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EMPLOYED IN A PROFITABLE MANNER’. THESE GROUPS INCLUDE NOT
ONLY PEOPLE WITH DISABILITIES AND HEALTH CONDITIONS BUT ALSO
UNSKILLED WORKERS, LONG-DISTANCE COMMUTERS, WOMEN WITH
NO MORE THAN SECONDARY SCHOOL GRADUATION, IMMIGRANTS,
THE ROMA MINORITY AND OTHERS, IN OTHER WORDS, ALL GROUPS
IN A WEAK SOCIAL POSITION, TO WHOSE DETRIMENT IT IS EASIER
TO IMPLEMENT DISMISSALS, OR WHO CAN SAFELY BE BLAMED FOR
ANY DECLINING EFFICIENCY OF COMPANY OUTPUT. AS FINDING A JOB
IS INCREASINGLY DIFFICULT IN GENERAL SO THOSE LABOUR GROUPS
THAT ARE UNABLE TO PROTECT THEMSELVES ARE EXCLUDED FROM THE
LABOUR MARKET WHILE INTENSIVE EFFORTS ARE MADE TO SERVE THE
INTERESTS OF THOSE WHO BENEFIT FROM THIS EXCLUSION, WITH THE
SUGGESTION OF SOME IDEOLOGY. IN THIS CONTEXT, THE LOSERS IN
THIS GAME ARE GIVEN A LABEL TO LEGITIMISE THE SITUATION OR FOR
SOME IDEOLOGICAL PURPOSES. LABELS SUCH AS ‘LAZY’, ‘DRIFTER‘,
‘LUMPEN ELEMENTS’, OR NEGATIVE PERCEPTIONS OF PEOPLE WITH
DISABILITIES OR HEALTH CONDITIONS ALSO SERVE TO DISGUISE THE
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ADOLF RATZKA

National Personal Assistance
Policies

What We Need and How to Work for It?

ENIL Webinar on Personal Assistance, September 14, 2020

We need to work for national personal assistance policies in our countries. What
features must they contain in order to empower us, and how can we work for such
policies?

First, what do we expect from such a policy? What can personal assistance do
for our lives? There are many examples of how assistance users have managed to
live with the help of their assistants but here is my story.

In 1961, at the age of 17, | contracted Polio. As a result, | have been using a
ventilator, an electric wheelchair, and increasing assistance with the activities of
daily living ever since. In 1966, after five years in a hospital, a scholarship enabled
me to move from the hospital ward in Munich, Germany to a dormitory room at the
University of California in Los Angeles.

The transition from patient to student was made possible by the scholarship that
not only covered my expenses as a student but also contained direct payments for
personal assistance. With that money, | hired, trained, paid, scheduled, and supervised
fellow students as my assistants. | was able to pay them competitive wages, i.e. wages
that they would have earned for working on campus at the libraries or cafeterias. They
assisted me with everything | needed to concentrate on my studies and to enjoy life
as a young adult living by myself for the first time. | had to learn to express my needs,
had to learn to be the boss. That was difficult and | made many mistakes. But my
mistakes have been valuable lessons.

In 1973, | moved to Sweden to work on my dissertation. Again, | hired people
there as personal assistants. With their help, after completing my academic training,
| worked as a researcher at the university.

Throughout the years, | must have employed hundreds of students, immigrants,
and people between jobs to work for me. They not only enabled me to study and work
but also to live the way | wanted, with a rich social life, with many interests, romantic
relationships, with travel for work and pleasure. With their help, | became involved in
disability work nationally and internationally. | founded several organisations, traveled
and lectured widely, was recruited for research positions overseas, and headed
international projects.

Personal assistance was also the key for me to getting married. My wife and | were
confident that, with the help of my assistants, | not only would take care of myself,
independently of my wife, but could also share household chores and work around
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the house, on an equal basis. (That was the plan but it has not always worked out
that way, I'm ashamed to admit.) My wife would not be my life-long, unpaid nurse.
We wanted a relationship where we both, independently of each other, could develop
and grow, pursue our interests, and have a meaningful career. For example, we both
traveled in our work to meetings and conferences in Sweden and abroad. When we
did travel together it was because we choose to so and not because | needed her as
an assistant. The decision to have a child was also based on my personal assistance.
My assistants would enable me to have an active part in raising and being close to my
child. For instance, as a small child my daughter and | went shopping for groceries or
fishing. My assistant would stay behind us and only interfere to prevent an accident.

The Swedish social security system pays me a monthly amount of money for
which | employ seven parttime assistants to provide me with 18 hours of personal
assistance a day. | can pay competitive wages. With that money, | have been able
to live in the community despite my extensive disability. | am a profoundly ordinary
person. There is nothing special about me, | have no exceptional gifts or talents.
Many, many people in my situation could have equally fulfilling lives. What is special
about me is that | have had personal assistance throughout my entire adult life. That
is, sad to say, very special. In countries without personal assistance services — that
is, in most parts of the world — | would not have had any self-determination. With
only help from my family, | would have been very limited. In a residential institution,
| probably would have died decades ago.

From my experience with personal assistance since 1966, | conclude that a
personal assistance policy that is to enable you to live with the same choices and
conditions as your non-disabled brothers and sisters, friends and neighbors must
meet three main conditions.

First, we must have control over our personal assistance. The more we can
adapt and fine-tune our personal assistance solution to our unique person and life
circumstances, the better we learn how to handle this tool, the better will be the
quality of our lives. That, in turn, requires that we recruit, employ, train, schedule,
and supervise our assistants.

Second, we need direct payments from the government to pay our assistants’
wages, that is, money paid directly to our banking accounts. Without controlling the
money, we cannot be the employer and must accept any services that the government
selects for us. Without direct payments, we have no choice, are stuck with services
we don't like. Also, without controlling the money, you don’t have the final word in
important decisions in recruiting, setting wages or dismissing employees. You will be
object, not subject. Your assistants will have a different attitude toward you. If you are
not the boss, if you cannot switch service providers you cannot enforce good service
quality and you are made to feel dependent on your assistants.

Third, the Direct Payments must cover the cost of all the hours of assistance
we require, and enable us to pay competitive wages. Without decent wages people
working for us may expect our gratitude. Under these circumstances, we cannot
expect prompt, competent and reliable workers. With assistance insufficient in the
number of hours and insufficient in quality, you have to rely on family and volunteers.
You will be dependent, must make compromises and concessions. Planning activities
or larger projects will become very difficult.



How do we work for personal assistance in our countries? How can we convince
our governments, members of parliament, the media and, most importantly, the
general public of our right to personal assistance?

One argument is in the area of economics. But, please, do not claim that personal
assistance is cheaper for the government than residential institutions. That might
backfire. Institutions with very few staff and crowded conditions like Third World
prisons are definitely cheaper per inmate than personal assistance. Instead, we argue
that with the same amount of money that institutions receive from the government for
each of their residents, most residents could have better lives living in the community
with personal assistance. In most countries, governments pay more for keeping us
in an institution than for enabling us to live in the community. In Spain, for example,
an institution received €2,400 per month for each resident while someone wanting
to leave the institution could count only on €750. (The figures are from 2007 but their
relationship is probably still the same today.) We can only speculate about the reasons
why owners of institutions are entitled to such generosity from the government. Perhaps
it's simply that they are better organised and have more money than our movement,
have a better lobby, and better friends in government.

Institutions are capital intensive — considerable money is tied up in land and
buildings. Personal assistance is labor intensive — almost all the costs are wages.
Our assistants are low-income earners who use their wages for food and rent. This
promotes the domestic demand — an excellent way for lifting a country out of a
recession.

In Sweden, personal assistance has become a labor market instrument. Some
50,000 persons work as assistants or 0.5% of the country’s total population. Many
of my assistants would have difficulties in finding other work and would have to rely
on social welfare payments from the government. Doesn'’t it make more sense to
use direct payments for enabling us to contribute to the community, for allowing our
relatives to work in their chosen field of interest, and, at the same time, for putting
our assistants to work? We must make the general public understand that direct
payments for personal assistance are not costs but investments — investments in
people’s ability to contribute to society.

The other argument for direct payments for personal assistance are health and
safety issues in residential institutions and parental homes — the alternatives for
assistance users. The media ever so often report about physical and sexual abuse
of persons with disabilities in institutions and — to a lesser degree — in families, in
particular, where parents as the sole caregivers are over-burdened and burned-out.

There is ample scientific evidence that institutionalization, through lack of
stimulation, exclusion from family, friends, class mates, and the community, leads to
retarded development and loss of social skills. | lived five years in such a place, from
age 17 to 22. It took me nearly a decade to recover from the damage of this most
horrible period in my life.

The current Corona pandemic provides further evidence of the dangers of
institutionalization. So far, a higher percentage of older persons has died in institutions
than in the community. It would not surprise me if this were also true for younger
persons with disabilities.

A third argument are our Human Rights. The European Union, as a whole, and
all its member states have signed and ratified the United Nations Convention on the
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Rights of Persons with Disabilities. According to Article 19 of the CRPD, we have
the right to living independently and being included in the community, at conditions
equal to others. The General Comment Nr 5 in its operational definitions makes it
very clear that residential institutions must be phased out and replaced by personal
assistance services.

Sure, we shouldn’t need to enumerate these economic, health and safety, and
legal arguments to convince people of our right to personal assistance. In a decent
society, all citizens have equal opportunities for living in the community in safety,
health, and enjoyment of their innate potential. But, as we know all too well, we don’t
live in decent societies, we have to make them decent first.

| suggest the following strategy for working for a decent society.

More accessible housing

Our societies have to become more accessible. To replace residential institutions
with personal assistance services, we must have more accessible housing in the
community. Otherwise, many persons with disabilities — even with personal assistance
— would still be forced into institutions. We need Universal Design in housing. For
that, building codes for new construction and grants for housing adaptation of existing
buildings must be in place.

Coalition building

In line with the CRPD General Comment Nr 5, residential institutions are to be phased
out by redirecting resources into direct payments for personal assistance. To get that
far, our movement has to become wider. As Founding Chairperson of ENIL, I'm proud
about our organisation and its achievements. But we have to get better at coalition
building, particularly at the national level. In many European countries, the disability
movement is still divided into organisations for and of persons with disabilities. On
top of that, organisations are mostly oriented along medical diagnoses. Thus, we find
countries where one organisation, for example the Muscular Dystrophy Organisation,
works for personal assistance but not the Spinal Cord Injury Association or any of the
other organizations of the country. As if people with Cerebral Palsy, rheumatism, autism,
sightimpairment, Downs Syndrome, etc. would never need personal assistance! Would
not our fight for personal assistance be more successful, if more organisations, more
people were pushing the issue?

National organisations for Personal Assistance

| suggest we start ad-hoc one-issue organisations in our countries — national
organisations for personal assistance. Anybody who wants to support or work for
the goal is highly welcome regardless of their medical diagnosis or affiliation with
other organisations.



Coalitions with the organisations of retired and older persons

Having worked for personal assistance for the last 40 years, | realise that we make
a big mistake when we do not build coalitions around personal assistance with the
organisations of retired and older persons. If our movement could get these often very
large, rich and politically influential organisations to support our cause, lawmakers
would pay more attention to us. How can we get these organisations on board?

Let us join organisations of retired and older persons

One of the ways is that those of us who are old enough join them and try to climb
up in their ranks. We need these organisations to realise that their members are not
only old but also prone to become disabled sooner or later, with a high probability of
needing assistance by others with the daily activities of living. We have to convince
their leadership that to live in the community with personal assistance is a hundred
times better than being warehoused in an institution.

Our motto: We are profoundly ordinary people

We must double our efforts in making everybody — most importantly ourselves —
understand and identify with our position: Though we may look, walk, or behave
different, we are profoundly ordinary people because, like everybody else, we need
to be seen for who we are, we need to be respected, we need to be loved. These
needs we share with everyone, these needs make us truly human. To meet these
needs, we need to live, love, and work among our friends and family in the community
— with personal assistance.
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TO WORK CO-OPERATIVELY IN WHATEVER NEW STRUCTURES MAY BE ADVISED. THE UPSHOT OF ALL THIS IS THAT SPECIAL SCHOOLS OF THE FUTURE COULD BE VERY DIFFERENT FROM
NOW. EMPHASIS WOULD MOVE AWAY FROM EDUCATING LIMITED NUMBERS OF PUPILS IN RELATIVE ISOLATION TOWARDS ACTING AS RESOURCE CENTRES. THE LATTER COULD ENCOM-
PASS CURRICULUM DEVELOPMENT, IN-SERVICE TRAINING, THE COLLECTION AND EVALUATION OF EQUIPMENT AND COMPUTER SOFTWARE, AND SPECIALIST ASSESSMENT, AS WELL AS
ADVICE AND CONSULTATION ON ALL MATTERS RELATING TO THE EDUCATION OF PUPILS WITH DISABILITIES. THESE RESOURCE-CENTRE FUNCTIONS ARE IMPORTANT IN IMPROVING THE
STANDARD OF SPECIAL EDUCATIONAL PROVISION REGARDLESS OF WHERE IT IS PROVIDED. BY CAPITALIZING ON AVAILABLE EXPERIENCE AND ESTABLISHING A BANK OF INFORMATION,
MATERIALS AND EXPERTISE, THIS OFFERS A POWERFUL MODEL FOR MAKING BEST USE OF FREQUENTLY LIMITED RESOURCES. |F SPECIAL SCHOOLS HAVE TO MAKE CHANGES, ORDINARY.
SCHOOLS HAVE TO UNDERGO REVOLUTION. ORDINARY SCHOOLS HAVE GENERALLY FAILED PUPILS WITH DISABILITIES AND MAJOR SCHOOL REFORM IS NECESSARY BEFORE THEY CAN
MAKE ADEQUATE PROVISION FOR THEM.’

‘THIS REFORM MUST OPERATE AT TWO LEVELS: THE ACADEMIC ORGANIZATION AND CURRICULUM PROVISION OF THE SCHOOL AND THE PROFESSIONAL DEVELOPMENT OF STAFF. THE
FORMER REQUIRES RETHINKING THE WAYS IN WHICH PUPILS ARE GROUPED FOR TEACHING PURPOSES, THE ARRANGEMENTS THAT SCHOOLS CAN MAKE FOR SUPPLEMENTARY TEACHING
AND THE MODIFICATIONS TO THE MAINSTREAM CURRICULUM THAT TEACHERS CAN MAKE SO AS TO GIVE PUPILS WITH DISABILITIES ACCESS TO IT. ALL OF THIS FORCES MAJOR CHANGES
IN TEACHER BEHAVIOUR. ATTITUDES, KNOWLEDGE AND SKILLS MUST ALL BE DEVELOPED TO CREATE AND SUSTAIN A NEW KIND OF SCHOOL WHERE THOSE PREVIOUSLY DISENFRAN-
CHISED ARE GIVEN AN EQUAL SAY AND NARROW CONCEPTS OF NORMALITY ARE DISCARDED.” (HEGARTY, 1994, 16). HEGARTY CONTINUES: ‘PREPARING PUPILS WITH DISABILITIES
FOR ADULT LIFE IS A PARTICULAR CHALLENGE FOR ORDINARY SCHOOLS THAT RUN INTEGRATION PROGRAMMES. IANY SPECIAL SCHOOLS HAVE DEVOTED GREAT EFFORTS TO THIS
AREA AND HAVE WELL-ESTABLISHED LEAVERS’ COURSES. THEY ALSO BENEFIT FROM THE GREATER CONTROL THEY CAN EXERCISE OVER PUPILS’ ENVIRONMENTS AND EXPOSURE TO THE
OUTSIDE WORLD. ORDINARY SCHOOL STAFF HAVE TO FIND WAYS OF ENSURING THAT PUPILS DO NOT MISS OUT ON THE SYSTEMATIC PREPARATION THEY WOULD RECEIVE IN A GOOD
SPECIAL SCHOOL, AND THEY MUST OFTEN DO SO WITH FEWER RESOURCES AND IN CONTEXTS THAT ALLOW FOR LESS CONTROL.” (HEGARTY, 1994, 45)






