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Participation has become a key word in policy documents about disability during
the last decades. In the UN Standard rules, in the new WHO terminology (ICF), as
well as in Swedish policy documents, participation (or closely related concepts like
empowerment, autonomy, influence) is a central dimension. But what does
participation mean? Is there a difference between the ideological use of the word
and its application in daily practice? Does participation take on a different
meaning from the perspectives of different actors? These are questions that are
addressed by Anette Kjellberg in her dissertation, where she focuses on the
ideology, as well as the practice of participation for persons with intellectual
disabilities. In doing so she applies two different perspectives, one of the
occupational therapist and one of persons with intellectual disabilities themselves.
The dissertation consists of four different articles, two of which depart from the
perspective of the occupational therapist and two that explore the experiences of
persons with intellectual disabilities.
In the first article (co-author, Lena Haglund), the Model of Human Occupation is
critically examined. The model, formulated and developed by Gary Kielhofher and
his associates, is based on system theory, and its main components are three
(sub)systems: volition (the experienced based self-knowledge that leads the
individual to intentionally choose occupational behaviours), habituation (the roles
and habits that manifest themselves in automatic, routine behaviour) and
performance (the capacities needed to perform different acts). The model has since
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its original formulation in the mid 1980's been much discussed and used,
especially among occupational therapists (at least in Sweden). In the article, the
authors critically examine the model by comparing it with the values and beliefs of
occupational therapy, by asking whether it facilitates occupational therapeutic
interventions and whether it is congruent with present legislative standards in
Sweden. The result of this examination is mildly critical of the Human
Occupational Model. In comparison with the present official ideology in Sweden,
with its emphasis on a relative conception of disability, the model is found to be
unclear about the role of environment. Adhering to the emphasis, in Sweden, on the
intentional perspective of the individual, it is also stated that the volition system
could be more articulated, something that could also improve its use in the
interventions of occupational therapists.
In the second article (co-authors, Lena Haglund, Kirsty Forsyth and Gary Kielhofher),
which also takes the perspective of occupational therapy, a rating scale for
communication and actions skills (ACIS, based on the Model of Human Occupation),
developed in the United States, is translated and adapted to a Swedish context and
tested for validity and reliability. The results are generally positive in terms of internal,
construct and person response validity. The scale is reported to differentiate between
different levels of skills of the subjects studied. Some reservation, although, is made
with regard to the inability of the scale to capture the influence of different settings or
contexts, as the testing took place in different situations, which varied in the level of the
challenge they posed to the participants.
In the third article the perspective taken is the perspective of persons with intellectual
disabilities themselves. Twenty-three adults with intellectual disabilities (fifteen
women and eight men) were interviewed twice about their opportunities to participate
in decisions in their daily lives. All of them received services from the municipality in
the form of supported residential settings and day activity centres, and all of them were
judged to have the communication abilities needed for participation in an interview.
The interviews were semi-structured and covered activities at the day activity centre, as
well as those in their leisure time. All participants had earlier had one day a week when
they did not go to the day activity centre, but stayed at home to do the washing,
cleaning, and going shopping with the assistance of staff, the so called "home training
day". But the municipality had, due to economic cutbacks, made this "home-training
day" impossible for some and reduced it in time for others. This common experience
for the participants was also focused on and discussed in the interviews.
The analysis results in five different "profiles", that is combinations of whether one
experienced dependence, interdependence or independence in leisure and work
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respectively. Two of the profiles are "symmetrical" in the sense that they portray a
situation where the participants are dependent in both arenas, while the others
indicate independence in both arenas. Data were also analyzed in order to find
factors that facilitate or hinder independence. With regard to facilitators, control
over the economy, the right to a so called "contact person" and formal meetings
(for residents at home and workers at the day activity centre) are mentioned.
Hinders identified include political decisions at the municipality level, staff
members' attitudes, and the denial of options to chose where to live. On a more
general level, the conclusion is drawn that the underlying ideology of participation
and influence has not been realized in the everyday lives of persons with
intellectual disabilities, although it is also noted that the claim for independence
might have to be adapted to each individual's choice. The possibility of choosing
dependency puts the staff in an ambivalent situation when trying to fulfil the
political goals.
The fourth article focuses on citizenship. The twenty-three persons taking part in
the earlier study were also respondents in this one. They were interviewed twice,
the first time before a general election in Sweden and the second time after the
general election. The over all ambition was to understand how persons with
intellectual disabilities experienced their role as citizens, with particular reference
to voting and information about the election. In the first interview, areas of interest,
information about political issues, earlier experience of voting and plans to vote in
the upcoming election were focused on. In the second interview, the focus was on
experiences of the election and the retrospective question of how they received
information about the campaign.
In the analysis, two groups were identified: "immediate personal environment" and
"general environment". Participants in the first group showed the most interest in
environmental questions that related to their own personal situation, while showing
practically no interest in more general social and political issues. This group
consisted exclusively of women. In the second group interest was shown in
general social issues, as well as in more immediate ones. While the first group did
not seem to acquire knowledge from debates in the media, this was the case in the
second one. In both groups some participants declared, in the first interview, their
intention to vote, but only those in the second group fulfilled this intention. The
groups also differed with regard to their social network. In both groups, the most
commonly mentioned significant persons were staff and relatives, but in the second
group also other significant persons were mentioned. In discussing these results,
the author comes back to the point made in the third article: Just as persons with
intellectual disabilities should be free to choose the level of
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independence/participation they want, they, as citizens, should be free to choose
the areas of interest and its consequences, in terms of exercising their political right
to vote.
In an introductory chapter where the articles are summarized, the author puts her
results in a more general frame, where the development of gradually increasing
humanitarian ideologies in politics, as well as among occupational therapists, is
described. The basic perspective here seems to be an "ideal versus reality" approach,
where ambitious political and professional goals are confronted with the lived
experiences of persons with intellectual disabilities. But ideals are always, by
definition, different from the reality, which they aim to change. Instead of just
confirming this difference, a more challenging question to investigate would have been
why the difference persists and what forces make that possible.
The strength of the dissertation is the empirical descriptions of the experiences of the
participants in the two studies that explore the perspectives of persons with intellectual
disabilities. It is a pity though that the theoretical implications of the empirical studies
are not elaborated more. There are some hints of possible theoretical interpretations,
but these are just hints. No systematic exploration of the possibility of using relevant
theoretical concepts to further the understanding of the data is attempted.
Mårten Söder
Uppsala University, Sweden

Normaliseringens periode. Dansk åndssvage forsorg i 1940-70 (The
period of Normalization, Danish care for intellectually disabled people
1940-1970)
Forfatter: Kirkebæk, Birgit
Holte: Socpol Forlag, 2001
Background
One of the paradoxes in the history of Social Policy is that from a back-stage almost concealed - field within the Human Services, a guiding landmark - the
Normalization principle - was formulated. Within the time-span of less than half a
century, this idea attained an enormous importance within almost all conceivable
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areas of care throughout the Western World. It was here in this, by many
considered, God-forsaken field of Social Policy: the services for people with
intellectual disabilities ("mentally retarded"), that it saw its dawn and developed its
politically applicable shape. It is customary in every presentation to invoke the two
"fathers" of the principle: The Swedish FUB-ombudsman Bengt Nirje, who in a
most rudimentary article published in a widely spread anthology (Changing
Patterns in Residential Services for the Mentally Retarded eds. Robert Kugel &
Wolf Wolfensberger 1969) developed the idea, and Nils-Erik Bank-Mikkelsen, the
head of the Danish services for "mentally retarded" (Andssvageforsorgen), who
almost a decade earlier successfully had acted for the implementation of these new
currents in the Danish law from 1959.
The basic line was: Let intellectually disabled people obtain an existence as close
as possible to a normal one. Nirje, in the mentioned article, added: "Making
available to the mentally retarded patterns and conditions of everyday life which
are as close to the norms and patterns of the mainstream of society". The shaft of
the principle aimed at the mostly medically marked institutions, whose signa often
were described as containment, and for the intellectually disabled people; apathy,
lack of development, no elementary dignity and the absence of basic human rights.
But how did the persons who formulated the principle see the contemporary
problems? Which were the obstacles and possibilities, according to them? Who
could they turn to as allies and who did they conceive as their concrete opponents?
Birgit Kirkebaek, the grand old lady of Scandinavian disability research on people
with intellectual disabilities, has attempted answer these questions. In her ambition
to understand the emergency of the modern Danish care system for intellectually
disabled people she has recently published a third book, this time focusing on the
period from 1940-70. In many respects she is relating to her earlier works When
intellectually disabled people become dangerous {Da de andsvage blev farlige,
1993) covering the period from 1884 to the turn of the century, and Defect and
Deported (Defekt och deporterad, 1997) dealing with time elapsed from 1911 and
fifty years onwards. In this latter work her main object is the Livo-institution.
Already in this opus the author makes us thoroughly acquainted with the tug of war
between on the one hand the "national board of chief physicians" (NBCP,
"overlakarkollegiet" composed of the doctors in charge for the, in a Nordic
perspective, comparatively large institutions and in reality since a long time the
solely ruling agency for the politics within the field) and on the other, the emerging
central-bureaucracy and the " National Board of Health Services"
("Sundhetsstyrelsen"), where pedagogical, legal and social aspects were stressed.
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Purpose and structure
Her latest opus, with the somewhat hard-digested title; The period ofNoiindtation, Danish care
for intellectually disabled people 1940-1970, with a special focus on the director N.E BankMikkelsen and the development of the governmental caivfor intellectually disabledpeople 19591970 thus covers, what social researchers sometimes refer to as, the Golden Age of the Welfare
State, as well as the break-through for the principle ofNonnalizatioa
On one hand one could imagine that NP is a narrative of how the recently established
Danish board for intellectually disabled people and its main actor NEBM defined their
task and the critique they delivered in order to revise the very heavily eugenicinfluenced law from 1934, and of course what kind of new power constellation that
emerged out of this struggle. On the other hand however, which the author
emphatically underlines; this is not a biography of NEBM and his private life . BK:s
purpose is wider, to "follow HEBMis everyday working life and the Danish care for
intellectually disabled people 1940-1970" (p. 9)
The book is divided into two main sections, each of them based on different kinds of
data. In the first, the genesis of the remoulding-process is highlighted (the period up to
the new law 1959) i.e. the emergency of the critique and how the new paradigm came
about. The sources used here are primarily from the archives from two of the largest
institutions (The Keller- and the Ostifterne institutions). In four separate chapters she
accounts for the critique, how the new alliances came into existence, the way the basic
thoughts of the new paradigm emerged, the important commission of 1954 whose
report preceded the law, and finally how NEBM himself publicly fonnulated his
thoughts when he was head of the Danish Care Services (Andssvageforsorgen) in
1959.
The implementation period
It is the second part, covering almost two third of the book (nine chapters), that I
will direct my attention to. Here the focus is on how the world turned out from
NEBM:s (and to some extent also the governmental board's for the care of
intellectually disabled people) point of view, once the law was decided upon (i.e.
1959-1970). Here NEBM:s personal archives constitute the basic source of data
throughout this section. How was the task defined to launch a new care policy in
accordance with the principles stipulated in the new law? Were there any partners
to form an alliance with and who were the actual or potential opponents? What
were the obstacles and possibilities? How did they define success and failure? The
critique of the institutionally based care system is dealt with, as well as the
emerging alliances between the National Parents' Association for Intellectually
Disabled People LEV (Landsforeningen Evnesvagas Vel) and the most important
refonners versus the NBCP from the institutions, who up to this point had been in
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charge of the policy and its implementation within the field. Furthermore NBEM:s
work as a secretary of the mentioned committee and how he became director of the
new organization are dealt with.
The author has added one excursus to each chapter in both the main sections where
some longer quotations are added. Here the contemporary agents' accounts illuminate
the themes at hand.
The everyday problems: Organization, localities & the staff
In the introduction to the section, BK emphasizes the pragmatic character of BankMikkelsen's vision. He was thus not a theorist in the usual sense of the word. Educated
in law school and with a burning humanitarian pathos partly resting on a fundament of
profound Christian belief, he was strongly convinced of the equal value of all people,
as well as the possibilities to legally regulate the human conditions to a successful
putting-into-practice of these convictions.
In chapter 5 BK makes us acquainted with the new governmental civil service
organization founded to implement the new policy (Statens andssvageforsorg, SA). It
was up to the minister of social affairs to appoint the eight members of the central
board. Merely one member should be recruited from the medical profession. Locally
the daily work was managed by special care-centres, led by four persons; two
representing special skills in medicine and pedagogical work, one with social
experience and another covering the necessary economic-administrative competence.
A special council for supervision was simultaneously established, to be responsible for
the institutions within their regional domain. Thus, the position of the medical
profession was drastically undermined through its limited representation in the boards
and the local supervisory agencies. At the same time, and contrary to the foregoing
praxis, voluntarism was stressed from the beginning.
The chapter that follows deals with the construction programs within the field. The
shortage of beds of the institutions linked to the so called Construction Stop
("Byggstoppet") and the compulsory schooling even for the most severely disabled,
made it hard to realize the explicit aim, that the school standard for intellectually
disabled people should equalize the "normal" Danish standard. At the same time a
modernization of the old institutions was necessary. The prominent members of the
medical personage complained that the external programs were given priority to over
the improvements of the established institutions. Part of the solution, i.e. more furniture
and modernized localities, became the so called "montage-schools". These consisted to
a large part of prefabricated schoolhouses in order to respond to the new demands
following from the compulsory school attendance rules for all, stipulated in the law
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from 1959. In order for these schools to come about, LEV acted as a mediator and
granted credits for the acquisition of land, which later the state redeemed. From 1960 to
1970, the real expenses for these buildings rose some 300% percent, but the
overwhelming part of this money was transferred to schools, summer- and reliefhomes, workshops etc. and only to a very limited extent to the institutions.
Chapter 7 deals with the staff. Two issues are at stake: the critique of the way "the
students" were treated and the educational matters of the staff. SA pursued the policy
that physical violence or physical reprimands were not under any circumstances
tolerated. Not eligible members of staff, who refused to accept this, were to be
removed from office, and this policy was actually implemented in a number of cases.
The agency also dissociated itself from so called pejorative treatment ("nedvarderande
behandling") i.e. forced feeding, locking in as a means of punishment etc. With the
new law, the SA-board became the supervisory authority concerned.
The second problem; the lack of adequate formal training and competence among the
staff was solved through the establishment of a three-year education program
consisting in 2/3 of practical skill training and 1/3 of theory. This "Staff-college"
(Personalhojskole) was opened in 1961.
The ideological base
In the next three chapters BK is discussing what she argues to be the essence of NEBM
and the SA-project: the equal value of people, normalization, and fundamental rights.
Although BM never completely rejected the perception that intellectual disability was
an objective state in favour of a more "socially related view", his background in law
implied that he refused to accept the injustice that these people should be subjected to
special - often discriminating - judicial judgements e.g. matrimonial regulations.
Instead they should be considered as equal citizens and fellow human beings.
Accordingly, the practices basically ought to rest upon what intellectually disabled
people themselves wanted, not what the constantly rising groups of experts conceived
them to need.
In chapter 9 BK ultimately reaches the entitled theme: the idea of Normalization. BK
puts the concept in a broader context, as a way of enlarging the discourse of Social
Policy, thereby including intellectually disabled people as well. Consequently the field
thus was included in the wider paradigmatic domain; the, at the time, dominating ideal
of social engineering. The care system for intellectually disabled people was to express
well-reflected state initiatives rooted in research results from the social sciences.
Preventive social work, curing and pedagogic intervention became the three rationally
based means of this strategy. Initially emphasis was on an individually good "human "
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life as opposed to what had been the rule during the foregoing period of eugenics and
confinement. Little by little the meaning of the concept came to be related more to the
environment, as the object for the normalization efforts and that intellectually disabled
people should be treated "normally", i.e. like everyone else. Simultaneously NEBM
constantly gave prominence to the concept's character of an anti-dogma. In other
worlds, one should avoid "over-theorizing". Intellectually disabled people should be
accepted in their own right as citizens: As such you are entitled to services like any
other member of society. And as mentioned: It was the surrounding world that was to
be normalized.
Immediately afterwards, the author begins scrutinizing the problem of rights.
According to NEBM, intellectually disabled people were human beings like everyone
else. This meant for instance that the UN Declaration of Human Rights also was
applicable to them. Accordingly compulsory, as well as those sterilizations conditioned
for institutional discharges, were totally inconsistent with this approach. But here
NEBM held a more relativistic point of view. Even though he held this general view,
he could, educated as a man of law and as a civil servant, never see any acts of injustice
done in the various cases that flourished amongst the critics and in the press. So while
he pleaded for liberalization of the laws and simultaneously as a member of the
commission struggled hard for such a change, he through his life seems to have had an
ambivalent approach to this matter. More generally the implementation in everyday
practice of the human rights turned out to be "a hard nut to crack", and for this NEBM,
as utmost responsible for the operations, became the target of massive critique.
NEBM initially had an extremely good relationship with the mass media of the time.
Comfortably relying on his own experiences of the press, he was used to dealing with
the journalists in order to draw their attention to anomalous conditions, as well as
setting the issues of intellectually disabled people on the political agenda. For a long
period of time he even seemed to prefer that mass media openly criticized these
conditions preferably the ones at the institutions, which were not in accordance with
the new ideology. But as the gap between the expected progress, connected to the
implemented reforms, and the actual less favourable results tended to grow, the press
became increasingly challenging and at times even hostile. Their critique then
gradually was directed towards SA and especially the man in charge; NEBM.
National and internationalfriends and enemies
In the last two chapters BK discusses the resistance against the new policy notably
from the medical profession but also the importance of the international network which
NEBM successfully had formed. In chapter 12 entitled "A four-titted cow" ("en
fyrpattad ko", referring to the sceptics pejorative name for the four-headed
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management of the centres), the critics from primarily the medical corps are elaborated.
This professional group had been the actual losers of the reform e.g. through the
teamwork organization. Some corporative representatives did in public carp at their
own organization and the course chosen more in general. Particularly there was an
immense discontent with the minor part of "the cake" directed to the institutions for
maintenance of the buildings and increasing of staff density. These conflicts and the
way this group handled the matter, resulted in a minor resorption of their lost positions
with the introduction of the new law for the medical professionals (at least at a few
locations).
The last chapter is a about NEBM:s international contacts. Here the well known story
of NEBM:s visit to a Californian public institution, where he stated that in Denmark
they did not even treat their cattle the way the institution did, is retold. This statement
attracted an enormous attention and among other things forced Ronald Reagan, as the
Governor of the state, directly responsible for the cuts in the public budget, to appoint a
commission of investigation. If not, he would probably otherwise face difficulties
seeking the republican nomination for presidential office. But here are also mentioned
and discussed a number of international awards and acknowledgements, which BankMikkelsen received. Particularly much space is devoted to his involvement in NFPU
(Nordic Association [for] Mental Retardation, Nordiska Forbundet Psykisk
Utvecklingshamning), as well as to his many personal contacts and his active
attendances at various international congresses.
Concluding remarks
BK concludes, that even if "The period of Normalization" (i.e. the 50th and the 60th)
constituted a paradigmatic break with eugenics and its notion of people with
intellectual disabilities as inferior beings, one can raise serious doubts whether really
any qualitative change did take place concerning equal treatment and the rights of these
people. Rhetorically she enquires whether the remaining "users" on the Danish
institutions nowadays look at themselves as recognized and equally valued citizens.
But even if the way we view people with intellectual disabilities has changed, the
means necessary for a continuing reformation never comes from the state. This
gradually made NEBM a proponent for a decentralisation of the services, signifying
that the local authorities were more capable of creating normal living conditions for the
group.
It is yet another scrupulous and very extensive scientific work (365 pages) BK has
completed. It is furthermore richly illustrated with contemporary photographs taken
from various activities in the field. It also raises the question as to why it is only in
Denmark we now have such a detailed and, for social research, extremely useful work.
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Why are there not any corresponding studies from other Nordic countries? The
potential explorative usage also makes it easy to accept or even sometimes enjoy the at least occasionally - with details a bit overloaded account. In an explorative work of
this kind, you of course always run the risk of loosing the larger perspective. To some
extend this also goes for the work at hand. NP leaves you with a feeling that you are
empirically richer. But what about our theoretical understanding? With a little help
from Foucault, BK tries to sort things out. But these efforts unfortunately are drowned
in the flood of empirical data and quotations. Despite a thorough reading I am still a bit
unsure what the theoretical point is, if any.
Accordingly, and despite the author's explicit ambitions, it is hard to free oneself from
the impression that the book to a large extent has the character of a biography.
Especially this applies to the chapters 7-9 which consist of quotations from letters or
other documented statements by NEBM without really relating to the developmental
process the author argues is her intention to treat. At times she does not even make a
point from the very extensive material of sociologically rich and at times even
bombastic quotations.
I would also have liked some kind of explicit summaries in the various chapters, and at
times also sub-chapters; e.g. in chapter 10 where there are almost ten pages of text
without any sub headlines at all, or any attempt to sum up what has been said. And I do
categorically, in a text so voluminous and rich with details and quotations, pine for
some kind of index.
But these remarks concerning difficulties with regard to readability must not conceal
the fact that the author once again has brought about another comprehensive and
important contribution of the transitional period in the Nordic countries, when the care
system for intellectually disabled people was radically transformed, and also for a short
while was brought into the centre of the welfare-state arena.

Ore Mallander, PhD
Malmoe University/Health & Society
Notes:
See i.e. Hanamura, Haruki (1998): Nils Erik Bank-Mikkelsen. Father of the Normalization Principle.
The N.E. Bank-Mikkelsen Memorial Foundation supported by the Danish Ministry of Education for a
traditional biography
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