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Breaking down the Barriers: 
Current Challenges to Disability Equality

ERT: You are widely recognised as a lead-
ing expert on the rights of persons with 
disabilities. Can you begin by telling us 
how you developed into one of the most 
prominent authorities in this area? What 
life experiences and major influences 
played a role on the way to your present 
position?

Hiroshi Kawamura: When I was working at 
the largest library system in Japan – the Uni-
versity of Tokyo Library – as a professional 
librarian in late 1970s, I had three incidents 
that opened my eyes on issues of persons 
with disabilities, and that they could be en-
couraged to focus on what they have rather 
than what they lost. Firstly I lost my mother 
in law who lived with my family, who suc-
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disability has made remarkable progress in many parts of the world. At min-
imum, there is more visibility. There is more awareness of the human rights 
of persons with disabilities, including their rights to equality and non-dis-
crimination. At the level of legislative and policy frameworks, the disability 
equality movement is grappling with a number of challenges in translating 
the principles of the CRPD into practice. Among the most serious of those are 
issues around legal capacity, independent living, and access to information 
and communications technologies (ICT) on an equal basis. 

ERT spoke with Mr Hiroshi Kawamura, Founder and President of the DAISY 
Consortium, Japan, which is a leading assistive technologies developer, and 
Ms Kapka Panayotova, Director of the Centre for Independent Living based 
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cumbed to cancer after three years of termi-
nal care at home. My wife and I did our best 
to enrich her life. Not long after the funeral 
of my mother in law, one of my colleague li-
brarians who won the table tennis champi-
onship of the University of Tokyo lost one of 
his legs due to sarcoma. I thought about him 
and proposed to make the library accessible 
for wheelchair users as soon as possible. The 
University Union, the library chapter in par-
ticular, immediately picked up my proposal 
and agreed to establish a library committee 
on accessibility to work on the physical ac-
cessibility of the library building. While, as a 
committee member, I was planning to make 
our library accessible for wheelchair users, 
we were informed that the first blind candi-
date had successfully passed the examina-
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tions in Braille. It was surprising that I could 
not find any accessible titles, in Braille or in 
audio tape, among six million titles of the li-
brary holdings. So, a 19 year old blind stu-
dent opened my eyes on the issues faced by 
people with disabilities. Since then, I have 
been collaborating with this man, to change 
the library, the publishing industry and the 
society in order to guarantee access to hu-
man knowledge for everybody.

Kapka Panayotova: I guess I should start 
with my parents – they made me the way I 
am: strong, stubborn, curious about things 
around me and eager to be free. When I 
was seven months old – it was in 1957 – I 
got polio. I was one of the last victims of 
this nasty virus; it was a short while later 
that the Communist Government of Bul-
garia got the vaccine and started its ap-
plication on children. My situation was re-
ally bad at the beginning. Lots of surgeries, 
rehab, and doctors and nurses around in 
my childhood made me hate hospitals and 
medical centres but also helped to recover 
my body as much as it was possible. I walk 
with crutches now and as I get older things 
deteriorate – the Post-Polio Syndrome is 
after me. But I’m not complaining about 
that – other things drive me mad. 

I was raised as a normal child, and a regular 
family member – with a lot of love and sup-
port but also with all the duties and obliga-
tions to the family as everybody else. I had to 
clean my room, go shopping, and throw out 
the rubbish. Neighbours were often appalled 
– “what kind of parents can make the poor 
kid do these things?” I started reading and 
writing at the age of four and my mother – 
she was a teacher – tried to get me to school 
earlier. The school entry age at that time in 
Bulgaria was seven. Due to my disability I was 
referred to a special school, which was noth-
ing like the special schools in Britain or Ger-
many, it was, and still is, a sort of warehouse 
where kids learn nothing but parents are told 
that both teaching and rehab are provided. I 
was taken to Momin Prohod – a place 100 km 
away from Sofia – and left there. Apparent-
ly, as we left the house I started crying and 
didn’t stop for days, declined food and didn’t 
sleep. The staff at the rehab centre couldn’t 
cope and called my parents to come and take 
me home. That was the end of institutional 
care for me. My mum arranged to get me en-
rolled in the school she was teaching at and 
thus – being educated with my non-disabled 
peers in a mainstream school – I managed to 
graduate from an English Language School 
in Sofia and Warsaw University later on. My 
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parents always encouraged me to stand firm 
for what I believe in, to speak for myself and 
to be as independent as possible.  

In 1993 I got a chance to study at the Johns 
Hopkins University in Baltimore, Mary-
land. There I met many disability leaders 
running independent living operations. 
And I realised that this was what I wanted 
to do myself. When I got back home in So-
fia, I set up a Centre for Independent Liv-
ing (CIL). We were registered in 1995 and 
here we are still, a trouble maker for gov-
ernments when they do not do the right 
thing. We advocate for disability rights and 
provide support for those disabled people 
who want to be independent and manage 
their own lives.

ERT: The UN Convention on the Rights 
of Persons with Disabilities which was 
adopted in 2006 has been celebrated as a 
powerful instrument that has shifted the 
paradigm of thinking about disability at 
the international level. Has this Conven-
tion contributed to shifting the paradigm 
on disability at the national and local 
levels in your countries, Japan and Bul-
garia (even though Japan has signed but 
not yet ratified it)? If yes, in what way? If 
not, why not?

Hiroshi Kawamura: Yes, the CRPD has 
triggered a discussion to change the para-
digm. I expect a revision of the Basic Law 
for Persons with Disabilities by the end of 
this year. This will allow the National Diet 
to ratify the Convention.

The Japanese disability community contrib-
uted a lot to CRPD, in particular ICT acces-
sibility in which I was involved. Our journey 
to CRPD in Japan started with the UN ESCAP1 
Decade of Persons with Disabilities in Asia 
and the Pacific, 1993-2002. I established and 

took the chair of the ICT Working Group of 
the First Decade which contributed to the 
ICT accessibility part of the Biwako Millen-
nium Framework of the Second Decade of 
Disabled Persons of ESCAP, 2003-2012. Since 
2002, I participated in the WSIS2 process 
representing the DAISY Consortium and the 
ICT accessibility initiatives in Asia and the 
Pacific. I took the responsibility of the Dis-
ability Focal Point of the WSIS Civil Society 
on behalf of the DAISY Consortium which is 
legally established in Switzerland, although 
actually I have been based in Japan. Our 
major contribution to the CRPD is the inclu-
sion of language on “universal design” in the 
disability context,3 to reflect the united one 
voice of persons with disabilities formulated 
by the Global Forum on Disability in the In-
formation Society in 2003 and in 2005. If you 
closely trace the WSIS 2003 preparatory pro-
cess, until the last prep-com, you will see that 
needs and demands of persons with disabili-
ties were not reflected in the strategic docu-
ments in an appropriate language because of 
the absence of disability in the Millennium 
Development Goals. Our struggle was around 
putting proper language on ICT accessibility 
issues and solutions in place in the context of 
WSIS strategic documents to solve the Digital 
Divide. Speaking of my own role, my contri-
bution to CRPD is seamlessly connected to 
WSIS. Likewise, it is very common for Japa-
nese active contributors to contribute a lot to 
CRPD through international channel, but we 
have done less through national channels.

Although Japan has not yet ratified CRPD, we 
have achieved a major revision of the Copy-
right Law in 2008 reflecting the new para-
digm set out by the CRPD. So far, more than 
one hundred laws have been revised to meet 
the requirements of CRPD. 

Last month, the Prime Minister appointed the 
Disability Policy Committee which is chaired 
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by a blind professor – the same man who 
opened my eyes on disability 35 years ago.

Kapka Panayotova: As far as Bulgaria is 
concerned, the Convention is just a token 
thing, even though Bulgaria has ratified it 
earlier this year. No change whatsoever. 
Frankly, I personally expected to see more 
human rights related changes in the process 
of EU accession. Politicians highjacked the 
language of the social model of disability and 
maintained the same old practices of parallel 
public systems for disabled people: institu-
tions, special schools, etc. Even physical ac-
cessibility is not provided for – sidewalks, 
buildings, buses, everything is inaccessible 
for disabled people, not to mention services 
like education, or employment. Physical ac-
cessibility is easy – you build stairs and a 
ramp next to them: as simple as that! It serves 
the elderly, baby pushchairs, everybody. I 
still keep asking why it doesn’t happen. And 
my answer is it has to do with POWER: no 
one wants to give up power and control over 
disabled people’s lives. Accessibility would 
be the first step to independence; people will 
go out and see the world, the opportunities, a 
different future for themselves, and will start 
demanding. I’ve seen it happening with the 
guys who started coming to CIL, sharing our 
vision for independent living. Once you take 
them out of their houses, parents, therapists, 
you can’t stop the process. However, every-
body is scared: parents are worried about 
their “sick” children; service-providers think 
of their business; policy makers worry about 
the political routine; administrations don’t 
know how to do things differently… And here 
we are: saying the right things while doing 
what we are used to.

But to have the UN Convention is a brilliant 
thing: it is the main tool in the hands of ac-
tive disabled people who want change and 
do not agree with the traditional percep-

tions of being “sick”, “vulnerable”, or “ob-
jects of care”. Bulgaria has not ratified the 
Optional Protocol, so we can’t file a case 
with the Committee, but we can sue the gov-
ernment or any entity for discrimination on 
the ground of disability using the Conven-
tion in the Bulgarian courts of law, no mat-
ter how unreliable they are. 

CIL is very active in promoting the Conven-
tion, addressing both disabled people and 
the public at large. Politicians and public 
servants will be forced to learn about it from 
the pressure we put on them. I guess this is 
how democracy works – and I believe noth-
ing better has been invented so far.        

ERT: From the point of view of non-dis-
crimination and equality, what most im-
portant norms have been incorporated in 
the national laws of your country to en-
sure equal participation of persons with 
disabilities in all areas of life? Where are 
the most important challenges that re-
main to be addressed?

Hiroshi Kawamura: “Equal access” and 
“reasonable accommodation” are key norms 
incorporated in Japan’s national laws to en-
sure equal participation. The challenges are 
dissemination of the concept of equal rights 
among both the general public and persons 
with disabilities, in particular those with in-
tellectual disabilities, psycho-social disabili-
ties, learning disabilities and older persons 
with disabilities. In addition, budget is an-
other most critical challenge.

Kapka Panayotova: Regretfully, the Bulgar-
ian legislation does not even promote equal 
participation of disabled people. The defini-
tion of disability still refers to diagnosis and 
health condition, and there is no mention of 
barriers. Special facilities for disabled peo-
ple enjoy good funding and charity contri-
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butions all the time. Assistance allowance 
is worth €25 a month – worth not much 
more than to buy bread for the family. Fam-
ily members were made personal assistants 
for a minimum monthly salary; social as-
sistance is available as an annual service 
offered on a project basis by service provid-
ers. Wheelchair users ride their “vehicle” 
for ten years before they are entitled to a 
new one, while accessibility adjustments 
of the living space are supported with up 
to €300 paid by the government – anything 
above that must be covered by the person 
concerned. Poverty among disabled people 
is huge. Briefly, the whole approach to dis-
ability policies should be changed in Bulgar-
ia, but there are not many drivers of change. 
Therefore, the process is slow. 

ERT: Can you explain, for an audience of 
non-experts on disability, what is Aug-
mentative and Alternative Modes of Com-
munications (AAC) and are there mini-
mum standards of access to AAC for per-
sons with different types of disabilities? 

Hiroshi Kawamura: Everybody has dif-
ferent abilities. The communication meth-
ods a person may use are determined by 
persons in the community. In most cases, 
speech and writing are dominant methods 
of communication. Stored information for 
knowledge is the basic asset of our civiliza-
tion which has been transferred to contem-
porary communities.

AAC is a concept to bridge the mismatch 
between the communication abilities a 
person with disabilities has and the domi-
nant communication methods in the com-
munity. One most popular AAC example 
must be Dr Stephen Hawking’s communi-
cation device. Dr Hawking manipulates a 
word processor with an adapted keyboard 
attached to his electric wheelchair to write 

his speech and generate a synthetic voice 
to present his speech. Another example of 
AAC is a set of symbols for communication 
in place of speech or written language and 
this can be used by persons with intellec-
tual disabilities. A sign or a body language 
is often used among people with differ-
ent languages. Current ICT development 
opens up opportunities to bridge the gap 
above mentioned. To make the most of the 
potential of ICT development in the AAC 
arena, it is crucial to develop internation-
al standards and guidelines to avoid frag-
mentation of AAC.

Kapka Panayotova: I wouldn’t dare – be-
ing paired up with Hiroshi – to elaborate 
on that. But I know that AAC is today’s tool 
to overcome barriers in communication 
between people, to compensate the defi-
cit of the body caused by the impairment. 
This is what Bulgarian disabled people are 
deprived of. Let me give you an example. A 
young fellow with cerebral palsy and speech 
problems has been diagnosed with mental 
disability at the age of five because “he can’t 
speak, and is incommunicable”, according 
to his disability document. This “diagnosis” 
took him to a special school where no one 
even tried to communicate with him. Now 
he is 22 years old and really incommunica-
ble, with a severe social disability. This is 
what AAC could have prevented. 

ERT: Persons with disabilities are par-
ticularly vulnerable during political and 
humanitarian crises, such as the post-
electoral violence in Kenya in 2008, or the 
Somali refugee crisis in the same country 
in the summer of 2011, as well as in disas-
ters, such as the catastrophic tsunami and 
nuclear disaster in Japan in 2011. What 
legal and policy measures should be in 
place to safeguard persons with disabili-
ties in these cases?
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Hiroshi Kawamura: The vulnerability of 
persons with disabilities lies in both physi-
cal access and information and knowledge 
access. Essentially, in mass casualty natural 
disaster situations, the rescue operation has 
extremely limited ability to save the lives of 
the most vulnerable people due to the fact 
that the first responders must ensure their 
safety before they operate in the disaster 
zone. In addition, as we have learned again 
and again, most of the victims are killed 
within one hour of the incident. Following 
the first hour, neighbours in the community 
who have survived may save lives of others in 
the disaster area. Legal and policy measures 
to save lives of vulnerable people including 
persons with disabilities during disasters 
should focus on empowering those vulnera-
ble people, with effective enforcement to en-
courage persons with disabilities to take part 
in the disaster risk reduction, from the plan-
ning stage through preparedness drills and 
the reconstruction process. The law should 
require accessibility guidelines for disaster 
risk reduction documentation, evacuation 
routes and shelters, and disaster alerts to 
be set out and the necessary budget should 
be provided. Use of copyrighted materials 
for disaster risk reduction documentation 
needs to be guaranteed legally as a fair use 
in an accessible format so that all vulnerable 
people may have access to the information 
and knowledge necessary to save their lives 
during disasters. Regarding political and hu-
manitarian crises, I have no actual expertise, 
but I suppose that an empowering approach 
to accessing information and knowledge is 
valid in this area too.

Kapka Panayotova: We had an earthquake 
in Bulgaria, too. It was in the night of 22 May 
2012. Luckily, there were no casualties, just 
ruined buildings. Last year we had floods in 
several areas of the country. No one knows 
how to handle disabled people in such cases. 

You know what, I think they’ll let us die – sor-
ry for being so cynical, but this is the reality 
here. And I think we can learn a lot from our 
Japanese brothers and sisters.

ERT: What are the most important glob-
al issues within the area of mental ca-
pacity? What are in your view the major 
challenges in the enactment of mental 
capacity legislation?

Hiroshi Kawamura: The methods of ac-
cess to information and knowledge as well 
as of communication methods are diverse. 
Accessible interactive multimedia develop-
ment has great potential to bridge the cur-
rent gap between readily available methods 
and methods that are required by a person 
with disabilities who cannot make or cannot 
communicate his or her decisions. We must 
re-examine the way to deliver knowledge, in 
particular legislation, contracts and scien-
tific information that are currently delivered 
only in written language, and must promote 
publications in accessible multimedia which 
guarantee alternative methods of under-
standing the contents, such as reading aloud, 
sign language, enlarged text or easy-to-read 
versions. In this respect, it is strongly recom-
mended that scientists and engineers work 
in close collaboration with disability com-
munities such as those with CP4, dyslexia, 
autism, dementia and psycho-social dis-
abilities. The DAISY community learned a lot 
from a self help group of persons with severe 
psycho-social disabilities in Japan and the 
autism community in the USA. In addition to 
above mentioned technology development, 
legal measures should be established to pro-
tect the rights of persons with disabilities 
who are not able to make decisions or not 
able to communicate their decisions.

Kapka Panayotova: We have a heated de-
bate in Bulgaria on legal capacity and sup-
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ported decision making. It has been trig-
gered by Article 12 of the Convention and 
Bulgaria is among the countries that fall far 
behind in their compliance with this Arti-
cle. In Bulgaria, it is quite easy to declare 
a person legally incompetent – a diagnosis 
and doctor’s opinion before a court that 
the person cannot be responsible for his/
her actions are enough. Once being de-
clared legally incapable, the person has lit-
tle chance to have such a ruling reviewed 
and repealed. Thus people are deprived of 
their basic human rights – to make choic-
es, to own and manage property, to have 
a family, etc. And this is often for life. If a 
family member is granted guardianship, 
there is a slight possibility that they may 
request a review of the position. This hap-
pens, albeit very rarely. However, once 
a person with intellectual disabilities or 
mental health problems is institutional-
ised, and the guardian functions are placed 
with the director of the facility, even that 
slight possibility of reversal is gone. These 
people will never enjoy their rights to vote, 
to choose where to live and whom to live 
with, or what kind of assistance to have. 
The situation in Bulgaria is in severe viola-
tion of the whole Convention because legal 
capacity is the key to all other rights.

ERT: What are the most important global 
issues in the area of information and com-
munication technologies aimed at per-
sons with disabilities? What is your vision 
for the future of these technologies? 

Hiroshi Kawamura: Implementation of 
CRPD and WSIS plans of action in standard 
development, i. e. development of universal 
design in combination with assistive technol-
ogies, is the key issue. For cutting off the chain 
of the newly developed digital divide, and for 
the development of technologies that create 
digital opportunities in the inclusive human 

centred society, the role of standards that 
guarantee accessibility for diverse categories 
of persons with disabilities is crucial. Accessi-
ble ICT will stimulate participation of persons 
with disabilities in the R&D process that will 
result in better meeting their demands and in-
creasing their participation. I do believe that 
if all stakeholders respect and implement the 
CRPD, we will be successful in developing one 
of the pillars of the inclusive society.

Kapka Panayotova: I do believe that tech-
nologies are a powerful tool for the inde-
pendence of disabled people – I wouldn’t 
walk without crutches, and wheelchair us-
ers can’t make it without their wheelchairs. 
You know, it was entirely unthinkable for a 
disabled person to drive a car just 20 years 
ago. Nowadays you can see people with quite 
severe impairments sitting in the wheelchair, 
steering the wheel with a finger, and driving 
their cars. It would have been impossible to 
have Adolf Ratzka, a severely disabled Swed-
ish man, at a conference in Vidin, Bulgaria, 
talking about his studies in the U.S., his work 
in Latin America, and about independent liv-
ing and peer support. This would have never 
happened without technologies being so ad-
vanced as to help compensate for the deficit 
caused by the impairment. 

I don’t think though that we need “informa-
tion and communications technologies aimed 
at persons with disabilities”. We are talking 
about universal design and this means tech-
nologies and products that are useful for eve-
ryone. For example, I communicate by Skype 
with both disabled and non-disabled people 
in Bulgaria and around the world.

Crucially, no amount of sophisticated tech-
nology can replace self-esteem and self-
confidence – technical aids can make hap-
pen what people want for themselves but 
they need to make their decisions in the first 
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place. My disabled fellows need to believe 
that they can make it through life despite 
the disability, that they have the same rights 
as other members of society, and that they 
are as valuable as every other human being. 
Technologies will be useless if there is no po-
litical will to make a policy change.    

ERT: In this issue of The Equal Rights Re-
view, several articles deal with the right 
to independent living enshrined in Arti-
cle 19 CRPD. Do you think that caring for 
persons with disabilities in institutions 
violates the right to independent living? 
Should all institutions be abolished and 
replaced with other forms of care?

Hiroshi Kawamura: The right of choice 
is always important. As long as the right to 
choose to live independently is guaranteed, 
some persons with disabilities may choose 
well designed institutions that may meet 
their specific needs.

Kapka Panayotova: Institutional care con-
stitutes – by all means – a severe violation 
of basic human rights as defined nowadays. 
It takes away the control of one’s life and 
places the decision-making power into the 
hands of the institution’s staff – manage-
ment, therapists, social workers, etc. Peo-
ple have to obey the rules of the institution, 
and those rules shape their daily life, sched-
ule, diet, everything. An institution doesn’t 
contribute to any personal development 
whatsoever. It is oppressive and a terrible 
invasion of privacy. Disabled people need 
support and services, not care. This need ex-
ists irrespective of age, even though age is a 
factor in defining the nature of the support 
and services themselves. For example, chil-
dren may need more or different support 
compared to adults. Care means a degree of 
control, whereas support means respect for 
one’s wishes and aspirations, gentle guid-

ance, contribution to the efforts made by the 
supported person. Should all institutions be 
abolished? Yes, all institutions – certainly 
those funded by governments – should be 
abolished and care should be replaced with 
individual support. We can’t stop private en-
tities from setting up institutions and having 
their residents cover the costs, but if people 
have resources on an individual basis, they 
would be able to choose whether to pay for 
institutional care or go for community liv-
ing with personal assistance. Briefly, the key 
words are individual support, including help 
from peers more than from experts and pro-
fessionals, barrier-free environment in and 
outside the living space, societal acceptance, 
equal treatment, and finally, proper techni-
cal aids, which inter alia can compensate for 
the deficit caused by the impairment.

ERT: How can new and emerging technol-
ogies contribute to independent living? 
Can you give us some examples of promis-
ing experiments, or good practices?

Hiroshi Kawamura: Tele-working or 
working at home and remote participation 
are good examples while equal access to 
transportation and the built environment 
is also crucial. Remote caption and other 
relay services are another good practice to 
support persons with sensory disabilities. 
Penetration of accessible low cost network-
ing including mobile telephone networks 
and digital TV broadcasting will make it 
possible for more and more persons with 
disabilities to live independently.

Kapka Panayotova: Both existing and 
emerging technologies can contribute to in-
dependent living – any item that gives con-
trol to the individual is helpful. But I keep 
insisting that individual and group empow-
erment of the disabled should be given as 
high a priority as technologies and indeed 
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higher, in order to have disabled people 
aware and educated to use them for inde-
pendent living, not just for fun or fashion. 
I don’t know of any experimental work in 
Bulgaria but, honestly speaking, Bulgarian 
disabled people have no access even to the 
existing technological solutions, not to men-
tion new inventions. 

Instead of an example of a good practice, 
a “bad practice” comes to mind. A new 
parking regulation will enter into force in 
September this year in Sofia. It has to do 
with the disability cards and special park-
ing spaces – it’s called preferential parking 
regulation. However, if you are a disabled 
person, it will not be enough for you to 
find a disability-marked parking space and 
make sure you have displayed your disabil-
ity card. You will have to sit and wait for 
someone to come over in person to certify 
that you, the car user, are the same person 
who is in possession of the disability card. 
They will then place a paper inside your 
car next to your plastic disability card. If 
you are in a hurry and can’t wait, your car 
will be clamped or towed away. This whole 
regulation is a step backwards. The right 
thing to do here would be to introduce a 
technology making it easier for everyone 
including persons with disabilities, and 
increasing independence and control over 
our lives by enabling communications.

ERT: If you were in charge of the national 
budget of your country, what priorities 
would you include with a view to improving 
the position of persons with disabilities? 

Hiroshi Kawamura: Firstly, I would put pri-
ority on the implementation of CRPD through 
government investment on R&D and gov-
ernment procurement policy to ban new 
buildings, transportation, ICT products and 
services that are not accessible. Secondly, 

I would procure accessibility guidelines of 
government publications and websites, guar-
anteeing that all new published information 
is accessible for everybody. Thirdly, text-
books, training manuals and examinations 
that are conducted by the government will 
be made accessible. Those are achievable tar-
gets with measurable outcomes in relatively 
short terms with relatively light budgets. This 
knowledge-based approach would encour-
age participation of persons with disabilities 
to improve their position in the society.

Kapka Panayotova: Fortunately, I’m not in 
charge of big money, but if I were I would 
have tried to allocate funds to opening up 
the mainstream public systems – educa-
tion, transport, built environment, em-
ployment – and make them friendly for 
disabled people. It would not require much 
more money than is spent now on funding 
parallel systems, meaning special educa-
tion, special transport, or special enter-
prises. Current budget allocations need re-
shuffling along with radical changes in the 
regulatory framework. Secondly, I would 
push for gradual but decisive reform of 
the welfare system: inclusion allowances 
should be separated from welfare pay-
ments. Can you believe that a disabled 
person in Bulgaria today is entitled to a 
monthly integration allowance amount-
ing to between €15 and €17? The rate is 
linked to the government-defined “sub-
sistence living income”, which is €33 per 
month and which has not changed for the 
last three years. This is ridiculous, isn’t it? 
Given the total lack of accessibility in the 
country, what disabled person could man-
age to get “included” by means of such 
“support”? This amount is but a minute 
contribution to the family budget made by 
the disabled family member. I can give you 
dozens of similar examples that prove the 
need for radical policy reform. But going 
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back to the budget discussion, I would put 
enough money (whatever is enough!) into 
proper training of support professionals 
– occupational therapists, social workers, 
etc. Given their crucial role in the process 
of inclusion, these persons need to be well 
aware of the social and human rights mod-
el of disability, to learn about “support” vs. 
“care”, to be familiar with the technological 
solutions that may help disabled people to 
become more independent, and with the 
personal assistance mechanism. And last 
but not least, I would make sure that peer 
support is well provided for so that expe-
rienced and self-confident disabled people 
can form support networks for their less 
confident brothers and sisters and help 
them by sharing experience and building 
their self-esteem, and by providing guid-
ance through the systems and encourage-
ment when things get rough. A tenth of 
the overall disability budget should go for 
monitoring and evaluation performed by 
mixed teams of disabled and non-disabled 
consultants. All these things can happen 
through pilot projects which should later 
on become a long-term policy with pros-
pects for improvement. 

If that happened, a whole new establish-
ment would emerge. Disabled people would 
become and behave as clients, as citizens 
– demanding choices and quality because 
they would be given access to resources 
under their control. As things stand today, 
it would be pathetic to report on how you 
spend your €15 for integration, but if you 
had a thousand Euro for personal assistance 
or other services, you would have to report 
on spending them – with evidence of the ex-
penditures. The current disability industry 
that brings benefits mostly to the business 
managers and experts would have to oper-
ate in a competitive environment depend-
ing on the clients who would be in control 
of the support provided to them with public 
money, and not on the government directly 
financing service providers. I wouldn’t say 
that this would cost society less – though it 
might – but it would certainly result in better 
effectiveness and efficiency of public invest-
ment, and higher value-added for society as 
a whole. The world would become a different 
and better place to live. But most people are 
scared of change and powerful vested inter-
ests are a barrier to change. Therefore, at this 
time, I am sceptical.

1  Economic and Social Commission for Asia and the Pacific.

2  World Summit on the Information Society.

3  According to Article 2 (Definitions) of the CRPD: “‘Universal design’ means the design of products, environ-
ments, programmes and services to be usable by all people, to the greatest extent possible, without the need for 
adaptation or specialized design. ‘Universal design’ shall not exclude assistive devices for particular groups of per-
sons with disabilities where this is needed.” See also Article 4(f), obliging state parties to “undertake or promote 
research and development of universally designed goods, services, equipment and facilities, as defined in article 2 
of the present Convention, which should require the minimum possible adaptation and the least cost to meet the 
specific needs of a person with disabilities, to promote their availability and use, and to promote universal design 
in the development of standards and guidelines”. 

4  Cerebral palsy.
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