SPECIAL NEEDS EDUCATION

Making
partici-
pation

a reality

Germany wants to become
aninclusive society, but
progress has been rather
slow when it comes to
increasing the participation
of people with disabilities. In
thisinterview, Teresa San-
sour, an expertin the field
of special needs education,
explains which groups need
more attention and how her
research can help to boost
participation.

Interview: Henning Kulbarsch
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Kevin Zinke is one of the individuals whom
Teresa Sansour and her team followedin
their daily lives for their study. The young
man lives with his family in Oldenburg.

Terms such as "inclusion" and "par-
ticipation” are on everyone's lips
nowadays. Yet many people with
disabilities still work in sheltered
workshops or live in special accom-
modation. Does thisadd up?
Sansour: Facilities such as workshops
for people with disabilities deserve
our recognition. They're an important
achievement, especially compared to
the situation in other countries, be-
cause we support the people who work
thererather thanleaving themsitting
alone at home. It's more a question
of not resting on our laurels but re-
structuring this system to gear it more
towards systematic inclusion. German
society has embarked on this path, but
progress is slow. There are many indi-
vidual projects and institutions that
are doing wonderful and innovative
work and that show that this is pos-
sible. But inclusion has yet to become
the norm.

What does the word "inclusion"
meantoyou?

Sansour: True inclusion means people
with and without disabilities living
together as a matter of course; people
with disabilities being seen as relevant
to the community and empowered to
contribute rather than just receiving
support. In the US, for example, there
aremore opportunities for people with
intellectual disabilities to study at uni-
versity. That underlines that this group
of people are being given the opportu-
nity to continue their academic edu-
cation inadulthood. Iwouldlike to see
the same for Germany.

Is inclusion made more difficult
by the fact that the group of peo-
ple with disabilities is so hetero-
geneous?

Sansour: Without doubt. My work fo-
cuses on people with intellectual disa-
bilities,and in thisarea more than any
other inclusion is rarely the norm to-
day - particularly in the case of people
with profound intellectual and multi-
pledisabilities (PIMD). These people are
seldom able tolive their daily livesina
way that could be considered inclusive,

As a society we still have a lot of work
todohere.

What falls under the term "pro-
found intellectual and multiple
disabilities"?

Sansour: In special needs education,
this term refers to a severe intellec-
tual disability associated with other
impairments such as motor, verbal or
cognitive impairments. A severe in-
tellectual disability rarely occurs in
isolation. People with PIMD often have
difficulties communicating verbally,
or their ability to make intentional
movements may be limited. They are
therefore deemed unable to performa
"minimum level of economically uti-
lisable work" within the meaning of
the German Social Code, which is why
they are generally not allowed to work
in workshops. However, a person’s en-
vironment also plays a significant role
inmakingadisability "complex”,as we
say in German. Their environmentmay
create additional barriers, for example
because other people are not prepared
to engage with them. In such cases,
those affected often feel excluded and
ignored. If, on the other hand, the peo-
plearound these individualshave been
propetly sensitised and have learned,
for example, to deal with people with
limited verbal skills, communication
will be easier for everyone involved. In
other words, it is above all the oppor-
tunities to participateinactivities that
determine whether a person experi-
ences themselves as disabled.

Why did the participation of this
group receive so little attention for
solong?

Sansour:It'saverysmall group,and our
society tends to overlook small groups.
Then there's the fact that people with
this kind of disability were exempt
from compulsory education until the
1970s, which meant that they were un-
able tobuild up an educational biogra-
phyand were excluded from thelabour
market as they moved into adulthood.
You might say that they fell through
the cracks. The UN Convention on the
Rights of Persons with Disabilities,

which Germany ratified in 2009, was
a step forward - but more in theory.
It sets inclusion and also the right to
work as goals, but in practice German
governments initially focused on peo-
plewithlesssevere disabilitiesbecause
they're easier to integrate in schools
andin thelabour market. Only recently
have people with PIMD finally started
toreceive more attention.

Discussions about inclusion gene-
rallyrevolvearound schoolchildren,
Whatroledoesinclusion playin the
dailylives ofadults?

Sansour: Adults with PIMD in particu-
lar are unlikely to experience much
inclusivity in their everyday lives. In-
clusive forms of housing, for example,
are still quite rare. Relatives of people
with disabilities frequently point out
thatalthough thejourney toinclusion
is possible, it demands a great deal of
time, knowledge and money. The ef-
fort this entails must be reduced for
everyone if we want to be an inclusive
society.

What motivates your research, and
whatis your main focus?

Sansour: With the studies I conduct,
I can make a concrete contribution
to developing better solutions for an
inclusive society.1find this hugely mo-
tivating. My research focuses on issues
with high practicalrelevance - both in
and outside of schools. One thing I have
noticed isageneral tendency tounder-
estimate people with intellectual disa-
bilities. For instance, one of my projects
deals with literary learning. When it
comes to improving reading skills of
people with intellectual disabilities,
the focus tends tobe on pragmatic text
typessuch as shoppinglists or cooking
recipes, usually written in plain lan-
guage. However, we have observed that
at least the listening comprehension
of many people with intellectual dis-
abilities is sufficiently well developed
for them to benefit considerably from
engaging with literary texts that have
not been simplified, and discussing
them with others. This demonstrates
onceagain that we mustavoid general-
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isations and instead treat each person
as an individual. Another focus of my
current research is facilities that have
already adopted a highly participa-
tion-oriented approach and which can
serve as amodel for others.

You'rereferringtothestudy"Light-
houses of participation for people
with PIMD", which received funding
fromthe Federal Ministryof Labour
and Social Affairs, What was your
approachhere?

Sansour: First of all, we had to identify
these facilities. In collaboration with
Dr Caren Keeley from the University
of Cologne, we developed an innova-
tive questionnaire on participation
informed by the latest research and
distributed it nationwide. Based on
the responses we got, we selected four
facilities for a larger field study. Dur-
ing visits to these facilities, we then
conducted numerous interviews with
staff and made our own observations.

Were there any methods that pro-
duced particularly interesting re-
sults?

Sansour: Yes, the shadowing method

really stood out. We "shadowed" people
with PIMD, following them around
in their daily lives in order to expe-
rience their perspective as closely as
possible. We also encouraged them
to use the photovoice method with
their support staff, which involves
taking and discussing photos, to help
them bring about change for them-
selves or their group. The photos
they took were images of successful
moments of participation, to which
we added audio commentary. At the
end of the field studies we showed
participants the photos and video
and audio recordings in combina-
tion with other materials, and - as
far as possible - discussed everything
with them. This was a very enjoyable
experience for both the participants
and usresearchers.

Which "lighthouses” were you able
toidentify?

Sansour: I prefer to talk about "light-
house moments", because we're less
interested in specific facilities than
in individual moments in which peo-
ple experience participation. We wit-
nessed such a moment in a facility in

Teresa Sansour has been a professor
at the Institute for Special Needs
Education and Rehabilitation since
2020. Herresearch aims toimprove
inclusion and participation.

Berlin, where people with PIMD and
their support staff rescue food prod-
ucts that are past their expiry date
from supermarkets, reprocess them
and then pass them on to a charity for
the homeless. For us, this has light-
house qualitiesbecause it allows people
with disabilities to experience genuine
self-efficacy: to do something for oth-
ers, to contribute rather than being
trapped in the traditional role of re-
ceiving help.

Whatistheroleof specialist support
staffhere?

Sansour: Their attitudeis crucial. They
need to facilitate participation at an
early stage, for example in the joint
preparation of meals,and engage with
disabled people's skills, wishes and re-
quirements. At the same time, there
should be plenty of flexibility in the
implementation of such projects so
that staff can react spontaneously to
anindividual's signals. Participationis
aninteractive processin which a purely
paternalistic attitude is inappropri-
ate. Of course, their help is needed,
but they mustavoid being overbearing
and making all the decisions for those
they are assisting, and instead focus
on empathy and attentiveness. Ide-
ally, support persons will also create
opportunities for peer contact, so that
people with PIMD can meet each other
as well as people without disabilities
within their own social environment
onaregular basis.

What is happening with the results
of thelighthouse study?

Sansour: For one thing, they are being
incorporated intoa guide onanonline
platform for professionals in this field,
such asfacility managersand staff. The
guide explains "lighthouse moments"”
and offers advice on how to introduce
practicesthatencourage participation,
including onasmallscaleinindividual
households or residential groups. We
want to provide inspiration for ways
to enable people with PIMD to live as
independently as possible, to pursue
their favourite activitiesand tointeract
with others.
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UGO awards for dementia research, art education,

smart medicine and doctoral supervision

Every year, the Universitatsgesellschaft Oldenburg e.V. (UGO) presents several awards for outstanding
academic achievements. This year the two Awards for Excellent Research, each endowed with 5,000 euros
in prize money, went to psychologist Mandy Roheger and art educator Michaela Kaiser. The Outstanding
Doctoral Thesis Award, which includes a cash prize of 2,000 euros, went to Antonia Wallbraun from the
Didactics of Chemistry group. Biologist Maren Striebel received the Award for Outstanding Doctoral supervi-
sion (2,000 euros).

Researchinitiatives
inarteducation

Prof. Dr Michaela Kaiser has been
Professor of Art Education and Art
Mediation at the Institute of Art and
Visual Culture since 2022. She con-
ducts research at the interface of art
and education, with a special focus on
exclusion and inclusion in relation to
basic (art) education concepts such as
institutions, profession, performance
and post-digitality. The UGO prize isa
recognition of her research initiatives:
six years after completing her doc-
torate she designed two collaborative
research projects for which she secured
large sums of third-party funding. Kai-
ser studied art education and therapy
in the Netherlands and applied social
sciences in Bielefeld before earning
her doctorate in Miinster in 2019. She
moved to the University of Potsdam
in2021andjoined Oldenburgin 2022.

Early diagnosis
Prof. Dr Mandy Roheger is Professor
of Outpatient Assessment in Psycho-

logy at the Department of Psychology.
Her main areas of research are cog-
nitive abilities and the prevention of
dementiain older adults. She develops
diagnostics for early-stage dementia
with the aim of preserving cognitive
faculties for as long as possible. The
UGO award honours her innovative
research approach and her significant
contribution to solving one of the ma-
jorsocial problems of our time. Roheger
studied psychology with a focus on
neuropsychology in Diisseldorf and
Cologne. She completed her doctorate
atthe University of Colognein2o19and
then conductedresearchin the neurol-
ogy department at University Hospital
Creifswald. Shejoined the University of
Oldenburgin2022.

Nanomedicine

inthe classroom

Inherdoctoral thesis, Dr Antonia Wall-
braun looks at how complex research
can be taught in school-level chem-
istry lessons. Modern nanomedicine
involves the use of active substances
which target specific infected organs
rather than the whole body, an ap-
proach thatreduces therisk of undesir-
able side effects. Wallbraun developed
learning modules and experiments
on this topic for secondary school stu-
dents. The Outstanding Doctoral The-
sis Award honours her interdiscipli-

nary work, for which she has already
received several awards, including the
Julius Adolph Stockhardt Prize. Wall-
braun studied to become a secondary
school teacher in chemistry and bi-
ology at Friedrich Schiller University
Jena before moving to the University
of Oldenburg, where she earned her
doctoratein the Didactics of Chemistry
research group.

Commitmentto

early-career scientists

Dr Maren Striebel hasbeen conducting
research at the Institute of Chemistry
and Biology of the Marine Environ-
ment (ICBM) since 2012. Her special
focus is plankton. She was given the
Award for Outstanding Doctoral Su-
pervision in recognition of her com-
mitment to promoting early-career
scientists. Her students praise her re-
liability, flexibility and creativity in all
phases of their doctoral project: from
finding research topicsand conducting
experiments to giving quick, construc-
tive feedback on manuscripts and ca-
reer planning. Striebel studied biology
atthe Universities of Ulm and Munich,
where she also completed her doctor-
ate. She did post-doctoral research at
the Universities of Oslo and Vienna
and won the UGO Award for Excellent
Researchin 2018.
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