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Profile of the Association

The Association cares for rare neurogenetic diseaffecting children.

Ring 14 (ring shaped chromosome 14) is a rare sksednose most steady symptoms are on the
central nervous system.

The Association started in May 2002 and it firsiugyed three families.

Now it represents a lot of families all over therldand it is the only both Italian and foreign bia

to deal with chromosome 14 abnormalities.

Mission

- To spread knowledge of these syndromes among rdagfeneticists, paediatricians) so that
families can get a diagnosis and put in touch wighAssociation.

- To spur scientific research in the clinical, gengtharmacologic and rehabilitative fields by
supporting research projects and enriching oalogic and clinical data banks, the only
ones in the world.

- To offer support to the families with members atiéelcby serious disabilities: to assist them
at the hard diagnose time, in their relations tocatbrs, speech therapist, teachers, doctors
by planning actions aimed to the whole family wedfa

Introduction and reference contest

In the last 20 years compulsory school has witrlesseregular growth of disabled children
attendance. In 2009/2010 school year they are ri@me 130 thousand; among these about 73
thousand are primary school pupils and about 58stéwad attend Junior High School.

School integration of disabled students is gairangiore and more prominent role and becoming
both stimulus and enhancement to the didacticgraangm for School Quality.



In order to cope with a growing and diverse neety working groups are being shaped, which will
steadily draw new programmes, and will reform aedew the inclusion plans of disabled or
difficult students.

By now Quality school integration is positively eqved to involve the whole community of
teachers and pupils: it is impossible to carry otegration only relying on the learning support
teacher, moreover front teaching is known not t@ lgmod opportunity for integration since it does
not care for diversities and individualities, maral more frequent in classes.

People are increasingly aware that school integras not a “vertical” process but a “horizontal”
one instead, reticular and widespread, which igpesed to stir and organize the resources from
numerous other significant subjects: other teachstaff of the school, class fellows, social
workers, family and community.

It is basic to foresee new didactic strategiesnio handicapped students to their class, makieg th
presence significant and to join ordinary teaclaeis support ones.

These didactic strategies must involve all studéntd only the disabled one) and spark off
teaching informal resources in the class in ordevialuate

differences.

A note from the Education and University Ministry 80" Nov. 2001 reads that school basic
assistance is connected to the educational andtoidactivity: all of these three interventions
contribute to the disabled person integration; aly project shared by all members (headmasters,
teachers, staff, parents, rehabilitative workets) which law defines as Individual Educational
Plan (IEP). On turn IEP is part of the more genplah of independent schools which by law (DPR
275/99) are bound to draw up a Formative Offer PFDP), where they state the criteria and means
of the whole education system they intend to catrty in relation with the diverse needs of pupils
and families.

Since these needs are extremely diversified, Thiel ©hthe Ring wants to offer an answer to the
particular need which arouses when disability cofm@® a rare genetic disease, difficult both to
explain and to understand, and which often scaeeplp, not well informed. In fact in schools
inclusion policies are often made up without a ieawledge of the problem dealt with: this may
cause serious consequences to the disabled ohesCdnvention of the United Nations on the
rights of disabled people, ratified by Italy wittctANo 18 of & March, 2009, describes disabled
people as “ the ones with long term physical, memtellectual or sensorial handicap which might
prevent them from taking part in the society onliheis of equality due to numerous barriers”. The
causes of disability are not legally relevant lngtyt might be on practical terms, because integratio
and social inclusion imply the knowledge of theattied person condition, the only way to knock
down fear and taboos which often go with childrad seachers.

Project description

Special integration pedagogy says there is a basicradical difference between insertion and
integration of disabled people in the school systérthile insertion might mean just the physical
presence of a disabled pupil in a school withoyt @mange at all, integration implies a project and
a mutual adaptability process which is a changeseif.

The Child with the Ring is a tale which wants to feans towards change, through an easy
explanation of this disability and its causes stodsce the fears, curiosities and doubts aroanel r
diseases. The Child with a Ring is organized eamrg tale which simply faces the subtle problems
of the disease and its difficulties, concerningdffections and the people who care for the dighble
one. Through archetypes and symbols, the tale soffee reader the opportunity to identify
themselves with the main character and arousesi@msosuitable to understand directly the
uneasiness and the limitations affecting the desaplerson.



Thanks to The Child with the Ring pupils may buid their skills and actively make up their
knowledge. Teachers and educators can take adeaofahe Child with the Ring as a support to
their role as leaders of children looking for skidind awareness as well, in fact they can draws hin
to enrich the pupils’ stories and former spontasdaowledge so to offer useful tools to grow up.

The Child with the Ring supplies didactic files wihisuggest different approaches to debate and
which can be adapted to any different group neeoffdrs different didactic paths ready to be used
and activities to develop in class, suitable taliversified with regard both to the topic and tige a

of students involved.

It gives scientific information about genetic disea and chromosome 14 syndrome, furthermore it
has been written in two languages, which makeiiable to various didactic contests even at Junior
High School.

The book was born mainly to explain the Ring 14dsgme, but it copes with various themes
shared by other disabilities, both from pathologa@sl acquired defects. The tale wants to be a
versatile education tool to help teachers and famas well in their hard path towards school and
social integration of the handicapped.

The project aims to make the book introduced ase¢herimary and Junior High Schools attended
by a disabled student, in order to openly facetlieene of disability through debates and reflections
— all this might make students closer to one anmpthie the one side favouring the awareness of
their disabled mate condition and on the other hhantbving fears and awe towards them.

General aim

To implement available tools to integrate disaldedidren at school and make school itself better.

Specific aims

- make it easier to express one’s own feanghtdoand feelings
- make pupils aware of the disabled person’s uneasiipn

- stimulate a larger empathy

- improve the support to the disabled one in everyddiyities

- increase cooperation among teachers

- inform families and make them more aware about it.



TABLE 1 AIMS AND WAYS

AM 1

Make it easier to express one’s own fears,
doubts and feelings

ACTIVITIES

Narration, explanation of the syndrome

and elaboration of the tale through
acting and graphic or painting art
Debate with children

AlM 2

Make pupils aware of the disabled person’s

uneasy position

ACTIVITIES

Tale reworking
Debate with children
Make up of a questionnaire to hand
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in the classes involved to check the

awareness gained even concerning
themes suggested by teachers and
emotions aroused

the
the

AIM 3

Stimulate a larger empathy

ACTIVITIES

Tale reworking, graphic-paintin
activity and/or role plays
Identify three main themes and gro

work to make pupils debate about them

Debate
Make up of a questionnaire to hand
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themes suggested by teachers and
emotions aroused
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AIM 4

Improve the support to the disabled one in

everyday activities

ACTIVITIES

Identify the main problems of th
disabled pupil and make their schg
mates experience the same difficult
and limitations

Debate

e
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AIM 5

Increase cooperation among teachers

ACTIVITIES

Meeting between teachers and ot
educators to define the best pedagq
path to follow
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gic

AIM 6

Inform families and make them more aware

about it.

ACTIVITIES

Involvement of all the class familie
through a meeting to show the projs
and its aims

Final meeting to hand out to parents
results of the work made and possi
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Foreseen results

- Expression of fears, doubts and feelings made reasie

- Fears and diffidence removed

- Awareness of the disabled person’s uneasy posatignired

- Relational skills improved

- Larger empathy acquired

- Availability to support the disabled pupil in evday activities induced
- Families more informed and aware

- Cooperation among pupils improved

- Atmosphere of greater trust and serenity in thescla

- Elements contributing to the Project sustainability

- Political sustainability

- The handicapped children’s right to integrationgerevn serious cases, is guaranteed by
law No 104/92, art.12. Possible ways to favourithegration of the disabled in schools
foresees a series of measures involving variouplpeparents among them, and aiming
to the complete fulfilment of school integration.

- Social sustainability

- The Program agreement requests the participatiodiffdrent organizations and the
Individual Educative Plan implies the involvemerit ather components of the civil
society. Since the school integration of the disdhihild is a project which aims to the
human wellness and which is shared by a lot ofexubj both public and private, The
Child with the Ring represents a further dialogo@,tto encourage the capacity to work
together effectively and to promote both an inbal and social level plan.

- Economical sustainability

- This Project has been enthusiastically welcomedfdoyilies tied to the Ringl4
association and has been supported by private idasatVe mean to start a cooperation
with other organizations, both public and privdatgether with a wider involvement of
more and more families and schools so that ThedGhith the Ring can be adopted as
an educational device of the Individual EducatiV@nPand economically supported not
only through donations from the families involvdayt also from the special school
financing.

- Cooperation among teachers increased



