant part.

I will provide an exanple, which we have recently experienced in
our Foundation: W took the risk that a disable person would
| eave his job voluntarily, in spite of knowing that it was a
wrong decision and it might bring serious and financial
consequences for him But we assumed the risk in the nanme of his
personal and gl obal devel opnent as individual. At this nonent,
he is | ooking for another job.

11"l use the term tutee (tutelado) for those people under the guardianship of the Fundacio.



2.
Spani sh Engl i sh Ger man

Def ensa- Medi aci 6n Advocacy Bef tr wor t ung

This is one of the nost conpl ex concepts because of its multiple
nmeanings. If we look up in the dictionary the term Advocacy, we
are given the alternative "Defence". But this is not the
appropriate and conplete nmeaning for the context we have been
working on in our first neetings. In fact, the dictionary gives
us all the possible nmeanings, but the difficulty lies in the
lack of a direct translation into Spanish. So, this tine we have
decided to translate it into a double term Defensa-Mediaci én
(Defence and Mediation). Mediacién (Mediation), only, is pretty
far away fromthe English term Advocacy, since Mediacion is the
action that takes part between two or nore people in order to
get a nutual agreenent. Qur translation into German would be
"Verm ttl ung".

I'f I had apply the termAdvocacy to the GQuardianship field
I would say that Defence is pretty near its meani ng, because our
function as guardians is the defence of the people against any
aggression of his/her rights or any exclusion action. Mdiation
is farther from our function as guardians. Qur function is not
to nmedi ate between two people to achieve a nmutual agreenent, but
to act together with the tutee and guarantee that all his/her
rights are respected, get his/her inclusion, and not be
discrimnated fromany field.

But sonetinmes, we do nedi ate between people. Sonetinmes we
have to conciliate the tutee wth his/her famly broken
relationships, in the interest of his/her welfare.

I think that these exanples will help us to understand what
| try to explain.

"Advocacy" as Defence:

In Barcelona this is developed by the "Sindic de G euges"
Catal an version of The Orbudsman. The Soci al Services workers, -
both of the nmunicipality and particular-, and the social workers
of the Foundation develop this task too. Their function is to
keep on watch the rights of the users and citizens in general

"Advocacy" as Medi ati on:

The Fundaci 6 Tutelar Aspanias is guardian of a group of people
com ng fromvery broken and unstructured gypsy (roman) famli es.
At first, it was very difficult to understand these people who
clainmed constantly -and rightly- their belonging to a different
cultural group. Due to that, at first, the comunication and
understanding with them was conpletely inpossible in two
different situations:



A W tried to nake them understand those people that our aim
was to help themand to find points of contact. The advocate
is helping us to contact with those people.

B) In other cases, out wunderstanding with those people was
correct, but it was absolutely inpossible an agreenment wth
their families. Their families did not accept that we -no
gypsy people- could keep any relationship with them As a
consequence, our attenpts to approach the tutee to his
famly becane useless, because he did not accept our
suggestions. The advocate helped us to nanage to make his
relatives - in this case, his nother- visit him in his
housi ng-resi dence, always under the advocate's supervision
and ours too. In this particular case, we acted in a double
rol as Advocates: W defend and support the person's claim
to see his nother, a fact that helps him to dimnish his
syndrone of anguish. On the other hand, we nediate, because
we are an inportant part of those neetings nmentioned.

3.
Spani sh Engl i sh Ger man
Tutel a Quar di anshi p Br et roeur/der Vornmund

Quardi anship, is a judicial term that goes beyond the
concept of Self-determnation or Advocacy, although both
concepts are included in a nore conplex totality, the
Quar di anshi p. This is circunscribed to what the judge
establishes. In all the cases, the judge determ nes to which
fields or areas of the person the incapability affects.

In a very sinplifying way, Guardianship would be the
function of representing the person, for the person, and wth
the person. Wthout this |ast phrase, our task would be enpty of
contents and out of context.

By neans of this, we try to include the people in all the
spheres of their lives, searching for their wel fare and the nost
appropriate situation for them

The aimis to achieve the following goals in all the services
offered to the users:

Participation: Mechanisnms of control and participation: the
users thenselves, their parents or their guardi ans.

Accessibility: Acceptable for everybody involved in the
situation.

Integration: The services offered to the users nust be |ocated
in places where anybody would be willing to nmake use of them

Dynani sm Services susceptible of change according the
necessities of the individuals.



The main characteristics of Guardianship are:

a) Personal characteristics:

1. Quality of life

2. Wl fare of the person.

3. Respect for the person's rights.

4. Affective and human treatnment.

5. Know edge of the person, |ikes and dislikes, preferemnces,
hobbi es.

6. Attention to his/her real necessities: Housing. Leisure,

job, relative and social rel ationships,
7. Monitoring of the person

a) Patrinonial features:

1. Adm nistration of goods and properties.

2. Individual managenent.

3. Searching of resources of very person in order to
guar ant ee hi s/ her better welfare.

4. Proceedi ngs of requests of financial help.

In the GQuardianship it is prior the personal aspect, and within
this, the nobst inportant goal is to know every single person,
pronmoting actions | eading to that know edge.

W nust not forget that we believe and defend that we cannot
conmbi ne the function of guardians and providers of services at
the same tinme. If we devel oped both functions we could not be
inpartial to support the tutees in case the services (that they
pay for) do not give them the adequate treatnent which they
deserve. This criterion is not always shared by all the
organi sns, but a new |l egislation on that issue is being drafted.

I would like to finish to let the discussion go on, answering
t he question, How to solve the needs of the people with |earning
disabilities? My answer is very sinple: Being close to them
Acting with a lot of humanity, not being afraid of naking
m stakes with them and encouraging their capacities, specially
their capacity of Self-Determnination



