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Glossary

Accessibility

Activities of @ily Living
Audio description

Autonomy

Communal home settings
Early rehabilitation

Environmental communicatiol
method

Financial Assistance for
Essential Devices
Financial Assistance for Life

Guaranteed minimum income
Independent Living

Intervener

Occupational rehabilitation
Personal assistant
Rare disease

Sign Language Interpreter

Special rehabilitation prograrr
for the elderly

Specific Personal Professione
Assistance

Subtitling for deaf

Support Worker
Supported accommodation

Tactile communication
method

The extent to which individuatsanaccess the physical environment,
transportation, information and communication technology, and othg¢
facilities and srvices open or provided to the puhliPhysical and
sensory accessibility is important for deafblind people.

Activities performed on a daily basis, including personal care, eating
shopping, cooking, getting dressed, bathint,. e

A spoken isual description or narration tradle. of a TV
programme/filmintended primarily for the blind and visually impairec
The extent to which a disabled person is able to exercise choice ovt
their dayto-day lives. To be autonomous is to have a voice, choice a
control over any aspect of everyday life

Individuals who live in shared accommodatieith some form of
support, e.g.settings such as residential homes

A programme designed to equgpmeonewith the necessary
communication and praatal skills for everyday living

Specialised communication methods such as tactile adaptations to !
languages and using mobility and orietiva clues from the
environment

Financiaprovision for essential devicesich as basic adaptive
equipment for the home, ramps, mobility aids etc.

Financial support for disableddividuals for life, typically available at
those whose condition is unlikely to improve

A system of social welfare provision that guarantees that all citizens
have an income sufficient to live on

Adults who lave a disability and live independently and do not requil
formal support

Aperson who works consistently orie-one with an individual who
isdeafblind The combined loss often compromises the ability to acc
information in the environmenbr to communicate effectively.
Interveners, through the practice of intervention, provide a vital link -
the people, things and events in the world surrounding a person wh
deafblind. Interveners provide services in educational settings for
students, & well as in early intervention and community settings.

A program designed to support individuals to return to work

A role thatsupportsdisabled people with activities of daily living

A dsease that affects less than 5 in 10,000 of the general populatiol

Someonewnho has bea trained to use sign language system of
conventional symbols or gestures made with the hands and the bod
which helpindividuals who are €af, hardof-hearing or with speech
impairmentsto communicate

A progranme designed to maintain functional independenice the
elderly

Financial assistance for tieenployment of a personal
support/assistance (see PA, above) to help with activitiegady living

Written captions that translate or transcribe the dialogue or narrative
i.e. of a TV programme/film

A person who mvides care and support to a deafblind person; this
includes emotionaénd practical forms of support

A livingsituationwhere children or adults with disabilities receive
occasionahssistance by support staff for activities oflgdiving

A form of nonverbal communicatigtactile communication such as
haptic @mmunication and hanaver-hand(handson) signing




The key to humanity's talent

As a reelected deaf MEP with the kind support of the nahal disability organisations as
well as international community, | sincerely respect people with deaf blindness and consider
them as a specific group with a distinct, unique and complex disability affecting sight and
hearing altogether.

They indeed repesent the youngest but not the least important "generation" in the field of
international disability movement. What's more, they indeed can frame the development of
disability rights within the activity of the United Nations because the first disabled gpato

be dealt with at international level during 1950s was the blind and in this respect the last
group became the deaf in the 1980s. Deaf blindness therefore combines and intertwines
these groups which mean greater responsibility and respect for thesegie. They are my
heroes: despite | hardly can imagine a world without sight and sounds; | know they
represent the force of will and real talent of humanity to live and adopt to new challenges.

We now have an excellent foundation to get to know th&iuation as well as to build on:
based on a survey in 27 European States or regions this report provide us, for the first time, of
an overview of the current state of services, support and legal rights for deafblind people
across Europe.

Let me note tha on the account of the importance of studies and analyses, as your
representatives from Hungary might already informed your community, | personally
conducted and commissioned disabled experts, including your Hungarian experts on the
deafblind, covering dldisabilities with the involvement of a member of the Convention on
the rights of persons with disabilities (CRPD) and an expert from academia last year. Our
joint work turned out to be entirely fruitful: the Hungarian government acknowledged this
effort important and it also know more what NGOs think about their needs and suggestions.

Even though in the Hungarian focal point of CRPD and official advisory body on disability
affairs for the Hungarian government the Hungarian deafblind are represented, more
needed to be done.

In Europe, as we all know generic disability services are not suffice for deafblind people who
need specialist support. The official recognition of the deafblind definitely supports their
further opportunities to have better access ttunds and financial means.

In Europe making progress in the field of identification, support and prevention of the
deafblind seems to be difficult since most social related competencies and funding belongs to
national level. However, the swmalled and dng awaited European Accessibility Act of the
European Union due to be proposed since 2012 may accelerate better access to services and
tools for the deafblind.

I do hope that the deafblind community at international level will be as active as the Hanga

colleagues and make sure that the EU institutions will hear about your precise needs and
suggestions.

Adam Késa, MEP




1. Introduction

More people than ever are living with deafblindness.

Nearly3 million peoplein Europemayface issues associatedttvcombinedhearing
and sight problems; this repoi$ a rare opportunityfor their voices to be heard

1.1 Scope of the study

The purpose of this report is to provide an overview of services, support and legal
rights for deafblind people across Europgawing together information relating to the

life opportunities of deafblind citizens in 27 European states and regions (such as for
housing, education and employment) this report aims to raise awareness of
deafblindness so that the needs of deafblind pkopare considered in future
developments of national and international disability policy. This report provides a
shapshotof the types of provision and support available across Europe along with
recommendations for how to improve opportunities for deaflolipeople.

1.2 Introduction

The condition of deafblindness is not well recognisdithough it is becoming more
common in line with the ageing demographic of EuropAlthough the term
WRSIHFToftAYRYySaaQ S @gSa fmanypedpl ardliBadvafe of 2 NJ Y
the causes of deafblindness, the variation of impairment that may be experienced and

the impact of deafblindness on everyday liflghe report is based on the findings of a
survey regarding the rights and opportunities of deafblind people, inERvopean

states or regions.

1.3What is deafblindness?

Deafblindness is a distinct and unique disability affecting sight and hearing; it is
different to the separate conditions dblindness and deafnes®eafblindnes®does

not refer only to profound bndness and deafness; it refers to any o&g of dual
sensory impairment.tlis the combinationof both impairments that creates the most
significant issues for individuals. Timeost widely accepted working definition of
WeafblindnesSis found in theNordic definitionwhich explainccommonly referred to
WieLlrlSaqQ 2 7. Itk e definitioh ysBayitlisiréport:

Nordic definition of deafblindness
G5SIFFofAyRySaa A& | RAAGAYOUG RA&AFOAT AL
activities d a person and restricts full participation in society to such a degree that socit
required to facilitate specific services, environmental alterations and/or technolgyd(sk
Lederforum, 200y
1 Congenital deafblindnessborn deaf and blind or becamg deaf and blind early ir
life before the development of language (diegual deafblindness).
1 Acquired deafblindness becoming deaf and blind after the development
language (postingual deafblindness).
f ht RSNJ LIS2 L)X S Q465 yRads): Rapididgaiblnhdnass which appears
odl 3S® ¢KAa Aa +y SYSNAESyd FyR tfAGGT




1.4 What causes deafblindness?

Deafblindnesss caused by many conditionsome of which a rareand complexlt
affects people of all ages and cultures and rbaythe result of prematurity or birth
trauma, exposure to infectioa such as Rubella (Congenital Rubella Syndroraeg,
conditionssuch as CHARGEUWsher Syndrome adue to changesn sight and hearing

in older age. For many, the cause of their deafblindness is unknown or undiagnosed. A
list of examples of these causes is listedatle 5.

1.5 Why this report, now?

This is the firstoverview of opportunities and servicedor deafbind people across
Europgb 5SI Fof AYR LIS2L) SQa ySSRa FINB y2i0 NP
this is an attempt to bring into focus the extent of deafblindness and the ways in which
we should seek to support deafblind peopBisparities betweerthe current levels

and types of service provision across Europeke it increasingly difficultfor
organisations, governments and health system evaluatorsassess and compare
different models of support available to deafblind peopléhisreport therefore gives
focus tothe differences between states in their approach to disability rights, social
care and legislative responses for the first time and calls for the development of a
common framework in order tosystematicallyassess the situationsf deafbind
peoplenow and in the future.

More children are surviving prematurity and childhood iliness and we are living longer
than ever; welcomed medical advancements that actually increase the likely presence
of deafblindness. This conditiotherefore needs be better understood by more
practitioners (particularly in thehealth and social carsector and the needs of
deafblind people must feature in future policy developmeriihiere has been some
attempt atimproving the life experiences and opportunitiesdi$abled people across

the EU under the hited NationsConvention for theRights of Persons with Disabilities
(UN-CRPD) buthere is little discussion about hovthese commitments could be
extended to thoseface problems withcommunication, mobility and a&ess to
information.

The report alsshows that whilst we haveollectively made significant progredbhere

is still much to doWe have a commitment to uphold the rights of deafblind people
and it is not enough to rely on deafblind organisations toatloof the work without
better resources. This report speaks up for deafblind people becausevorldwhere
this issue is ignorethere isa world that continues to besilent and darkor more and
more people
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2. The project

This reportrepresents the culmination of a two year project financed by the European
Commission under ts Lifelong Learning Programmeahe Grundtvig Learning
Partnership.The Project Groupcomprised ine deafblind organisatiodg(from eight
European Union Member t&es) woking together from Setember 2012 to
September 2014 to develop a survey taolexplore the rights and opportunities for
deafblind people across Europ&ll of the individual members of the project group are
part of the European Deafblind Network and ithsough this Network that the project
was conceived and developed.

Thegroupwere responsibldor the progress of the projeghcludingthe development

of the survey, analysiof theresults andthe organisation of project group meetings
The survey, basl on the IDEE document, was designed to explbee context of
deafblind services and the rights and opportunities of deafblind people across Europe.
Thiswas developedlongside direct feedback and consultation with deafblind people
and their families ai number of forums

Table 1Project Group members

Spain CT Catalan Association Pro Deafblind People (APSOCECAT)
(ES) (Project Ceordinator)

UK UK Sense, The Deafblind and Rubella Association
Scotland S1 Sense Scotland, The Deafblind and Rubebadation
France FR National Resource Centre for Rare DisabilitiePeafblindness
(CRESAM)

Denmark DK Centre for Deafblindness and Hearing Loss (CDH)
Austria AT Austrian Relief Organization for People Who Are Deafblind
People with Significant Visicand Hearing Impairments (OHTB)
Netherlands NL Royal Dutch Kentalis
Slovakia ~ SK Association of Parents and Friends of Deafblind Chilc
(ZRaPHSD)
Hungary = HU Hungarian Deafblind Association (SVOE)

2.1 Consultation with deafblind people and their fdi@s

Between November 2013 and January 2014, deafblind people and their families from 9
states were asked to contribute their views regarding the domains included in the
survey, including which domain areas they considered to be most important to them, a
write up of these findings can be found on the project website:
http://deafblindindicators.eu/

A total of 95 questionnaires were completed and returned, 70 from deafblind people
using services and 25 fromnfiedly members of people using services.

! The application was initially submitted by 14 organisations; however five organisations were not
successful in securing funding.
12
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2.2Project meetings

Hve project meetings took placguring the course of the project in order for project
team partners to discuss the development and distribution of the questionnaire.

Table 2 Consortium meetimgs

November 2012  Glasgow (S1) Working groups created
Website launched
June 2013 Aalborg (DK) Indicators discussed and decided
August 2013 Lille (FR) Questionnaire confirmed
February 2014 SintMichielsgestel Results of questionnaire presented anc
(NL) discussed
June 2014 Barcelona (CT) National models presented
Final congress Official report launched

Questions about seven domains were incorporated into the survey: Deafblindness
demographics,Personal and family lifeChoice and control, Access to gi® and
services, Education and lifelong learning, Work and employment, and Incomes and
poverty? SeeFig. 1 below for an overview of how the survey was developed.

The survey was sent to contacts in 29 countries and regions in October 2013 and a
total of 27 responses were returnedincluding surveys from the project group
members) from25 separate Europearstates® For more information about the
contributors, see the list of organisationtbat returned a surveyon pages4-6.

2.3 A note on the quality ofhe data

The information receivedrom the survey returns was extremely insightful and many
states were careful to qualify and contextualise their answel®wvever,many ofthe

questions in the surveyvere designed to yieldle S& Q 2 NJ i@ @anl y a ¢

O2yGSEl® ¢KS NBIfAGE Aa 2FiGSy YdzOK Y2NB
about whether an example of this service exists, that does not meainttiis service is
universally provided, widely available or appropriate for deafblind peopiging to
synthesisesuch disparate contexthias been a difficult task and where possible,
additional information has been included to provide more context. Furthedeipth
studies will be needed to investigate these situations in more details lalso
important to notethat respondents answered the survey in English and the vocabulary
used across states in relation services, learning techniques, financial paymestts

may not have beencomparableresulting in some loss of meaniagd context It was

% A cqpy of the survey can be found http://deafblindindicators.eu/
® Catalonia (CT) returned a survey for the region of Catalonia and Spain (ES) returned a separate survey
relating to Spain excluding Catalongcotland (S1) returned a survey relating to Scotland only, the UK
survey relates to the UK excluding Scotland. Answers for CT and S1 are therefore described separately.
CTand Swill beNEFSNNBR (2 a wadldSaQ T2 NJhisfesort, uidedslit? & S a
is necessary to distinguish differences between these states and the wider national/federal context at
an ES and UK level.
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not possible to crossheck every piece of information but wepe thatthis report
reflectsas accurately as possiltlee current opportunities fo deafblind people across
Europe

Fig. 1Flowchart of survey and project design

Indicators of Disability Equality
in Europe (IDEE) document

IDEE discussed in PG subgroups and doma
guestions revised for the deafblind context

Domain 2: Domain 3: Domain 4:
personal and Choice and Access to goods
family life control and services

Domain 1:
Demographics

Domain 5: Domain 6: Domain 7:
Education and Work and Income and
lifelong learning employment poverty

Forums with deafblind people and their
families to discuss domain questions

\l/

Agreement over which Qs of the IDEE should be
included and modified for the deafblind context

Survey questions finalised

\

Surveys sent to contacts in 29
countries/regions

Vi

Surveys returned by 27
states/regions

Analysis and report writeup

Presentation of findings at Deafblind
International Conference (Barcelona June, 201




2.4 The legal landscape

At the suggestion of the European Deafblind Network (EDbN), the condition of
Deafblindness was officially recognised by the European Parliament, when the Written
Declaration on the Rights of Deafblind Persons was approvetD0d (Declaration
1/2004). Importantly, this declaration officially sets out the specific bardetsiled in

the Nordic definition of Weafblindnes® relating to accesgg information,
communication and mobilitythe widely adopteddefinition used inthis project. The
United Nations Convention on the Rights of Persons with DisabilitiesCRM®D) in

2008 has further strengthened the fundamental rights of disabled people and the
responsibility of governments to ensure that these rights are upheld. Thisl leg
FNFYYSG2N] LINPGARSA | adGlFyRFENR dzL2y 6KAOK
access to areas such as employment, education, health and justice. The convention has
so far been signed by 154 countries worldwied ratified by 126, including 24 EU
member states. The Optional Protocol, which establishes two procedures aimed at
strengthening the implementation and monitoring of the Convention, has been signed
by 90 countries and ratified ifr76.

Table3: Current ratification status of UNCRPD in projet state$

_ Year Optional _ Year Optional

State  Signed e protocol State Signed oo protocol
ratified o ratified o

ratified ratified

ES/ICT \% 2007 \% LT \% 2010 \%
HU \% 2007 \% FR \% 2010 \%
HR \ 2007 \Y SK \% 2010 \%
AT \ 2008 \Y RO \% 2011 X
Sl \% 2008 \ BG \ 2012 X
PT \% 2009 \ EL \ 2012 \%
DE \% 2009 \ MT \ 2012 \%
IT \% 2009 \ EE \ 2012 \%
UK/S1 \% 2009 \ PL \ 2012 X
Cz \% 2009 X NL \Y X X
DK \% 2009 X FI \ X X
TR \% 2009 X IE \ X X

The subsequent implementation of the EU Charter of Fundamental Rights (which
became legallypinding on EU governments in 2009) goes further to preserve these
NAIKG&A o0& &ALISOAFAOFEfE LINBPKAOAUAY3I LINI Ol
disability @rticle 21) and promoting the integration of persons with disabilities in
social life Article 26). The more recent publication of the European Disability Strategy
20102020, led by the Directorate General of Employment, Social Affairs and Equal
Opportunities of the European Commission, keeps this issue on the table. The strategy
covers eigh key areas of focus including: accessibility, participation, equality,

* CH has neither signed nor ratified the conventidiL{ FI, IE have signéite convention but have not
ratified it).
15




employment, education and training, social protection, health and external action. A
timeline for key actions under each strand is included as well as details on the specific
barriersfor disabled people under each of these themes. Actions under this strategy

will be monitored and updated periodically over the first five years and funds will
O2ylGAydzS (G2 0SS I@FAflFofS TF2NJ adzZlJ2 NI
opportunities unde the European Social Fund.

Despite moves to instate the rights of disabled people in legislation via the charter and
strategy, the development ofnclusivepoliciesfor disabled peopléasbeen slow
Disability has only been specifically addressed m Buropean Union Directives so far:
The Employment Directiv000)and the Air Passengers Directive (200&h of

which include reference to the needs of disabled people in regarésigoyment
rightsand air travebut this ckarly represents a narrovocus on the lives of disabled
people. A proposal for a more widely relevant policy, in the form of an-Anti
Discrimination Directive, has been agreed by the European parliament but the
European Council, which has been considering the proposal for theiXagtars (since
2008), has yet to make a decision. Other key developments for supporting inclusivity
for disabled people have not yet materialised, including the idea of a European
Accessibility Act whicbould make access to goods and services easiatefafblind
people This is currently being discussed by Eneopean Commissidrut as yet no

draft has been suggested.

The work of this projecthen is commensurate with the aims of the European
Disability StrategyThe documentgienerated by the Acadeim Network of European
Disability (ANED)vhich wasestablished by the European Commission in 2008, have
also served as valuable starting point for this project. b 95 Q&4 RS @St 2 LIYSy i
Yhdicators of Disability Equality in Eurdfé€DEEhave offered a new framework for
comparative monitoring of Eopeanwide disability provision and it is tfeamework
usedin this project albeitmodified for thespecificdeafblind contextThis is important
since the specific barriers caused by deafblindness, destrin the accepted
definition, havespecificand uniqueimpacts on everyday lifelescribedunder each
domain in the IDERJnder this framework, provision and services for deafblind people
can be better understood and compared across states. This is the diep in
highlighting the needs of this growing group of people and serves as an overview of
the European context. More research and investigation will be required in and across
the different domains to ensure thahe needs of deafblind people acrossrépe are
protected underUN-CRPD as well asderthe Human Rights Act (1998)
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3. Domain One
Deafblindness rates/demographics

Therecouldbe as many a8 million deafblind people in Europe

Table 4 Estimatedpopulation of deafblind people aross participating states

UK’

State

Austria
Bulgaria
Switzerland
Catalonia
Czech Republi
Germany
Denmark
Estonia
Greece
Spain
Finland
France
Croatia
Hungary
Ireland
Italy
Lithuania
Malta
Netherlands
Poland
Portugal
Romania
Scotland
Slovenia
Slovakia
Turkey
United Kingdom
Total

Population deafblindness deafblindness
in population

total®

8,219,743
7,037,935
8,036,917
7,565,603

10,512,419
80,523,700
5,534,738
1,274,709
9,903,268
39,493,930
5,262,930
66,000,000
4,494,749
9,981,334
4,209,000
60,626,442
3,525,761
416,055
16,357,992
38,536,869
10,781,459
21,848,504
5,295,400
2,010,347
5,439,448
75,627,384
57,053,047
565,569,683

Calculated

X d (~0.2%)
13,447
11,514
13,341
12,589
17,976

127,872
9,387
2,098

16,043
65,436
8,652

110,352

7,479
16,928
7,442
96,639
5,888
718
28,070
66,823
17,854
37,230
8,875
3,389
9,573
141,726
95,621
952,964

Calculated Total expected

in population

% B (~2%)
29,920
25,618
27,326
25,420
30,486
331,758
16,826
4,512
37,632
135,523
18,736
216,480
15,102
30,343
9,765
246,143
11,635
1,140
46,457
102,508
37,088
64,672
17,157
6,312
13,055
95,291
184,852

1,781,757

population of

deafblind
people
43,367
37,132
40,667
38,010
48,462
459,629
26,213
6,611
53,676
200,959
27,388
326,832
22,582
47,272
17,206
342,782
17,523
1,858
74,527
169,331
54,942
101,901
26,032
9,702
22,628
237,016
280,473
2,734,721

® All data is available via individual countries demography pageshti://fr.wikipedia.org/wiki.
Accessed Mag014
® Excludingpopulation ofCatalonia (CT)
" Excludingpopulation ofScotland (S1)
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Recommendations

1 Official recognition of deafblindness as @anique disability is
required across every staf@st and foremosto ensurethat the
rightsand livesof deafblind peopleare acknowledged

1 Nationalcensusesnustroutinely ask people whether they have
sight and/or hearing problems so that we have a better
understanding of thextentand characteristicef deafblindness

9 Health professionals should be mandated to collect data on the
number of people diagnosed with, or treated for, conditions
causing deafblindness: early detection would significantly
iImprove the lives and experiences of deafblind people

1 Schools and Social Services should collect and report data on ti
populations of deafblingpeople to a National Dealind Census
Agency

1 Eurostat should collecand publishdata on thepopulations of
deafblind peopldo highlight this issue

1 Disability organisationsnust collect data abouthe lives of the
deafblind people they support

1 Organisatios workng with older peoplemust collect data about
eyesight and hearing problems sintdee majority of deafblind
peopleare over the age of 65

Few states collect official data on the number of deafblind people in their population;
making it difficultfor those campaigning for deafblind issues to demonstrate how
widespread the condition idn fact, only3 of the 27 states collect official data, i.e.
census data, regarding the number of deafblind in their population. We can reasonably
infer from this that the extent of deafblinchess (and potentially the needs and
experiencesof deafblind people) are relatively invisible to those not workinghis

field. At least 13 organisations provided a figure for the number of deafblind people
that their organisaton works with (i.efrom their internal database), whicis a helpful
source of informationbut is likely to underestimate the total figure. Other
organisationgrovided best estimates of this number

The three statesthat have arecord of the number of deafblind people in the
population demonstrate that this is not an impossible task. Flfor examplethe
mechanism for doing this seems to bia eye doctors(ophthalmologistspr hospitals

who record the number of people witlvisual impairmentsand othe impairments
Mechanisms such as a census question/s relating to deafblindness would start to cover
some of the gaps ithe information we have about the population of deafblind people
but this needs to be implemented consistently across populationssaaigs in order

to arriveat a more precise prevalence rate.
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Because of the lack of official data about deafblindness, an estin@a®dlence rate

had to be used to calculate the figures inrable 4 which comes from a tsdy
undertaken in theUKin 2010 bythe Centre for Disability Research (CeR)alculate

the prevalence of deafblindneddt is stressed that these figures aestimates for the

UK and have yet to be verified by subsequent research in other states. This study (and
others) ndicate that the incidence of deafblindness increassignificantly with age
andtherefore prevalence calculatiswere applied to separate groups pbpulations

aged 65 and underral those 66 or over. Usirthe estimates in this studyn average

rate for thesetwo agegroups was applied to the population figures for each state. An
average percentage calculation @f2%was applied to thes5 years and undegroup

and a higher averagecalculationof 2%for the 66 and overgroup. Based on these
estimates there is an ingtation that the population of deafblind people across the 27
statescould benearly 3 millionlt is worth noting that evidence in this study suggests
steep rise in the presence of deafblindness in very old age (13% of those aged over 90
years old areikely to be deafblind). Deafblindness is likely togbsignificant issue in
states such as DE and \ihich have significantly higher numbers of older people in
their populations or states where the population is older on averagigurescan be
foundin Table6.

It should also be noted that thesestimatesdo not take into account the differences
between individual states in terms ohealth opportunities such asaccess to health
care, antenatal provision and vaccination coveragevhich may affect therate of
deafblindness.However, consideringthat 9 dzNR2 pdPulasion is ageing generally,
deafblindness will become a reality for many more people in every state regardless.

312 K& R2y Qi ¢S KI @S o6SGUSNIRFGF Fo62dzi RS

Deafblindness is a congd condition that lacks official recognition in many states. This
may have contributed to the limited datboutdeafblind people some of these issues
and recommendations for improving data are considered below

3.2. Deafblindness isumique andcomplex condition

In order to gather better information about deafblindness, its causes and impacts need
to be better understood. Deafblindness is complex and heterogeneous; there is no
single cause of the condition and the combinations and degrees of impairozen
occur at any stage in life and will affect individuals differenBgafblindnes&refers to
a spectrumof impairmentand includes people whbave beenboth deaf and blind

fombitho I £ 82 1y26y a WO2y3ISyAlHfQ WwBp Fof Al

degrees of impairment inheir hearing and sighat any time of life (also known as
Wi OljdzZANBRQ RSIFofAYRYySdaove ¢KS Nry3aS
deafblindness Table 5below) demonstrates how varied and complex the needs of

® Robertson, & Emerson, H2010) Estimating the numbeof people with cepccurring vision and
hearing impairments in the YKentre for Disability Research, Lancaster University, Lancaster.
° Note that these figures were averaged from thedzLILIS NJ s&ésiribed indh& studyThe upper
estimateis base on the estimated number of people wittny degreeof combined sight and hearing
impairment
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deafblind peple might be. Many of these conditions are rare syndromes or complex
disabilities which are potentially difficult to identify and diagnose.

There are currentlynore than 80 known causes of deafblindndgssluding hereditary

and chromosomal conditions, @natal congenital complications, pesatal non
congenital complications and older age. A sample of these is provided below, for the
extended list please refer tottp://deafblindindicators.eu/

Table 5Exanples of causes of deafblindness

Examples includ€€HARGE, Alstrom SyndrorBaydet
Biedl syndromeDown syndrome, Usher I, 11, 11|

S CELE Ul IE Syndrome, Cri du Chat Syndrome, Prader Willi

Sl Syndrome, Leber congenital amaurosis, Wolfram
Syndrome, Refsum syndrome
Pre-natal/Congenital Examples includ€ongenital Rubella, Cytomegalovirt
Implications Congenital Toxoplasmosis
Postnatal/Non-Congenital Examples includ&sphyxia, Meningitis, severe heac
Implications injury, Stroke, Tumouwr
Related to Prematurity I.e.complications of prematurity
Undiagnosed i.e.no aetiology can be determined

3.3The condition of deafblindness lacks official legal recognition

It is important to recognise the condition of deafblindness officjatlyis would
improve understandings of the condition and better support for deafblind people.
Official recognition could lead to requirementisr health and social care sectots
record this dateandthis would be a valuable resource of information about hovste
to support this growing number of peopl€urrently, ittle is known abouthe general
characteristicof deafblind people in Europe, including their gender, ethnicity, socio
economic status and eexisting conditions,making progress in the field of
identification, support and prevention extremely difficul/ithout official recognition
the needs of deafblind people are unlikely to be includeéuture service design and
development.

3.4 Why is recognition and identification important?

Better recogition and identification of deafblindness is likely to improve health and
wellbeing outcomes for deafblind people. Better recognition of deafblindness should
lead to better identification of the condition which is important because it has health
implications for deafblind people who feel uncomfortable about their care or receive
inadequate healthcare. This is evident in the UK where a study found that the majority
(64%) of deafblind people sampled did not feel confident about managing their own
health situdgions and needswhich in turn led to higher levels of anxiety and
depression in this group.

YDavies, S@ HAMNO &! yydz f wSLENI 2F GKS / KAST aSRAOI
{GFrGS 2F GKS tdzofA0Qa |1 SHEGKE [2YR2YyY 5SLI NIYSy
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The same research indicates that people who deafblind arealsolikely to live with

other numerous longerm health conditions. Around 69% dé&afblind peoplealso live

with at least four other health conditions and this is especially those who have
experienced higher levels ebciceconomic depriation. Where ceexisting conditions

are complex or chronic, deafblindness may go unnoticed, unrecorded and uedrdét
primary and secondary healthcare providers could identify the presence of
deafblindness more easily and readily, deafblind people would be less likely to miss out
on care for other conditionsWith an understanding of deafblindnessnedical
practitioners would be more aware of the need to giméormation about treatments,
medicines and dosag® deafblind peoplein appropriate ways Doctors would be
more aware ofthe impact of deafblindness ot 2 YS2 y SQa Lkcarddr delff @ (G 2
medicate and would be able toapply this within the context of health planning
Importantly, better recognition of deafblindnessould support deafblind peopleto

better communicatetheir health needs and receive medical attention more quickly
and effectively.

Recognition of agerelated deafblindness is imperative, as maoigter people may not
seek support for deteriorating eyesight and hearihghey have associated thisith
Wy I G dzNJ £ | 3 Swillypdeqtially miksiution Snae, deiwkcostinterventions
such & better glasses or hearing aid3fficial recognition woul@lsoboost awareness
of the condition amongst health professionals wivork with older people. Training
would also be important, so that staff loakut for the presenceof deafblindness
Without awareness and trainingolder people will be at increased risk isolation,
depression and lonelineSsas a result of deafblindness

Health outcomes are compromised for deafblind people in these ways but better
recognition and identification will not beffective if service designs do not cater for
deafblind people. Services prominently rely on the exchange of information online, in
person or in writing, as well as on accessing public buildibgd which contributes to

the exclusionof deafblind peopleAn exampleof inaccessibility is illustrated below

Example a GP appointment that isot accessible for a deafblind person

GP appointmentnust be made via phone, internet or face to face

Appointment detailsare sentto deafblind person in writing through the post.

Use of blic transportis requiredto attend the appointment

Appointment takes place in a building that is not accessible taeafblind

person €.g.use ofsound and visual displays to call up patigmpr lighting,

long walks between entrance and department, lack of tactile sigeage

1 Healthcare professionalannotcommunicae with deafblind person resulting
in a family menber (sometimes a child under the age of 18) interpreti
complex/sensitive personal health information to the deafblind person.

T¢KS RSIFFTFOfAYR LISNR2YyQa TFlLYAfe& Y

medication or explaining the required dosage and freqyenc

= =4 -4 4

' Vogelpoel and Jarrold (2014) "Social prescription and the role of participatory arts programmes for
older people with sensory impairments"”, Journal of Integrated Care, Vol. 22: 2
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Official recognition of deafblindness could also lead to an increaske number of
practitioners specialising in the condition. Currently, deafblind people have to attend
separate appaitments forsight and hearing problembut with better recognition of
deafblindnessophthalmologists and audiologist®uld receive training to look for the
combined presence of impairments. This would improve early diagnosis of
deafblindness in many caseDeafblind specialists could support deafblind people
holisticallyand reduce the need to attend numerous appointments.

3.5 How do we improve data collection?

Few states collect informatiorabout deafblindnessthrough the national census
although thiswould be an optimum way of gathering this data, especially if census

j dzZSaGA2ya LINPDGARS 2LIIRNIdzyAiGASa F2N NBaLl

about sight and hearing loss. This would help eliminate responses that require

respondents to indicd S 2dzad 2yS FTyYyasSNE 2N 0KS AYLJ

most significant. This would also avoid missing those who do not use the terminology
WRSHFFTFOEAYRQ 2NJ R2 y28i aSS GKSvyaStgSa |
There have been callsrfthe creation of a disability subsection in the health pages on
Eurostat andthe dissemination of data collected in European surveys that have
included questions that are relevant to deafblindnédsThis would significantly
improve access to informatiorbaut deafblindness.

Information about deafblind children couldiso be collected effectively vidormal
mechanismsuch as the one developed by The National Consortium on Deafblindness
(NCDB) in the US. Every year, data is collected thrdaghNational Gild Count of
Children and Youth who are Deafblifat the purposes of identifying national and
state technical assistant needs for children and youth who are deafblind, their families
and the service providers and systems which service the@uestions ongender,
extent of vision lossaetiology of deafblindness, ethnicity and early intervention
setting are included A survey similar to this across Europe would be invaluable to
deafblind organisations andiould also potentiallyimprove educational outcomefor
deafblind children.

Better recording is essential so that the extent of deafblindness and how to support
deafblindness is properly understood.

2 Eor more information see:
http://deafblindindicators.eu/images/PDF/EUROSTAT%20Disability%20Statistics. pdf
13 For more information seenttps://nationaldb.org/goups/page/11/nationaichild-count
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4. Domain Two
Personal Life and Family Life

Recommendations

1 Itis essential thatommunicationtraining is available fodeafblind
peoplein order to promoteindependence angrotection under EU
legislation; governments should fund voluntary sector organisatior
to provide this service

1 Voluntary sector organisations should also receive funding from tt
government to provide training to deafblind people and their family
members in how to use equipment and new communicatiol
YSOUK2RAT GKA& oAff KSt LI adzi
equipment and independence

1 Every state should ensure that there arsoeigh specially trained
interpreters and intervenerso meet the demand for this service
from deafblind people; more training courses are needed fc
professionals

1 Thereneeds tobe an end to theverreliance on family members to
provide communicationand nterpreter support to deafblind
people

This domainconsidersRSI Fof AyR LIJIS2LJ SQ& LI NIGAOALI GA
Organisations were askeifl opportunities exist for deafblind people to socialise,

family life and friendships andocial and disure activities and whether personal
assistance and interpreter services angilable to facilitate this.

4.1 Personal assistance and Interpreter services support

Table6: Is support available to deafblind people to take part in family and socia
life through Personal Assistance (PA) and Interpreter Services (1S)?

Support for d(.aafbllnd Both PA + IS support PA IS None
people:

only only
CH, CZ, DE, DK, EE, |
FR, HR, HU, IT, NL, Rt oEL CT.ESPL, - AT, IE,

SI, S1 PT LT, TR

To have family relation:
and friendship¥’

SK, UK
To join leisure BG,CH, CZ, DK, EE, F CT, ES,
activitied® FR, HU, IT,NL, RO, S EL,SI HR,MT, AT,TR
UK PLPT

“No IS support in MT but availatf supJ2 NIi A & Wdzyl1y26YyY Q
'*Data not provided forDE,IE, LT an&1
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Personal assistancéPA)and interpreter support(IS) serviceseem to beavailable to
deafblind peopldor both family lifeand leisure timeacrossl2 states The majority of
states have some services in place foivgte and public participation. Wo states
stated that support options like these are not available to suppleafblind people to
participate in family or leisure timeFewer states have support in place for deafblind
people to participate irfamily activitiescompared toleisure activitieshighlighting a
potential disparity between support available for private family life and public
participationin leisure activitiesAs PL point out, many deafblind people will have to
rely on a family membeto provide this type of supporfThis is likely to be the case in
a number of the states where there are limited services such as this or where deafblind
people do not have the resources to pay for this privately.

4.2 Communicationsupport and training

TheNordic definition emphasises that communication is a specific barrier for deafblind
people so it is clear that communication support and communicatt@velopment

needs to be a specific focus of deafblind service providd@afblindcommunication is

varied and depends on personal preference, access to training and ability to pursue
different methods. Examples of more common types of communication eraldd in

Table 7. Becauseof the unique nature of deafblindness communicationmay be a
significant issudor a deafblind personvho may require supporo learn and develop
communication. Every deafblind person has the capacity for communicstiatis the

lack of training in communication methodshich canNB & i NXA O RSI Fof A
opportunitiesfor a full and active life.

Table 7Examples of communication methods used by deafblind peoftéken from
SensaJKwebsite®)

Body movement ad gestures, Changes in breathing pattern
Non-verbal Eye pointing, Vocalising, Leading others to wanted objects o
activities
Symbol systems  Objects of referenceRicture symbolspictograph symbols
Sign languagesign supported language, Haptic comnaation,
Makaton
Speechbased Clear speech,ipreading, Tadoma
Alphabet based Deafblind manualBlock, Braille, Moon

Sign systems

Specialised communication methods, such as tactile and environmental metinags,
be appropriate for those deafblind people who are able to communicate using
verbal or visual languagéut the success of these methods rely on deafblind people,
families and professionaleceiving training and support to use thenMost states
support deafblind people to develop communication but theppeaar to be some gaps

in this provision in a number of states.

16 Available at:http://www.sense.org.uk/content/methodscommunicatingdeafblindpeople Accessed
May 2014
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Table8: Is training available for deafblind people to learmew communication
methods'’

Tactile communication methods Environmental communication methods

BG,CH,CZDE, DKEE, FFRHU,  BG,CH,DE, DKFI,HU,IT, MT NL, PL,
IT, NL, PIBT, ROS1,S| UK, RQ S1 UK
No  AT,CT, EL, ES, IE, MT, 3K TR AT, CTC2Z, EEZL’SiS_l_’;RR’lE' LT, PT,

Yes

Training in tactile communication methodppears to benore common aass Europe
compared to environmental communicatioHowever, the extent to whicthis type of
professional communication support is availghhepractice isnot known

The number of trained communicators could have a significant impact on deafblind

pe2 LI SQ& 2 LJLJ2 NI dzy A (i lhiSesserfid tNat abrendniCatayhxr&ding A 2 y ®
is availablefor deafblind people, their families and suppomorkersso thatdeafblind

people can overcome common barrierand have opportunities for more interaction
andautonomy.

Table9: Number of specially qualified communication professionglsr state

No. trained No. trained
State sign language Interveners /
interpreters  Support Workers

Commentsregarding deafblind
communication professionals

AT 92 0 -
Sign Language interpreters are trained at th
BG 350 ) ° ° Snion o?the Deaf
Plus 30 comms assistants; 250 volunteers fc
CH 265 30 acquired and elderly deafblindness and 2
Master courses in Congenital deafblindness
CT 600 40 The intervener qualification is not offal
Cz 100 - Only3 trained deafblindnterpreters
DE - 43 i
EL 78 10 Estimation
ES 3000 114 The intervener qualification is not official
HR 50 2 Only9 trained deafblind interpreters
HU 122 35 Only8 SLIsre active in deafblind interpretatior
NL 468 300 Plus 90 writing interpreters
PL 500 10 About 90 interpreter guides
RO ) ) Deafblind o_rganisat_iorj has trained 138
deafblind specialist teachers
Sl 1 - Only 1 SLI for deafblind interpretation
SK 45 3 0 interpreters for deafblind people
TR 250 11 -
UK 1105 374 Plus 237 trainee SLIs

Data not provided farDK, EE, FI, FR, IE, IT, LT, MT, PT,

" Data not provided for : HR
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Different states have different types of support for communication which are not all
captured in this question. For example, in PL these are citetpreter guides. Some
states seem to have high numbers of trained communicators but relatively low
numbers working with deafblind specific techniques. It was not always possible to
distinguish from answers how many of the communication professionalsrair@ng

and active in deafblind communication.

Even if training is available to deafblind people and their families, it does not mean
that deafblind people have the opportunity to communicate more wigdsipce this

may depend on the availability of tarvener and interpretation services. These
services appear to be most widespread in ES and UK which have the highest number of
communication specialists compared to states such as SL and CZ (the latter has only
three deafblind communication specialist3)his is likely to impact on the extent to
which deafblind people can communicate for themselves in many situations.

4.3 Technical assistance support

TablelO: Is technical support and training available for deafblind people and thei
families to take pat in family and social life?®

Both technical Technical Trainin
Support for: equipment/aids  equipment/ onl 9 Neither
+ training aidsonly y
AT,BG,CHDE,
: DK, EEKILFRHR, CT,CZES,
Deafblind peopl® T NL PETS1 RO, SK. TR EL, HU Sl
UK
o e BG,CH,
dizrpgﬁggelcf %co n/a n/a DE, EL n/a
Peop HU,IT,PT

Just ovethalf of the statesseem toprovide deafblind people with technical equipment
and training, although similar training for family and friends is only available in six
states Technical equipmerdppears to be the most commonly available resousoé

it is not clear howwidespread this type of provision is amdhether or not this type of
support meets the needs of deafblind people.

Conclusions

4.4 A lack statutory fundingeduces opportunities for deafblind people

In ESit seems that personabupport isonly available from NGOs and voluntary
organisations and is not funded through the administratidbhis wasited as a reason

'® Family and friends were only asked about whether training was available

¥ Data not provided for: IE, LT, MT

? Data not provided in: AT, CT, CZ, B, ES, FI, FR, HR, IBVIITNL, PL, RO, S1, SI, SK, TRI&nd
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for limited and patchyprovision in other statswhere support for socialising depends

on the capacity of the organisatiom DEit was noted that althougtsupport exists for
deafblind people to have family relationships, in practice sipportis not available in
every region because of limitedate funding for deafblind service§here seems to be
access to support in some statest the ways in which services and equipment are
offered to deafblind people and fanel require further investigatianin the UK and

S1, deafblind people are eligibfer services it Table6 and 10) on the basis of a
statutory social care assessment outcome but recent austerity measoagsave led

to a reduction in this type of support being included in assessments. In HR, deafblind
people rely on donations to purcea equipmentsince a legal requirementfor
equipmentonly exists in respect to deafness and blindness as separate conditions.
Because there is only one deafblind service provider in HR the organisation is unable to
support everyonenho requestsor needsit, a gap they feeWOl y | RGSNRAR ST &
0KS RSIFFoftAYR LISNE2YyQa OF LI OAadeée (2 adzaidl A

45! £+ 01 2F tS3AFf NBO23aAyAlA2Yy 2F WRSI FofA

In some states, specialist support is scarce since dedfi#@ss is not legally recognised
as a disability in its own righln EEfor example few deafblind people receive these
support services because of this and deafblind people accegmseuhrough services

for the deaf or blind which is unlikely to be sgalist deafblind support. Again
deafblind people seem to fall between the gaps of eligibility criteria available for other
disabled people. In Pthe types of services described above are sometianeslable
through individual projects but this is ndbne ystematially because of a lack of legal
regulations. Thus accesgo servicesrelies on personal awareness, goodwill and
whether or not funds can be sought to pay for services.

Generic disability services will not suffice for deafblind people wheed specialist
support, especially those who require personal assistancéntarpreter services for
communication (for examples sedable 7). Without legal recognition of the
uniqueness of deafblindness it will be increasingly difficult to provide thecpiate
types of support for this gup and services forehf and blind people will come under
increasing pressure to provide services that do not meet the needs of deafblind
people.

4.6 Deafblind people, their family and friends need better accessdiming in order to
improve outcomes for deafblind people

Although the majority of states provide deafblind people with some degree of access
to equipment, the lack of available training for family and friends to use equipment
means that they may feelldéquipped and unprepared to use this on a daily basis;
affecting the appropriate use of and the sustainability of this type of support. Examples
of good practice may be found in CH, IT, DE and PT where technology and training is
provided for both the dedilind person and their familyit is unclear why HU and EL
provide training without the equipment.
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5. Domain Three
Choice and Control

Recommendations

1 Every state needs to ensure that there are adequate
accommodation options for deafblind peapl especially
independent living options; this gives deafblind people more
choice and may not mean having to move far from home

1 The voting system needs to become more accessii¢h
physically and in term®f ensuringthat deafblind people are
informed alout elections; there should be a protocol between
governments and deafblind organisatioimsoperationalise this

9 Formal and transparent consultation processes need to be forme
between governments and deafblind organisations to ensure th
rights and needsf deafblind people are included in national policy

Domain threeconcernsdeafblind peopl€ &hoice and controlt a community and
personal level.e. political participationand housing supportThis domain also covers
the role of deafblind organisatisin the consultation otlisability legislation.

5.1 Support for deafblingbeopleto live in a place of their choice
According to the answers of the surveyadblind people generally do not havegal

rightsin relationto support for livingin a place of their choiceln the 10 stateswhere
seems to be right;this isusuallycontingent on factors discussed below.

Table 1.: Do deafblind people have legal rightfor supportto live in the place of
their choice?

NS No Unsure
BG,DK, FI, HU, NBL, AT, CHCT,CZ, EE, EL, E!
RO, SK, S1, UK FR, HR, IE, IT, AR DE, LTMT, S

Thehousingchoices available tdeafblind people wilvary dependingon the type of
accommodationthat is availableand whetherthis is appropriatefor an individual
Accommodationchoices arenot standardisedacross Europe and vadepending on
cultural and legabpproaches to disability antthe existinghousinginfrastructures in
each state Each statewill also followdomestic housindegislation which may further
limit and vary the choice availabéeross the continentdousing options could include
family homes, independenliving, supported accommodatioand communal home

settings The levels of support required for each setting will vary too. More needs to be
known about how this support is offered in practise as this was not explored in the
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survey. This would be difficult withoutechanisms in plac®r families, organisations
or housing authorities to record informatiamn choice and support

52Deafblind® 2 LJX SQ&a NARIKG G2 @208
Organisationsvere askedaboutdeafblind peopl® & MIvdekaidwhether this was

supportedthrough: access to information in Braille, large print, accessible websites,
interpreters, communication support or transport to pollingsons.

Table 2: What support is available for deafblind people to exercise their right t
vote?*

Transport to
the polling
station

Info in Large Accessible Comms
: . : Interpreter
Braille print websites support

DK
CH
DE
IE
PL
HR
cT
ES
FI
s1
UK
BG
EL
HU
NL
RO
SK
cz
EE
FR
T
LT
MT
S|
AT
PT
TR

< <
<< <

K K<< <KL

<< x x < <<

<LK <K<K<KLK<K<LK KL
x x < <<

< <
< x x < x x << <K<K LK<

x x < x < <</ x

x < x
< </x x < <<

X X x X x K x K< x <K<K <LK<K <K<K LK KK K<L XKL

x < x x < << K<<

X X X X X
X X </ x < 1

< x x <

X < < x X x x <

X X X X
X X X X
1
X X x <
X X X X
R |

Justtwo states (DK andCH reported having all six forms of availaldapport for
deafblind people to vote Altogether, only 16 statesin total have at least three
mechanisms in place to support deafblind people to exercise their right to vote. The
most common form of support is interpier services, available it/ states, followed

#L(-) = data not provided
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by information available in Braille irbktates.Communiation support is available in

12 states and acessible websiteand large print informationin just 10. Access to
political participation is likelyo be restrictedin AT, PT, Sl and ,;Mhere suppot is not
available for deafblind people to vote. Sometimes support is provided by organisations
or through individual political parties rather thabeing universally or proactively
provided. States where exercise of this rightniet supportedare unlikelyto fulfil the
NEBFftA&alIdA2y 2F RSFETFTOfAYR LIS2L) SQ& NAIKIG
in Article 29 of the UNCRPD.

5.3 The role ofleafblind organisations government consultation processes

Mechanisms for deafblind organisatis to feed into consultation processdsr
disabilty legislation, norms and policiese in place irl7 states.Nine states answered

that there were no channels for doing so and LT was unsure of this process. It was not
possible to differentiate between athanisms employed in this process for examples

of good practice.

Table B: Are there mechanisms in place for deafblind organisationdeed into
the development ofdisability policies by the stat@

Yes No Unsure
BG,CH, DE, DK, EE, FI, FR, }
HU, IEMT, NL, PL, RO, S1, S
UK

AT, CT,CZ EL, ES,IT, PT, S LT

Organisations that have a mechanism for consulting on these issues have established
these in different wayssomeof which aremore formal than others. Statesuch as CH

are involved formally through membership of official commissions feeding into
government proposals for disability polic8imilarly, in HU and FI organisations are
regularly asked to contribute to formal discussions arousglies affecting deafblind
people Organisations inSK, S1, UK and h&ve establishedlinks with governments,
councils, policy consultations and all party parliamentary grofmsmal links with
legislators would provide better consideration of the needs of deafblind people and it
is important to introdue these mechanisms in states where this has not happened.

Conclusions

5.4 Legal rights do not mean that deafblind people have practical rights

The right tohousing support does not mean that support is provided in practice.
5SI¥o6fAyR LlXBolcls éayibe ¢odstainddybetause of a lack of practical
support. In many casefamilies are looking after deafblind relatives because there is
no support for them to live elsewhere through chaoidcghers move to residential
settings far from home becae there is no support fondependent livingArticle 19

of the UNCRPD specifies that disabled people must have the rigtartomunity living
meaning that communal homes and clinical settingbould not be the normfor
deafblind peopleln many statesthere may be no right for support in the community,
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no suitable community housing or not enough support st&fbr example, in HU
deafblind people have the right to choose where to live but sispecialised housing
for deafblind adultss unavailableijt is likely thatthis choiceis limited In other states
such as\L, there appears to besupport across the countrfor deafblind peoplevho
want to live independentlybut whether the same rights apply to support to live in
family homes is not specified. imany states it seems that support is restricted due to
funding pressures.Sometime housing support is provided on a small scale through
pilot schemes such as in DE where thare a number of new projects designed to
support deafblind people to live atome. Whilst this seems to be a good examples
number of people whom these projects will reaclikely to be small

5.5 Deafblind people may berohibited fromexercisng their right to vote

AT, EE and FI have measures in place to ttakdallot o deafblind peoplehowever

this seems to be restrictedo those people in residential accommodation and
potentially excludes hundredd ¢housands of deafblind peopleho do not live in this
type of accommodation. There are variations across the typesupport available
meaning that deafblind people in some countries have better access to voting. How
support is provided needs more interrogation as it is unclear from the survey how
often support is provided and how many deafblind people exercise tHis. flig states

such as DBwvhere support is available across all six mechanishis does notmean

that it is available universallyin FR and HU, deafblind people have access to an
interpreter only, but again it is unclear how widespread this is and iyyrha unlikely to

be provided to everyone who needs ih the UK and Skome accessibility support
(such as accessible information and transport to the polling station) is only provided at
the discretion of specific political parties

5.6 Deafblind peofe must proactively request support for voting

Generally if support isavailable it is only offered athe request of the deafblind
person or their family who must then access and apply for this service; it is not
necessarilyproactively offered.This pus the responsibility forfulfilling this right onto

the deafblind person or their family and it is furthenclear as tavhat extent support

is provided in the first place® make requests of this naturas well ago navigate the
bureaucracy underpinngnthis right.

5.7 Without formal consultation the needs of deafblind people may be ignored

There seems to be little consistency in how deafblind organisations can feedback to
administrations about disability policyn some states, deafblind organisains are
consulted on an informaad hocbasisand in others this is done consistentl{he
impact of formal mechanisms is difficult to assess in this context but it can be
reasonably assumed that where these do eaist or rely on goodwill, the views and
experiences of deafblind people are unlikely to be considecedinely or at all The
potential result is thafpolicies disadvantage deafblind peoplerelation toaccess to
information, communication and mobilityA move towards coordinatedonsultation
mechanisms that are both traparent and routine would improve this
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6. Domain Four
Access to Goods and Services

Recommendations

1 A European Accessibility Adhould be passed so thadeafblind
peoplehave rights taeceive betteraccesso goods and arvices

9 There should be aommon European budget for technical assista
which would be made available to deafblind people to help afford
cost of technological aids which is otherwise prohibitive

9 Manufacturers should engage in research that makesrtperducts
suitable for deafblind people; this could increase mobil
independence and safety as well as increase revenue for compan

1 Social care sectors, technology providers and social enterprises
develop more deafblind specific goods and sesjcto increase
deafblind access to support that is suitable

ftdzof AO 02RASa&a | YR 2NAHI Yy lil Havi i
state legislation

9 Deafblind organisations need to agree on a shared vocabulary; \
this is done, we will be in a better pasih to compare and asse:
goods, services and developments across Europe

1 Enforcement ofaccessibilityregulations such aaccessibldgransport,
internet, TV and public buildings to ensure deafblind people can |
a full and active life

Domain four co8 N |jdzSa A2y a | o62dzi RSIFFosandR LIS
services, includingehabilitation, communication and assistance suppcgtjuipment
access to public buildings, transport, school and medical services.

6.1 Personal support services

Most states have some form of personal support service for deafblind people,
although these may be called different names or have different functioreaning

that it is difficult to differentiate between the services below. Some states may have
better coverageof personal supporbut only have ondype of support service, other
states may have examples of all types of services but thesdimited. The most
common legal righteems to exisin relation tospecialinterpreter guidegqin 14 states)

and intervene/support workers (13 states respectively). The least common legal right
is for special communication services and special guide services for deafblind people.
In the case of personal support services, they are more likely to be available in practice
(through voluntary organisations) as opposed to existing due to a legal requirement.
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This of course means that the existence of these services is vulnerable to funding and
personnel changes at an organisational level.

Tablel4: Dodeafblind people havdegalrights for equal access tsupport services
and are there practical examples of these services in your country?

State

DE
DK
NL
RO
UK
EE
SK
ES
HU
PT
PL
cT
EL
FI
FR
cz
s1
AT
T
CH
IE
BG
MT
TR
HR
S|
LT

Special
interpreter
guide
Legal e.g.
" <

-I

C xx x€Cxx xx xxxxfLfIf T xIT LTI TTT-

Special

comms

service
Legal e.g.

H

C X X X C X X X X X X X X X-T X-T X-T X-T-T-T-T-T T-

-IT

Special guide
service

Legal
"

e.g.
H
H
H
H
H
H
H
H
H
H

H
X
U
H
H
H
H
H
H
H
H
\%
X
X
X
X
X

C xx x€c</x x'x x'x xx x. xx x££I TTT-

Personal
assistant
service
Legal e.g.
o .

-I

C xx xcclx xx xx xxfTfTfxTxTLTLTTTT-

XxCx x x <ETxITITIILTITXIITITXITIITIIT

Intervener/

suppor

t

worker
.g.

Legal e
o <

C x. xCx/x xx xx xx x.fTfxTTTTTTTTT-

-I

6.2 Special aids and equipment

nidLand ¥quipmentQefer to any item piece of equipment or product system that is
used to increase, maintain and improve functional capabilities of individuals with
disabilities. This can range from simple equipment (such as magnifiers) to integrated
systems such amvironmental controlsqomputerised systems for home automation
tasks such as answering phone calls, answering door, turning lights off).

Legal rights tespecial aids and equipmeate present in themajority of statesand
most have practical examples of this service.
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Table b: Do deafblindpeople havea legalright to special aids and/or equipment
for independent living ands this equipment available?

State Legal right Example
BG,CTDE, DK, ES, FI, FR, |

MT, NL, PL, PT, RO, UK v v
AT, CH, CZ, EE, IE, S1 x \%
HU X

H, HR, SI, TR X X

Technology has advanced to the point where many everyday activities can be
supported with equipment such as: reading mail, answering the door and

remembering to take medication and safety aides that monitor for flooding, gas leaks
and extreme temperatures. The use of technology in supported living is potentially

more widespread than in independent homes.

Aids and equipment are not available in every state and deafblind people must
sometimes rely on taking part in smaltale projects ad on technology providers to
access equipmenOther disabled people must go through an eligibility assessment to
receive this type of supporin MT where artPl A & A a0 A @S | kdishs, &l (i dza
independent boarddecides which disabled people amost deservingof financial
assistance Individuals can currently receive subsidy for 50% of the cost, up to 1800
9!'w 2NJ opnn 9!w F2N 0KS WwWYyz2al RSaASNIDAyYy3(
Assistive technology has evolved rapidly and many items suchem®nal alarms
(sometimes worn around the neck) are becoming more commonsdast and viable
options for disabled people. As technology interfaces become more tadtiles
important that it is available for deafblind people and their families with appiaie
support.

6.3 Rehabilitation services

Table 16Do deafblind people have the right for equal access to rehabilitation
servicesand arethere examples of these services your country?

Early rehabilitation services Occupational rehabilitation sevices

State Ir'i(;%?l e.g. State I;izgk]]?l e.g.
AT,BG,CTDE, DKEE, BG,CTDE, DKEL,ES,

ELESFI, FR,HWL, "H "H | FI, FR, HWL,PL, PT, "H "H

PT, PLRO,TR UK RO,S1,TR,UK

CH,CZ|T,S1 X "H AT,CH, CZ, EH, X "H

MT H MT U H

HR, SI X x HR, SI x x

Datanot providedfor: IE, LT, SK

%2 Legal righ to special aids/equipment but data regarding example not provigéd:;data not provided
-SK
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The majority of states have legal rights for, and examples of, iktaion services.
Early rehabilitation services are slightly more common than occupational rehabilitation
services. Rehabilitation services seem to be absent in at least two states (and the
existence of these services was unknown in an additional thtaees. A lack of
rehabilitation services may impact on the ability of deafblg@bpleto return home or

to work, reducing opportunities fopersonal choiceselfdevelopment and financial
security.

Access to rehabilitation services may be contingentloy’ | a a
YSSRQ® Ly {mZ f20Ff I dziK2NXQGA
YStya GKFG  WNRIKG G2 F0O00SaaqQ
not meanuniversal access

aayYSyi

7

6.4 Accessibility in everay life

Physical ecessibilitymay be a significant issue for deafblind people. Many public
buildings and transport services are only accessible for people with good sight and
hearing, requiring pedp to use stairs, read signagaduseaudio-visual pronpts.

Table T: Is there a legal right to equal access ftoansport and public buildings?

Yesg both Transport only  Buildings only Neither
CTDK EEEL FRHRHU,LT, ESSK, TR CZJE,FI,MT AT,BG,IT
NL PL PTRQ S1,UK

Datanot providedfor: CH, DE and ¢

Legal rightsn relation to public accessibilitgxistto some degree 21 states. In the
other six states deafblind people may be unable to travet visit certain places (for
work, education, health and leisure activities etc.ytrecting their rights tofull and
active participation in social life.

6.5 Public buildings

Seven states do not uphold legal rights for access to public buildings including libraries,
places of worship and schoplg KA OK NB & G NR Ol & p&tSnitidscandA y R
participation in society Whilst some newly built environments cater for disabled
people, many states included in the survey mentioned the lack of accessibility in
historical city centres, buildings and infrastructard.egislation specifyy accessibility
standards for new buildings would go some way to improving accessibility in the
future. For historical buildings, tactile signage and guide services would improve
accessibility.

6.6 Public transport

Some states such as NL, HR and E&jda a greater degree of accessible transport,
although this is more likely to be available in cities rather than rural areas. It is unlikely
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that deafblind people living outside of these areas will have equal access to accessible
transport if the availaliity of transport is limited anyway. The majority of states may
not collect information about accessibility (this data is unavailablEsistates) so it is
difficult to ascertain how widely available accessible transport is.

Tablel8: transport types and disability accessibility in cities of reference
(in order of approximate highest to lowest %)

% of % of % of % of accessible
State Cities of reference accessible accessible accessible other transport

buses taxis trains (g6 2 Ga

nL  SHertogenbosch, 100 100 100 0

Eindhoven

CT Barcelona 100 1 80 80

HR Zagreb & Split 100 100 5 50

ES Madrid & Valencia 70 1 83 97

UK London 100 100 U 36

PT Lisbon & Porto 100 0 100 0

SK Bratislava, Kosice 40 50 30 30

PL Warsaw & Krakow 50 5 0 50

IE Dublin 100 0 0 0

EL Athens & Thessalonik 0 0 67 0

MT Cirkewwa 0 0 0 0

Datanot provided forAT,BG,CH, RO, S1, SI, IT, LT, DK, EE, HU, CZ, D

Buses are likely to bihe mostaccessible transport option overall, according tdl€a

18 indicating that short distance travel may be more accessible than long distance
travel. Spanish cities like Madrid and Valencia have very few accessible taxis meaning
that deafblind people have to rely on public transport to get around comparedkto S
where the most accessible forms of transportation is taxi trawlich is likely to be

more expensive. Trains are the only form of accessible transport in EL, despite the fact
that Greece, an island nation, comprises many small islands without raijstgnss.

The level of accessibility in terms of transport largely depends on infrastructure within
each state. For example, in the UK even if some trains are accessible (many of which
are, although the percentage is unknown) most train stations that vioelié over 100

years ago are not.

6.7 Access to health services

Access to health services is fundamental to most people and espéoittigse whose

disability requires regular contact with doctors or clinicians. deswers indicated

that a few stats have limited health options for deafblind people (although it is not

Oft SINJ 6 KSGKSNJ a2YS aidliSa yasgSNBR &Saky
these types of service exist.
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Tablel9: Do deafblind people have access to the following health seed?

States Preventative General Specialist Clinics

Health Checks Practitioner related to condition
CH, IT, NL, PL, T,SKUK \V V vV
AT,BG.ELJE,HU, MT, PT vV V o
RO X V V
FI, FR X - vV
ES X % .
HR U v U

Data not provided forCT,CZ, DE, DKE, LT, £

Access to some form of medical service is available to deafblind people in most states.
Deafblind people may require medical services specific to their health condition,
besides deafblind support, but specialist clinics appear to existlinldnstates. In the

other 16states, clinics like this either will not exist or are not known to organisations
(and presumably deafblind people). In these states it seems unlikely that deafblind
people will receive adequate specialist support for theie@fic health conditions and
experiences. Again, generic services will not necessarily take into account the specific
issues facing deafblind people.

General practitiones seem to behe most common form of health service available to
deafblind peopleand areusually the gateway to further medical support, if required.
However, if the condition of deafblindness is not widely knowinis unlikely that
healthcare professionals will specialise in deafblindnesm @ahe complex conditions
causing deafblindess. Evidence from an Usher Syndrome siufvegrried out by
Sense in England in 2013 indicates that deafblind people often have to explain their
condition to their GP, as well as the progression of the condition and the types of
issues they face in everygdife. This takes time and energy for the deafblind person,
especially if they see a different doctor each visit.

Preventative health checks are importarsee domain one, in order to check fibre
presence of ceexisting conditions If better data abut deafblindness is collected,
medical professionals would know more about the types 6éxisting conditions and
screen deafblind people accordingly. This proactive approach would likely benefit
deafblind people who may otherwise be unable to commurédheir health needs.

6.8 Communication and media

Forms of accessible mediee( TV programmes) are available to deafblind people in at
least 19 states.Accessibility appears to be the mainstream for NL who broadcast the
vast majority of TV in an acaale format Other states offer this sporadically or once
daily.

»Tadesse, Y. (201Bgher Information and Researchrgey, Final ReparSense: internal report
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Table ®: Accessible TV (% or frequency of accessible programmes, in order o
approximate highest to lowest)

Other Programmes News in Ol
News . . : programmes
State : programmes  with audio sign v
subtitled . " in sign
subtitled descrption language
language
N1 100% 95/50% 100% Twice daily 0%
CH 100% 20% 5% 100% 0%
S°  25100%  25100% 10% 5% 5%
UK®  25100%  25100% 10% 5% 5%
EL 50% 50% - 50% 10%
PT - +50% +50% +50% -
AT 60% 40% 5% 5% 5%
1 hr p/w (same as
ES 45% 50% (private) 3 hrs - audio
p/w (public) description)
SK 50% 30% 10% 10% 0%
EE 0% 13p[/)vrvogs 2 channels daily 0%
IE 23% 23% 1.25% - -
HR 10% 40% 0% 3% 1%
SP® - - - 100% -
HU 0-20% 0-20% 0% 0-1% SL channel
One ,
0 - -
FI channel 100% Daily
DE - 14/8.496° - 2 channels -
PL - 18.4%% 1% - 0.1%
MT - - - Daily Occasionally
Once daily
BG 0% 0% 0% (public + 1\'N5egi:”5
private TV) y

Datanot provided forCT, CZ, DK, FR, IT, LT, R(

The table indicates that aessible TV is available in some stdtesigh potentially not
in 8. This type of data is commonly published by broadcasting agencies, which may
overemphasise the extent of accessible programming

Data relating to accessible websites was too patchy &sent in this report but at
present only a small percentage of websites are fully accessible to people using
assistive technology (such as screen readevejuntary agreements haweo farfailed

#NL public/private programme percentage
** BBC subtitles 100%, other channels1Z®%
*® BBC news channels subtitles 100% content plus daily lunchtime news in BSL
" At peak times (6.3@1pm) IE channels RTE 1 stiés up to 90% of programmes, RTE 2 up to 60%
8 A TV station for the eif has been available for 4 months
29 14% Public programmes are subtitled: 8.4% of programmes overall
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to deliver accessible website$n February 2014the fird European Standar@&N 301

549 on accessibility requirements for Information and Communication Technologies
(ICT) products and services was adopted and publisHad2013 the European
Commission put forward a proposal forEaropean Directive on AccessibWebsites

but unfortunately,the scope was limited and the definitions were not cleliembers

of European Parliament have been debating the propasakntly and hopefully a
more ambitious scope and clearer definitions have been put forward in amendment

Conclusions

6.9 Equal access is mainly an exception

Most states do not offer accessible services for deafblind people across the board.
Even where accessible services exist, the emphasis is predominantly on physical
accessibility rather than sensprccessibilitywhich is key for many deafblind people.
Accessible options may be the more expengipéons;such is the case for accessible
taxis and accessible cable channels.

Accessibility in relation to goods and services may be improved witmtheduction
of a European Accessibility Act. This would ensure that manufactureltsde more
accessibilityfunctions for their products. Not onlwould this improve independence
for some deafblind people but would open up the market for manufacturers.

6.10Deafblind people may need support to access support

In most states, disabled people will be required to formally applyrfanygoods and
services. For deafblind people, support for communication may be vital for navigating
this process (which isrgely conducted by phonenternetor letter). Fairly obviously,

if communication support is not available in the first plat@s will affect whether
deafblind people carapply to accessthis servicein the first place For deafblind
people, access toommunication and interpretation services is vital if it provides the
only opportunity for them to express their wishes about care, support and their future.
Similarly, older people may be missing out on fundamental support from health care
providers or soial activities because they are unable to access information about how
to apply or unable to arrange participation over the phone.

It must be recognised that the process for accessing goods and services will not be
appropriate for many deafblind peoplén states, whereaccess to these goods and
services is a legal right, it will be largely left N&Os,voluntary organisationsand
familiesto try to ensure that these are delivered to the deafblind pers&vidently, in

some states, the lack dégal recognition of deafblindness will have contributed to
these issues and madeccess to services particularly difficulthe process of means
testing, patchy local provision, reliance on families, lack of legal recognition
deafblindnessand the absence of gecific services can be reasonably attributed to
increasing pressure on deafblind people in everyday life.
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7. Domain Five
Education and Lifelong Learning

Recommendations

1 The introduction of achool census would provide better informati
about how mary pupils are deafblind and what theeducational
needs a&d circumstanceare

1 More trainingfor educators in deafblind techniquesngeded;there
are not enough training programmes or specialist teachers to n
the demand for educatiomor enough dedicatd units or schools fo
deafblind children

9 The introduction of a standardised qualification for deafbl
teacherswould ensurethat deafblind childreracross Europeeceive
the same standard of educati@nd facilitate shared practice

1 The establishment adidequate elucationaland rehabilitationcentres
and courses fodeafblind adultsis essential this will support anc
sustain thedevelopmentof skillsand competency in communicatic
and everyday living activities

1 Early identification of deafblindnesss crucial so that dafblind
childrenreceiveappropriate educatiorat the earliest opportunity fol
better educational outcomes

1 More resources are needed to provide training teafblind people
who wish to entempaid employment

This domain covers the adatioral provision available to deafblind children and adults
in each state; including access to specialist and-spetialist educational settings. It
also includes information on specialist training programmes for educators working
with deafblind peopleof all ages.

7.1Early education

Early education options for deafblind children are availabléhe majority of states
although the extent to which deafblind children can access this dependshen
accessibility and availabilitgf these types of opbn, which may not be widespread
Early education options are important for deafblind childrendevelop confidence
and autonomy

The most widely available educational option for deafblind children seems to be
generic special early education programnfes 0-3 year olds. Specialist deafblind
education is less commaand isavailable inten states. The survey did not ask about
the numbers of children attending each type of education in each state, so the
availability of this type of option would need flwr investigation.
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Table21: Do deafblind children have access to the following early educational
options?

A special early A special early

childhood Silllsles Regular pre
State programme only for
programme (03 children with school(0-6)
EETS) deafblindness
DK,EL,IT,PL,PT, ROS1, "H "H "H
UK
CH, DE "H "H &
EE, FR, HOIL “H x “H
AT, CT, ES "H X X
X X X

HR, IE, SI, SK, TR
Data not provided forBG,CZFI,LT, MT

It is not clear what educational options are available to deafblind children in5the
states where these types of programnege unavailable, further investigation is
required.

7.2 Secondargducation

Secondary special schools are availableast states but specialist deafblind schools
are available in onl\L1 states. There may have bedlifferences across what defines

WE20KE Q YR a2YS adladSa KIFI@S RSEFEFofAyR dzyAld
or blind students. In other states, deafblind children may or may not have access to
specialist support from trained deafblind educators outside of a school environment

(i.e. private tutors or education programmes via voluntary organisations). Educational

outcomes are likely to be diverse across this group and more research is needed into
the types of educational provision, and their impact, for deafblind students across

Euope.

Table 2: Do deafblind children have access to the following secondary educatio

options?
State A special school (20) A school for children with
deafblindness (620)
CHDEDK,ELFR, HU, Y "H
IT,NL,S1,SK ' '
AT, BGCTEEESFI, "H »
PL,RO, TRUK '
PT x H
HR, SI & &

Data not provided forCZJE,LT, MT

Of the 11 states withspecialist deafblindecondary schoolshesepredominantlytake

the form of specialist unitdocated within schools for theleaf or blind andare not

independent institutionsFor example in PL, there are two schools for the blind which
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have separate units for deafblind students. In other states, such as Sl, deafblind
children are educated in eithex school for the deaf or bld as there are no deafblind
specific schoolsThesetypes of educational option are unlikely to either cater for
enough students or provide enough emphasis on deafblind communication
techniques.

7.3 Adult education
Programmes for adults (265) are avdable inmore states than programmes for the

elderly. Just over half of states have options for deafblind adults to attend special
rehabilitation programmesand 10 have placesor elderly deafblind adults.

Table 23Do deafblind adults have access tbé following adult education

programmes
Special rehabilitation Special rehabilitation
State programmes for adults (20 programmes for the elderly
65) (>65)
BG,CHDE DK, IT, NL, “H “H
PL,S1,UK, FI ' ‘
EEEL, HU, PT, RO, SI "H 23
AT, CT, ES, FR, HR, TF X x

Data not providedor: CZ, IE, LT, M

Further investigation is needed into how widespread this type of provision is, how
many adults are enrolled and how useful these programareslt is unclearfrom the
survey what this type of service includes and whether they are designed for adults and
elderly people with congenital deafblindness or agéated deafblindness.

7.4 Specialist deafblind training for educators

The majority of states havat least one type of training for educators working with
deafblind peopleTraining for professionals working with eldepgopleis available in

just seven states compared to 12 states which have training for acquired deafblindness
and 12 that have traming for educators working with people wittcongenital
deafblindness.

Table 2: What typesof specialist deafblind training programmeare available for educators
working with people with congenital and acquired deafblindness

Congenital Acquired Elderly people
State . : with
deafblindness deafblindness :
deafblindness
DK,IT, NLS1,UK "H " H
CH, HR X "H “H
DE, FI, FR, IE, RO "H "H .
EL, SK “H > <
X X x

AT, BG, CT, EE, ES, HU, PL, PT, ¢

Datanot provided forCZ, LT, M
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The lack of specialist training available 1fi (potentially 13 states suggests that
education may not be deafinld specific in some states. This would be a significant
barrier for deafblind children and adults who require specialist education. It is not clear
what the situation is in those statébat have deafblind education but no educational
training programmedor teachers, according to the survey results.

The results in the tables do not provide context as to how estaddisimd widespread

this type of training is. For exampleaining for educators is a relatively new edition in
CH, butthere is little focis onacquired deafblindnessn some states where training is

not available for deafblindness that does not mean that this is not happening through
another mechanism. For example in PL there are no dedicated training courses but
staff at the deafblind orgaisation informally cooperate and share knowledge with
universities offering postgraduate studies in multiple disabilittessomestatesthere

are more established training courses, includingalifications for teachers of
deafblindchildren and adultsStaff can attend niversity courses for an undergraduate
certificate or diploma in deafblind studies in the W@WKd S1. In other states, the
deafblind organisation is responsible for the training of educators such R®where

the organisation has trairte up to 138 specialists workg with deafblind children,
through courses and regular meetings of the Network of Special Education Teachers
working with deafblind children.

Conclusiols

7.5 There ara@nconsistent educational options for deafblind childrand adults across
Europe, including a lack of dedicated deafblind specific options

Dedicateddeafblind educationabrogrammes are not commonly available across all of
Europe for deafblind children and adultinformation from DE seems to suggest that
there would be ademandfor this type of optionif it was available; ag0 deafblind
students (0-18 years old) attend specialist education programmegust 1 state.
Where specialist deafblind schools are not available, deafblind students tend to

educatedA Y 3ISYSNIf WalLISOAlf aoOKz22faQ 2N aLlSd

Education for deafblind children is inconsistent across Euespkthereare a mixture
of different optionsthat require more investigationFor examplén MT, programmes

areat Af I 0fS T2NJ OKAf RNBY ¢4 A (fessepedfivallyh BFE y S S

and S| children are sent to schools for the hearing or sight impairedthete are no
deafblind schoolsln PL, there are specialist units for deafblind student in schém
the deaf or blind.In CH, education foyoungdeafblind childrenis usuallyprovided
through private tuition

For older people, the situation is similar in that rehabilitation options vary across many
of the statesIn DK, older people with acquitedeafblindnesgsan beoffered individual
training rather than specific programmes of education. Whilst this may be appropriate
for some individualsthis also means that services could be inconsist&ntes answer
does not mean that these programmes azemmonplace or universally available for
every older person.
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Sometimes places are only available through individual schefF@msexample in RO,
there isa pilot programme for adults to develop vocational skills in three vocational
centres. Currently 20 ddlalind adults are learning trades and vocational skillsere

are no permanent rehabilitation programmes in PL but adults can attend two week
f2y3 WNBKFO6 OFYLEAQ F20dzaAy3 2y | ONhNSOA (G A S 3
these schemes are very gitive, there will be many deafblind adults who are unable to
take part.

7.6 Education options are not widespread or easily accessible for deafblind people

If specialist education programmese available these are often provided in few areas
or settings. For example, in many states including HU, educational options are only
available in the cities where deafblind organisations are based or where there are
appropriate schools. Choice regarding educational options may be restricted if
deafblind people andheir families have to relocate to become eligible for a school
place. This is likely to iae case in states such as EE and MT where there is a single
specialist school that provigedeafblind educationalthoughin EEchildren have the
option to attend mainstreamschoolsif they have access to assistandeis unlikely

that these current options for education will meet the demand for specialised
education especially considering the high numberdsable 4.

7.7 The lack of recognition of deafblindaed | FTFSOGa OKAf RNBY,
opportunities

Deafblindness is listed as a separate disalhtiggoryin the list of education needs in

LT, but since this is not a functional definitibmloes not describe the types of support
that many deafblind peple will require As a resultdeafblind students may not be
receiving appropriate support within centres fblind and visually impairedtudents

It is suspected in EE that many deafblind childneth be at home with their parents,
either because theichild has not been diagnosed as deafblind or because they may be
unaware that specialist education exis@early recognition andearlier identification
would improve educational opportunitiesfor those students requiring specialist
programmes

7.8 Good practicexample

An example of how early identification of deafblindness can benefit students cor
from RO where, since 2007, Sense International has facilitated an early interven
service for sensory impaired babies in 4 major townsaBee of this level of
identification, around 113 children have so far benefitted from early diagnosis,
rehabilitation and intervention frond dedicated support centres in the country.
Without this, the educational requirements of these students may haresg
unnoticed. The importance of early intervention for deafblindness has been
recognised at a national level and has been formally included as part of the natic
education system through approval of Order 307/2013. Besides this programme
National Curiculum for deafblind and muksensory impaired children, developed K
the organisation and endorsed by the Ministry of National Education, has been
available since 2001. i




8. Domain Six
Work and Employment

Recommendations

1 Governments, deafblind organisatierand employers must collec
better data about the numbers of deafblind peoplose with sight
and hearing impairmenjavho work and what they do

9 Deafblind orgaisations need to work with social enterprise
employers and voluntary organisations to increase the numbe
deafblind people undertaking meaningful and gainful experienoe
the workplace

9 Deafblind people may require assistance to enter the workpl
including PA supporgnd this need should be met by the governmer

1 Development of workshops for deafblind people to gain skills for
insights to the workplace would be a positive service addition

1 The development of a Human Resource toolkidly deafbind
organisations 2 AYONBIFA&AS SYLX 28 SNH&
deafblind employees needs would be better understood
supported

This domain covers issues relating to the employment opportunities for deafblind

people including the proportion ofleafblind people employed in thepen and
supported labour market and the assistance available to suppern.

Table25: How many deafblind people are employed in the supported and open
labour market with and without assistance®?

Supported Open Proportion with the following types of support:
. More than
State  labour labour Special Workplace
PA : one type of None
market  market equipment arrangement :
assistance
CT 3 0 2 0 1 - -
DK 28 17 16 20 10 - -
ES 18 6 4 - 5 - -
HU 10 17 10 - 17 - -
PT - 8 - - - - 8
RO - - - - - - 25
SK g 0 - - - - -

% Data not provided forAT, BG, CH, CZ, DE, EE, FI, FR, HR, IE, IT, LIPMBNSI, TR, UK
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Very little informationabout the employment situations of deafblind people exists
most states, either because there are no requirements to record this information or
becausevery fewdeafblind peopleare empbyed

The government in EE is currently preparing to reform social services with the aim of
including more disabled people in the employment market. It is unclear whether this
reform will include efforts to create opportunities for deafblind people aree t
organisation is aware of only 2 deafblind people who are currently working in the open
labour market.Disability organisations have been involved in the consultation process
for this reform, which is pinned to come into force in 20150 it will be imprtant to
observe whether this makes a differende the employment opportunities for
deafblind people in the future.

Conclusions

8.1 Support for deafblind people in the workplacéayely uravailable

In the UKand S]1the Access to Work scheme prdes personal assistance to disabled
people in the labour market, including intervener or interpreter support. This is often a
vital source of support for people who wish to work but it is not available everywhere
in Europe. In HU there is no organised p&@ assistance service for disabledrkers
despite the need for it,often colleagues have to provide support instead. In PL
support comes from examples of good practice by NGOs and pilot projects aimed at
helping deafblind people enter the labour markdtdowever, the availability and
effectiveness of these types of scheme require further investigation as to what impact
theyK| @S 2y RSIFFofAyR LIS2L) SQa SyYLX 2eYSyi

8.2 Opportunities for deafblind people are hindered by the nature of the labou
market

In PL, where 90% of the deafblindgple the organisations work withre of working
age,it has been observed that most of the deafblind peoptaild work in the open
labour market but that finding a job and fear of taking up a job may be hingehe
employment rate of deafblind people. Even where opportunities exist, these are often
uninteresting and poorly paid jobs. More needs to be done to ensure that deafblind
people are not missing out on the opportunity to work and earn money if thayt wa

This could have a huge impact on other outcomes such agstem, confidence and
financial autonomy which would be important developmental and life benchmarks for
many deafblind people.
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9. Domain Seven
Income and Poverty

Recommendations

1 A mechanism for informing deafblind people of their financ
entitlements should be developed; this should be proactive and
inform deafblind people of their rights in an accessible format

1 We need to develop new application and assessment processe:
do not require deafblind people to fill out forms or make phone ci

1 Deafblind people shoulaot be financially disadvantaged becat
they require essential communication support; access separate
budget for PA/communication suppomvhich does not ome out of
their personal disability payment, could improve this situation :
introducemore equality across the disability sector

1 Better awareness of deafblindness amongst social care asse
would improve the application and assessment process frantial
assistance and support for deafblind people

1 The unavailability of lifetime disability financial awards cc
adversely affect deafblind people whose condition is not expecte
improve; the current inaccessible application process difficult
those deafblind people who must continually reapply

1 An agreement across European states for a technology bu
should be sought, to ensure that deafblind people mat have to
rely on goodwill or the existence of small scale projects to ac
inexpensie and beneficialechnology

This domain covers issues relating to the financial situation of deafblind people,
including minimum incomes, access to financial assistance and personal assistance.

Research indicates that disabled peopled their families often incur additional costs

to achieve a standard of living equivalent to roisabled peoplé® Disabled people
are also more likely to face a higher risk of poverty compared to the general
population.®* This has a significant impact on the qualityifef bf disabled people and
the ability to pay for equipment or support that is not provided via the st&téhilst

31 World Health Organisation and the World Bank (200brld Report on DisabilitgvHQ Available at:
http://www.who.int/disabilities/world_report/2011/report.pdf

%2 Shima, I. and Rodrigues, R. (2008 implementation of EU social inclusion and social protection
strategies in European countries with reference to equality for disabled people. Report prepared for the
Academic Network of European Disability Expdiuman European Consultancy and the University of
Leeds
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benefit entitlements exist for disabled people across Europe, the ways in which these
are administerechave an impacton the general equalitpf deafblindpeople There

I NB @F NR2dza a20Alf ¢St Tl NBandsweRiSdriathe Ay 2
ways that they provide financial assistancedisabled peopleBroadly speakinghis
compriseddifferent approaches to allocating paymerdnd expenditure per capitan

social welfare Scandinavian statéend to spend more orsocial insurance compared

to Mediterranean stateswhich developed social welfare systems later. States also
imposedifferent restrictions oninclusivity meaning thatfinancial support is available

more readily in some states and not others, regardless whether the disability is the
same.{ 2YS adl4Sa 2LISNFGS | AhejpaySuivof @hich isPRA & |
contingent on a number of eligibly criteria includirige minimum period of insurance
contributions, age and degree of disability. Those that do not meet these criteria are
assisted by allwances or minimum income schemes

Table26: Which types offinancial supportare available to deafblind peopl@

. : Specific
. . Financial
Guaranteed Financial : Personal
. ) Assistance .
State minimum Assistance . Professional
. . for Essential )
income for Life Devices Assistance
(PA)
CH, DE, DK, FlI, FF . o “
IT,NL, PT, UK H H H H
EE, EL, PL, RO, S "H H "H
BG, IE, S1 "H H x
HU H s H
AT, HR, SI, TR "H x x
CT, ES X "H X x
CZ X X X X

Data not providedor: LT, MT

8 states appear to provide benefit assistanioeall of the forms detailed aboyevith
the majority of states providing at least two forms of financial assistarieer. the
majority of time, etitlement to most of these typesof financial assistance is
dependent on eligibility.

9.1 Minimum incomes

In terms of minimum income statesuch asNL, FR, PT, [ER and UKand probably
others), have legislation that applies to all citizens irrespective of disability. In PL, a
minimum income is guaranteed if one meets the eligibility criteria and similarly in RO,
level of minimum income is based on degrees of lligg. In RO thereare four
disability categories$lightQ%hediumQ¥ccentuatedand Wevereall of which dictate

the amount of financial support received. Deafblind people are usuwalhgsideredto

fall intothe accentuated or severe category.
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9.2 Lifetime financial awards

In terms of lifetime financial awards, these are available in theontgjof states but

the eligibility criterionand processsare not consistent across Europe. In some states,
like EE and IT, this maid through a formof pension (although this is going to be
reformed in EE within the next two years). In IT, the government decides the pension
amount each yearngeaning that incomes are not guaranteed year to yeand the
award amount depends on the personal income of thefténd person. A separate
universal allowance is available to deaf and blind people if they require assistance, but
it is unclear whether this wouldover those who are deafblind. In IE, up until the age
of 66, deafblind people are entitled to a domiciiacare allowancehat ends at the

age of retirement ands then available through thstate pension However, itis not

clear whether or not this award is of the same value.

In RO, lifetime assistance is based on severity of disadiligeafblindnessis not

RSSYSR  Juappfican& Nl Gave to be annually assesseuly some disabled
peopleappear to receive lifetime awards in $h.the UK and S1ebefit systems are
changing, although the planned abolishmentlitgtime awardsmay change once th

costs involved in conducting reassessments is realised. Ifiisathled peoplavill have

to reapply for disability benefiévery 10 yearsregardless of whether theirondition is

expected to improve

9.3 Financial Assistance for Essential Devices

Fnancial support for essential devigesich as basic equipment and aigsavailable in
most statesbut that does not mean that deafblind people do not have to pay for most
items themselves in practice.

In EE, the state can compensate up to 90% ofdbs&, but in practiceit is suggested
that most disabled peoplevill pay the majority of the cost. Agaipjlot schemes can
provide support in this way and iALdeafblind peopleare reliant on the presence of
these to fund devices. It seems unlikely this support will be systematic and
widespread as there ra special rules about when one can receive particular
equipment and support and what amouis cefinanced by the state. There are legal
rules about providing state funded equipment in ROt it issuggested that this law is
rarely put intopractice due to the low budgets for social care and the lack of funding
within the health care system. In UK and,Sikchemes often exist on éocal
commissioning level andan beprovided by social services deged y 3 2y | LIS N
assessmenvutcome and theavailability of resources.

9.4 Financial assistance for specific Personal Professional Assistance (PA)

This type of financial assistance is available for deafblind people in 8 states. However,
this assistane may bedifficult for deafblind people to access. In PL and IT, funding for
PA services exist onlydeafblind organisations can obtain external funding.dther

states this is available although it must be applied for and relies on deafblind people
navigating the application process without support in the first plate.the UK,
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deafblind people are entitled to an assessment under the Deafblind Guidance which
may recommend the provision of PA suppdtbwever,what they receive will depend
on where theylive and what is available.

The variation across states makes it difficult to assess and compare approaches
relating to income and poverfyand some welfare systems have evolved in a way that
reflects prevailing disability rhetoric as to what supportdsemed suitable. More
research is needed to investigate the financial outcomes and expectations of deafblind
people across Europe and the impact of this on life opportunities.

Conclusions ‘

9.5 Deafblind peoplenay spend a high proportion of their incorna support

In most states, minimum wages and social security benefits apply equalall,to
regardless of disability and most states provide financial assistance for disabled people
specifically. However, this universality may disadvantage some deafidiople who

may require enhanced levels of communication or personal assistance support on top
of other types of support or essential services they may need. On the other ttasd,
could mearthat deafblind peopléhave tochoosewhichever service they caafford to

pay for rather than the service/s they most neethis clearly impacts on deafblind
LIS2 L SQ& | xSéndcesit@scrided @& Bomain four if they are required to
pay for these out of their benefit entitlements. Paying fsupport, incluling
technology and day services, may be out of the reach of many deafblind people and
their families who receive limited financial assistance from the state.

9.6 Deafblind people may be missing out on payments because of inflexible
bureaucracy

Most financial assistance eceded by arapplication and assessmeptocessthat is
conducted primarily in writingover the phone or in persofMhiskind of processmay

be onerous on deafblind peopland a lack of communication support to do so could
delay orRS LINXA @S a42YS RSFFofAYyR LIS2L)X SQa | 0O0Sa
for applying for PA support is complicated. A deafblind person could be required to
apply for this funding via a government scheme and once funding has been allocated
they wil need to enter into negotiations with service providers in order to receive an
appropriate PA service. This system appears to involve a number of hurdles which a
deafblind person may be unable to navigate without the assistance of a PA in the first
place.

Changes to welfare systemas a response to austerity measures in place across much

of Europe could affect deafblind people in future. Certainly in the UK and S1, the
abolishment of ifetime awards could impact ondeafblind peopl®& SELISNA Sy
especidl if this requires deafblind people to be intermittently reassessed regardless

of any improvement of their conditionSystems such ahese must become more
responsive to the barriers that deafblind people face in accessing them and processes

50

O«

(0p))



need to be nore flexible to ensure that deafblingpeople haveaccess to financial
support.

9.7 There is not enough deafblind specific provision

Even if funds for PA services existhis is little good if there are not enough
appropriately trained PAs. This seemdothe case in states such B® and Pivhere
these services are naleafblind specific. It is difficult to see Wwodeafblind people
would get the most out of this type of service if the support is unable to use specialist
communication techniqueandif that is what the deafblind person requires most.
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10. Conclusion

alye |ljdzSadAazya KIFI@GS 6SSy NIAaSR Rdz2NAy3I &
AYTF2NXYIEGA2Y | 062dzi GKS RS To6ft Ay RliyeScapg ofl ONEP §
this project hasbeen broad in its attempt to pull together anverview of deafblind

rights and oppdunities across Europe. It is a starting point and it skeésgroundwork

for more indepth studies in the future The first point that this report raises is the
considerable variation across cultigeinfrastructures and approacks to disabilty

across EuropeThis has made the tagsi comparability and synthesis challengimg it

also demonstrates that there are clear learning opportunities to be had across all
domains in relation to how we support and work widleafblind peoplelt is also clear

that deafblind organisations valued ihcollaborativeopportunity to provide context

to the services that they deliver in their own stateA total of 27 surveys were
returned and completed in Englishwith the best information that the deafblind
organisation could provide. Thvgill havebeenno easy task and inevitably thesre

gaps: sometimes because of language and vocabdiffgrences but alstwecause the

survey, leing a quantitative data collection tbo> NXB1j dzA NB& LINSR2 YA
answers rather than nuanced qualitative explanations

What is evident from this projects that we do not collect enough databout
deafblindness Few states systematically colletis data and organisational records
significantly underestimate the extent of deafblindness effective way of collecting
data about deafblindness would be to include questions in national censuses which
pick up on those who combine sight and heariogsl Official legal recognition of
deafblindness acknowledging it as a unique condition, could also increase the
identification and recording of deafblindnesAs well as numerical data we need
qualitative data about the needs, experiences and opportasitf deaftind people.

We need to do this through health and social care records and throughett@dsof
deafblind organisations. Information and knowledgee powerful instigatos of
change; without these kds of data, the issue of deafblindness welnain hidden.

It is also clear that therare not enough specific deafblind servidesmost states
Deafblindness is not the same as deafness or blindmessfrequently deafblind
people must join or apply for servicegia organisationghat do not caer for their
needs. This stretches the capacities of other organisations and does no good for
deafblind people who want specialised support to communicate or be mobile.
Deafblind service provision is still an emerging entity, especially in stabese
organisations for the deafblind are still relatively néart this should be seen aan
opportunity, not a drawbackThe development of a European Deafblind Resource
Centre would create more opportunities to share this learnidgithout adequate
resources, itis unlikely that new serviceswill be developed responsively to
deafblindness|t is imperative that we do notesort to putting more pressureon
families of deafblind peoplesho are alreadyproviding communication, interpretation
and technical support omop of other family and work commitments. This not a
sustainablemodelandolder deafblind people whdo nothave family to care for them
will be left out completelyMore rehabilitation and day services for elderly deafblind
peoplemust be funded Ths hasthe potential to lead tocost savings in the long run as
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more people could besupported to be more independent, socially active and to seek
healthcare at appropriate times.

Health and social systenappear to beinflexible and inaccessible to mangafblind
people. Not only do they face barriets communication, access to information and
mobility, they must alsamegotiate complexapplication and assessmenmystemswith
little support Most services (such as GPs, hospitals, social well) on eveyday
competencies: talking, readintistening, walkingactivities that aretaken for granted

by most of us, but nofor those whose sight and hearing {goor. Across most of
Europe, communication support and personal assistance schemes appear to hg patc
and inadequate for deafblind people despite being an essential néethmunication
support should be a basic right for deafblind pegplee unavailability of these
services withholds the rights of deafblind people to health care, social care, family li
and leisure.

Whilst the UNCRPD has legislated for better inclusion and equality for disabled people
in social life, it is clear that legal rights and practical rigites notequated formany
deafblind people In reality this means that everif a le@l right exists in relation to
support, a lack of resources negates this right in practaoed evenwhere resources

exist generally these may not be accessible to a deafblind person. Even in an
environmental sense, accessibility often taken to mean plsjcal accesibility, not
sensory accessibility, meaning thacreased accessibilitys unlikely to benefit
deafblind peopleto a great extentRatificationof the UNCRPBeems to have made
little practicaldifference to the realisation of disablgqueopleQd NA IKGa Ay az2
let alone for those who are deafblindWider economic influences and the
development of public, private and associative models of care will have a significant
impact on how we achieve better outcomes for deafblind people butsuffident to
acknowledge that we can no longer ignore the expected growth in demand for
specialised services.

This projecthas highlighted a number dfey issuesand commonalitiegelating to
deafblind service provision and practicEhedomainsexplorel in the projectoverlay

well onto everyday life and successfully expedeere there are gaps and where there

are gains.Some states have made significant progress and provide high standards of
deafblind serviceswhilst others are still starting outdlowever, this report isa starting

point: the domains must beefined and made more specifand further interrogation

of opportunities under each domajrand the impactof these onRS I+ F6f Ay R LJS?2
lives isrequired Many more people will experience deafiiness in the futureandso

it is time tomake a noiseabout it This report calls fothe development ofcommon
framework under which we assess provision for deafblindness systematically across
each state This is the basisn which wecanappeal to Eurpean and state legislators

for change.

Deafblind organisations have showdedication to improving opportunities for

deafblind peoplethis is the best indicator thatpositive changes possible, so long as
there isbetter support fromour government adnmistrationsto do sa
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11. Recommendations

Everyconclusion andecommendation inthis report is based on evidence from the
survey responses an commitment to achieve greater equality and better
opportunities for deafblind people across Europ&n overview of the main
recommendations igletailed below.

At aEuropean level:

1 A Common Frameworknust be establishedo regularly collect standardised
data relating to deafblind rights,opportunities and servicesn each state in
order to assess and compare diffaces and developments

1 Development of &uropean Deafblind Resource Ceiteecentre of excellence
that deafblind organisations can use as a resource for skill developmeat]
practice and knowledge exchange

1 Publication of dataelating to deafblindnese.g.via Eurostat

1 A GCommon European Budgetor technical assistancenust be established to
ensure that essential technology is affordable for deafblind people in Europe

At a state governmentlevet

1 Official legal recognitioof deafblindness as a unigucondition is imperative;
GKA&a Aa SaaSyaalf FT2NJ RSFEF¥ofAyR LIS2 LI ¢
and considered in disability legislation and policy changes

1 Sandardised census questionaist be established in each state to collect data
on the nunber of people with sightand hearing impairments; so that the
extent of deafblindness is understood and captured

1 Deafblind people should receive a specific budget for communication support;
this is an essential servicas is moretraining for deafblind gople, families,
teachers and support workers in communication methods

1 Health professionalsmust focus on early identification and recording of
deafblindness;this would improve outcomes for deafblind people.g. for
educationand employment)and wouldprovidebetter prevalence ratelata

1 Recognition that deafblindness ngsost common amongst older peopke focus
on early detection and support could prevent more serious health issues in this
population

1 Formalisation of consultation mechanismgtween deafbihd organisations
and government policy makers

At adeafblindorganisational level

1 Deafblind organisations must agreen a shared vocabulary for concepts
important to deafblindnessshared meanings would make our message more
powerful, avoid confusionin future researchand increase the effectiveness of
the CommonFRameworkdata collection tool

1 Deafblind organisationsmust be better atrecording informationabout the
deafblind peopleve support, including gender, age and characteristics; this will
enableus tofocusresources have a better understanding of the livestbbse
we support andstrengthenour shared message
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