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Teodor Mladenov

THE SOCIAL MODEL OF DISABILITY, 
THE INDEPENDENT LIVING,  

AND THE IDEA OF ‘CARE’

Introduction
Contemporary disability policies gravitate increasingly around two concepts 

– social model of disability and independent living, but the idea of ‘care’ contin-
ues to exercise influence, especially at the level of everyday practices, as well as
in the approaches influenced by the ‘ethics of care’. For the last several decades,
it is precisely the approaches of the social model and independent living that
have transformed the political thinking and speaking about disability on national
and international levels. Today, they are key both in Bulgaria and in the United
Kingdom. They also play a central role in the UN Convention on the Rights of
Persons with Disabilities (CRPD), ratified by most countries in the world.

The social model and the independent living are concepts that have 
emerged and have been asserted as a result of disabled people’s activism and 
they are characterized by a strong mutual affinity. These ideas have motivated 
and guided the global movement of disabled people for equal rights and social 
inclusion, whose rise began at the end of the 1960s and which is still active at 
present. With the entry into force of the CRPD in 2008, the social model and 
the independent living found expression in the international legislation as well. 
They are often counterposed to the idea of ‘care’, which is associated with the 
traditional approach to disability whose characteristic features are paternalism 
and medicalization (see, for example, Hughes et al., 2005; Watson et al., 2004). 
In fact, the CRPD can be understood precisely as an attempt to substitute the 
paradigm of care with the paradigm of rights – the Convention is presented on 
the thematic webpage of the UN as:

tak[ing] to a new height the movement from viewing persons with disabili-
ties as ‘objects’  of charity, medical treatment and social protection towards 
viewing persons with disabilities as ‘subjects’ with rights, who are capable of 
claiming those rights and making decisions for their lives based on their free 
and informed consent as well as being active members of society. (https://
www.un.org/development/desa/disabilities/convention-on-the-rights-of-per-
sons-with-disabilities.html)

Public Sphere and Institutional Culture of Disability and Vulnerability

Link to issue on publisher website: https://hssfoundation.org/en/kx-55-2-2022/
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In this article, I will explore the meanings of the social model, the inde-
pendent living and the idea of ‘care’, the significance of these concepts for 
contemporary disability policies, as well as the relationships between them. I 
will make recourse to the CRPD as a document that expresses the increasing 
global consensus regarding disability policies. The analysis of the way in which 
the social model and the independent living are reflected in the CRPD will 
help illuminate the role of these concepts in contemporary disability policies 
on the international level. I will also use the perspectives of the social model, 
independent living and care to explore the situation in Bulgaria that ratified the 
CRPD in 2012. This article is grounded in two decades of advocacy and ana-
lytical activity that have supported the change of disability policies on national 
and international levels towards affirming the social model and the independent 
living. This activity started in 2000, when I got involved for the first time in the 
work of the Center for Independent Living – Sofia.

The Social Model of Disability
The social model of disability is often regarded as the ‘big idea’ (Hasler, 

1993, p. 280) of the disabled people’s movement. One of the formulations that 
has founded the social model has been provided as early as in the middle of 
the 1970s by the members of the Union of the Physically Impaired against 
Segregation (UPIAS), a British organization of disabled people advocating for 
a radical change in the then dominant understandings and practices concerning 
disability:

we define impairment as lacking part of or all of a limb, or having a defec-
tive limb, organ or mechanism of the body; and disability as the disadvan-
tage or restriction of activity caused by a contemporary social organisation 
which takes no or little account of people who have physical impairments and 
thus excludes them from participation in the mainstream of social activities.  
(UPIAS and the Disability Alliance, 1976, p. 14)

This definition has been amongst the most discussed, criticized and re-
vised statements in the field of disability studies. It makes a sharp distinction 
between ‘impairment’ and ‘disability’ that has later been used to formulate the 
social model of disability in its influential British version (Oliver, 1996). In 
both formulations, the term ‘impairment’ refers to bodily differences and later 
its scope has been expanded to include mental and behavioural differences (see, 
for example, Beresford, 2005; Beresford et al., 2010). On its behalf, the term 
‘disability’ denotes the restrictions imposed by society on people who have 
‘impairments’. From the perspective of the social model the problems faced 
by disabled people are not caused by their physical, mental or behavioural 
differences but by the way society is organized (Mladenov, 2010). This also 
means that the social model does not deny the value of medical intervention and 
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medical ‘care’ but presupposes that medical procedures and technologies can 
only treat the ‘impairments’, whereas the treatment of disability requires other 
means and approaches.

The social model has exercised an immense impact on contemporary poli-
cies in the area of disability, whose most important expression is currently the 
UN Convention on the Rights of Persons with Disabilities (CRPD). The CRPD 
is an international, legally binding instrument in the area of human rights 
that entered into force in 2008, reflecting nearly four decades of struggle of  
disabled people and their organizations for equality and social inclusion (Mori-
arity and Dew, 2011, p. 686). The States Parties that have ratified the document 
are required to amend their legislation in accordance with the provisions of the 
CRPD and to start to apply relevant policies. The CRPD has been ratified by 
most countries in the world, including by Bulgaria that ratified the Convention 
on 26 January 2012.

The CRPD states in its Preamble that ‘disability results from the inter-
action between persons with impairments and attitudinal and environmental 
barriers that hinders their full and effective participation in society on an equal 
basis with others’.1 In this formulation, the CRPD accepts the distinction be-
tween ‘impairment’ and ‘disability’ asserted by the social model, but it also 
modifies this distinction by stating that the restrictions faced by disabled peo-
ple result from the interaction between the ‘impairment’ and the barriers in the 
environment, rather than being directly caused by the barriers, as is the case in 
UPIAS’s (1976) more radical formulation. However, the CRPD clearly focuses 
on the socially constructed barriers rather than on individual ‘impairments’.

The other place in the document where the meaning of the term ‘disabil-
ity’ is directly discussed, this time with reference to defining the term ‘persons 
with disabilities’, is Article 1: ‘Persons with disabilities include those who have 
long-term physical, mental, intellectual or sensory impairments which in inter-
action with various barriers may hinder their full and effective participation in 
society on an equal basis with others.’2 Here the CRPD reproduces one more 
time the distinction between ‘impairment’ and ‘disability’ asserted by the social 
model of disability.

The Independent Living
The idea of the ‘independent living’ of disabled people emerged and de-

veloped in parallel with the social model of disability. Its roots are in the activ-
ism of the disabled Americans who founded the first Center for Independent 
Living in 1972 in Berkeley, California. In the 1980s, the idea was brought to 
Europe and the independent living philosophy grounded the development of 
the personal assistance and direct payments schemes in Sweden and the United 
Kingdom, and later in other European countries as well (Evans, 2002; Ratzka, 
1993). In Bulgaria, the advocacy for independent living commenced with the 
founding of the Center for Independent Living – Sofia in 1995 by a group of 
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disabled Bulgarians, on the initiative of Kapka Panayotova, who leads the or-
ganization to this day (https://cil.bg/en/about-us-en/).

At first sight, the idea of the ‘independent living’ of disabled people may 
seem strange and even counterintuitive, because the individual impairment of-
ten leads to dependence on additional support in the form of personal assis-
tance, assistive devices, financial support, medical care, and so forth. Moreo-
ver, social scientists, especially the proponents of feminism, have asserted for 
decades that everyone, and not only disabled people, is interdependent, because 
everyone needs care, support, technologies, medical interventions, etc. (Watson 
et al., 2004). For example, Lennard Davis (2002, p. 31), one of the leading 
American disability studies scholars, has argued that: ‘Impairment is the rule, 
and normalcy is the fantasy. Dependence is the reality, and independence gran-
diose thinking.’ With this dramatic formulation, Davis (ibid., p. 30) wants to 
emphasize the universal nature of human interdependence:

As the quadriplegic is incomplete without the motorized wheelchair and the 
controls manipulated by the mouth or tongue, so the citizen is incomplete 
without information technology, protective legislation, and globalized forms 
of security ordering and peace.

However, the independent living movement understands the idea of ‘inde-
pendence’ differently than Davis. When Davis argues that ‘independence [is] 
grandiose thinking’, he uses the term ‘independence’ in the conventional way, 
to mean ability to cope alone, without external support, to be self-sufficient. 
However, from the perspective of the independent living movement, to be ‘in-
dependent’ does not mean to cope without support or to be self-sufficient but to 
have access to support that is organized in such a way so that the person who 
uses it has choice and control in his or her everyday life. On the homepage of 
the website of the Swedish Independent Living Institute – a leading research 
centre on independent living in Europe – we read the following definition:

Independent Living is a philosophy and a movement of people with disabili-
ties who work for self-determination, equal opportunities and self-respect. In-
dependent Living does not mean that we want to do everything by ourselves 
and do not need anybody or that we want to live in isolation. Independent 
Living means that we demand the same choices and control in our every-day 
lives that our non-disabled brothers and sisters, neighbors and friends take for 
granted. (https://www.independentliving.org/indexen.html)

In other words, from the perspective of the independent living philosophy 
and movement, disabled people are independent when their interdependence is 
organized or socially constructed in such a way so that their opportunities to 
have choice and control in their everyday lives are equalized with the opportu-
nities of non-disabled people. The idea of ‘independent living’ does not negate 
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but accepts, presupposes and builds upon the idea of ‘interdependence’. For 
example, if I can choose when to have breakfast and what to have for breakfast, 
I am independent in the sense intended by the independent living movement 
even if I need someone or something – a personal assistant or an assistive de-
vice – to help me with feeding. However, if my support is organized in such a 
way so that someone else – say, a home carer or a service provider – determines 
when to have breakfast or what to have for breakfast, then my independence is 
hindered by a social barrier. It is clear that to be able to choose my breakfast, 
I need to have something to eat in the first place, but often the very access to 
basic goods such as food, shelter and clothes depends on the opportunities to 
live independently. In turn, it is precisely the barriers to independent living that 
increase poverty and marginalization, depriving disabled people of basic goods.

The focus on the barriers to independent living suggests that the idea of in-
dependent living is directly linked to the social model of disability. Recall that 
the social model directs the attention towards the socially constructed barriers 
faced by disabled people and away from their individual ‘impairments’. In the 
same way, the advocates of independent living explain the difficulty with living 
independently with the socially created and maintained barriers in the environ-
ment rather than with disabled people’s individual ‘impairments’. Therefore, 
‘the philosophy of the social model of disability underpins the aims of the inde-
pendent living movement’ (Jolly, 2009, p. 3).

There is influence in the opposite direction as well. The idea of independ-
ent living enriches the social model by emphasizing that it is not enough to re-
move the barriers to participation of disabled people in social life. What is also 
needed is to organize this participation in such a way so that disabled people 
have opportunities to exercise choice and control – in other words, social jus-
tice requires to combine structural-collectivist with liberal-individualist strate-
gies in disability policy (Mladenov, 2012, p. 257). The impact of independent 
living on social model theorizing is highlighted by the British scholar Colin 
Barnes (2007, p. 349), who argues that ‘[d]isabled people’s self-organization 
and the thinking behind the concept of independent living provided Mike Oli-
ver (1981) with the inspiration for the development of the social model of 
disability’.

Independent living is also key for the CRPD, whose Preamble recognizes 
‘the importance for persons with disabilities of their individual autonomy and 
independence, including the freedom to make their own choices’. Moreover, 
in its Article 19 titled ‘Living independently and being included in the com-
munity’, the CRPD affirms independent living as a universal human right and 
obliges its States Parties to take positive measures to ensure that it is exercised:

States Parties to the present Convention recognize the equal right of all per-
sons with disabilities to live in the community, with choices equal to others, 
and shall take effective and appropriate measures to facilitate full enjoyment 
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by persons with disabilities of this right and their full inclusion and participa-
tion in the community...

The meaning of Article 19 is further clarified in the General Comment No. 
5 of the Committee on the Rights of Persons with Disabilities (2017, p. 1) that 
states:

Independent living and inclusive life in the community are ideas that histori-
cally stemmed from persons with disabilities asserting control over the way 
they want to live by creating empowering forms of support such as personal 
assistance and requesting that community facilities be in line with universal 
design principles.

The Idea of ‘Care’
Disability studies scholars and disability rights activists often consider the 

idea of ‘care’ as being in opposition to the social model and independent living. 
For disability activists – and particularly for the supporters of the independent 
living – the notion of ‘care’ summarizes the traditional approach to disability, 
in which disabled people are expected to play a passive role, submitting to the 
will of those who provide them with ‘care’ – relatives, medical doctors, service 
providers, charities. ‘For many disabled people the concept “care” is both pat-
ronising and oppressive’, state Oliver and Barnes (2012, p. 66). The reason for 
this is to be found in the historically established associations of this concept 
with the everyday ableism and the practices of charity, medicalization and pa-
ternalism in disability policy that oppress the object of care and empower and 
heroize its subject:

This representation, and the language that sustains it, has the effect of pro-
moting patronizing attitudes towards the recipients of care. They become 
‘takers’ and ‘burdens’; men, women and children who live their lives vicari-
ously and at the expense of others. For every self-sacrificing martyr, there is 
a parasite benefiting from the charitable nature of a heroic carer. (Watson et 
al., 2004, pp. 335-336)

The Bulgarian language adds to these connotations the primary meaning of 
‘care’ [грижа] in Bulgarian: ‘Excitement of the soul, uneasiness [притеснение] 
associated with the thought of something; anxiety, worry [безпокойство, 
тревога]’ (Institute for Bulgarian Language, https://ibl.bas.bg/rbe/lang/bg/
грижа/). Care as uneasiness, anxiety and worry strengthens the meaning of 
care as encumbrance, burden and self-denial, and the perception of disability 
as a personal tragedy (Oliver, 1996, p. 32) instead of social oppression rein-
forces the disparagement of the disabled people subjected to ‘care’. Assuming 
in advance that it is possible to use the word ‘care’ differently, I will identify 
this traditional understanding with the term ‘paternalist care’ – care in which 
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the interests and desires of the care giver dominate, while the care receiver is 
deprived of opportunities for choice and control.

As a reaction, instead of talking about ‘care’, many disability activists and 
disability studies scholars prefer to talk about ‘assistance’ – a term that presup-
poses horizontal relationships between equal partners and negotiations based 
on informed consent. The concept of ‘personal assistance’ has been an impor-
tant part of this terminological and conceptual shift.3 Personal assistance is a 
key prerequisite for the independent living of disabled people (Ratzka, 2004). 
The European Network on Independent Living defines personal assistance in 
terms of relationships between employer and employee, which is in sharp con-
trast to the relationships between care giver and care receiver:

Personal Assistance is a tool which allows for independent living. Personal 
assistance is purchased through earmarked cash allocations for disabled peo-
ple, the purpose of which is to pay for any assistance needed. Personal as-
sistance should be provided on the basis of an individual needs assessment 
and depending on the life situation of each individual. The rates allocated 
for personal assistance to disabled people need to be in line with the current 
salary rates in each country. As disabled people, we must have the right to 
recruit, train and manage our assistants with adequate support if we choose, 
and we should be the ones that choose the employment model which is most 
suitable for our needs. Personal assistance allocations must cover the salaries 
of personal assistants and other performance costs, such as all contributions 
due by the employer, administration costs and peer support for the person 
who needs assistance. (ENIL, n.d.: n.p.)

However, together with its patronizing, paternalist and ableist connota-
tions, the idea of ‘care’ has also made a positive contribution to the social-
political understanding of disability issues. The critical and analytical potential 
of the concept has been emphasized by the ‘ethics of care’ that has been devel-
oped and promoted by feminist philosophers such as Joan Tronto (1993) and 
Eva Kittay (1999; 2018). The ethics of care opposes (neo)liberal individualism, 
marketization and the work ethic, asserting the universal nature of the rela-
tions of interdependence, as well as their intrinsic worth (Barnes et al., 2015; 
Williams, 2002). In this form, the idea of ‘care’ could be useful to the disabil-
ity rights activists, including the supporters of independent living. As already 
discussed, the independent living movement does not reject the idea of ‘inter- 
dependence’ but builds on it. The critique of self-sufficiency, presupposed by 
the independent living philosophy, is in concert with the analyses that empha-
size the ethics of care (Mladenov, 2016).

From such a perspective, it is hardly surprising that the ethics of care has 
been subjected to interest and qualified support amongst the ‘second wave’ dis-
ability studies scholars such as Tom Shakespeare, Nick Watson and Bill Hughes 
(e.g., Hughes et al., 2005; Shakespeare, 2006; Watson et al., 2004). They  
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complement the perspective of the ‘care giver’ with the perspective of the ‘care 
receiver’ and emphasize their common interests in the struggle against oppres-
sion:

the parties involved in the caring relationship are perpetually invalidated be-
cause the value of care is measured against the autonomous adult male who 
neither requires nor delivers care. To be a carer or cared for – male or female, 
disabled or non-disabled in either role – is to be found wanting, to be other 
in relation to the masculine subject of modernity, to be reduced to ‘the other 
of the same’. Those who give and receive care are marginalized, ‘used and 
wasted’ bodies, existing, by and large, on the margins of what counts as the 
truly human community. (Hughes et al., 2005, p. 265)

I will use the term ‘egalitarian care’ to distinguish this alternative under-
standing of ‘care’, based on the ethics of care, from the traditional approach of 
‘paternalist care’.4 The perspective of egalitarian care helps highlight the emo-
tional and relational aspects of personal assistance that remain in the periphery 
of the independent living advocacy because of its emphasis on rational bargain-
ing and informed consent. Tom Shakespeare and his colleagues (Shakespeare et 
al., 2017) state that the relationships between disabled people and their personal 
assistants often resemble relationships between friends. Moreover, the concept 
of egalitarian care balances the focus on the rights of the assistance user – a 
distinctive feature of the independent living advocacy – with recognizing and 
taking into account the rights and the position of the assistant. Personal as-
sistance requires flexibility in the relations between the service user and the 
assistant that is achieved through on-demand employment, hourly pay, part-
time work and other elements of flexible employment. This feature could lead 
to suspicions that personal assistance amounts to yet another encroachment on 
the interests of workers under the conditions of neoliberal capitalism. A main 
concern of the ethics of care is to protect care givers (the greatest majority 
of whom are women) from the arbitrariness and violence of the free market 
(Barnes et al., 2015).

However, the reduction of personal assistance to a form of neoliberal ex-
ploitation is misleading and reactionary. It disregards decades of collective 
struggle of disabled people for equality, belittles the fragile achievements of 
this activism (the international independent living movement, centres for inde-
pendent living, personal assistance schemes, deinstitutionalization, disability 
studies, CRPD) and normalizes everyday ableism, paternalism, medicaliza-
tion and segregation that continue to oppress disabled people around the world 
and, in particular, in Bulgaria. The users of personal assistance themselves 
consider the good working conditions of their assistants as an important pre-
requisite for independent living (Mladenov, 2019a, p. 11). The models of per-
sonal assistance promoted by the independent living advocates emphasize that  
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funding for personal assistance needs to allow payment of ‘competitive wages’, 
to cover ‘all indirect labour costs’ (including compensation for unsocial hours 
and over-time, social insurance and leave) and to maintain a ‘safe and healthy 
working environment’ (Ratzka, 2004, pp. 6-7). On their behalf, the assistants 
indicate higher levels of job satisfaction than the staff employed in traditional 
forms of ‘care’ such as home care, even when the working conditions of the 
assistants are nominally worse than the conditions of the home carers (Leece, 
2006; Woolham et al., 2019). Last but not least, although they presuppose mar-
ket mechanisms and formal bargaining, the relations between service users and 
the assistants include emotional, relational and informal aspects that articulate 
with the ethics of care and the concept of egalitarian care.

The Bulgarian Disability Policies
The analysis of contemporary disability policies in Bulgaria from the per-

spective of the social model and independent living reveals a number of bar-
riers to disabled Bulgarians’ independent living. We can use Article 19 of the 
CRPD as a guide. Point (a) of Article 19, which requires that disabled people 
are provided with ‘the opportunity to choose their place of residence and where 
and with whom they live on an equal basis with others and are not obliged to 
live in a particular living arrangement’, concerns the barrier of institutionaliza-
tion. Point (b), which requires ‘access to a range of in-home, residential and 
other community support services, including personal assistance’, concerns the 
barrier that arises when there is no (variety of) specialized support services, 
among which personal assistance gets explicitly mentioned. Finally, point (c) 
requires that disabled people have equal access to ‘[c]ommunity services and 
facilities for the general population’ that are ‘responsive to their need’ and con-
cerns the barrier that emerges when there is no universal access to mainstream 
services in areas such as education, healthcare and childcare.

When we compare the Bulgarian reality with the provisions of Article 19 
of the CRPD, we can easily identify the main barriers to the independent living 
of disabled Bulgarians. Point (a) of Article 19 helps highlight the continuing 
placement of disabled Bulgarians in residential institutions for social care, with-
out opportunities to choose where and with whom to live. Similar to a number 
of other former state socialist countries in Eastern Europe (Mladenov and Petri, 
2020), the process of ‘deinstitutionalization’ in Bulgaria, financially supported 
by the European Structural and Investment Funds, has been effectively reduced 
to moving disabled people from large to small institutions such as ‘small group 
homes’ and ‘centres for family-type accommodation’ (CIL, 2012).

Although the living conditions in these newly created over the last dec-
ade residential settings for social care are usually materially better than the 
conditions in the large institutions, the practices and relationships between the 
residents and the staff members remain the same – disabled people are treated 
as patients and as a homogeneous group, their everyday lives get subjected 
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to constant surveillance, their opportunities to choose are determined by the 
preferences and schedules of the staff, their personal spaces get systematically 
violated, and their participation in the lives of the local communities remains 
minimal or symbolic. In other words, the approach of ‘paternalist care’ contin-
ues to dominate in the small institutions. The researchers Nadezhda Deneva and 
Rumen Petrov (2016, pp. 7-8) describe succinctly the process of deinstitution-
alization in Bulgaria thus:

The large institution in the small village turns into a small institution in the 
big town; the space of the large institution (bedrooms, kitchen, dining room, 
living rooms) turns into the same rooms but within two separate buildings 
– the bedrooms, kitchen and dining room, into the CFTA [centre for family-
type accommodation], the living room and another dining room – into the 
day-care centre [DC]. The users are ‘socially included’ by being moved in 
the morning from the CFTA into the DC, and back in the evening – that is, 
if there are transport and attendants available. The result – more funding and 
more jobs are provided, but the effect on the clients is limited to materially 
improved facilities.

Point (b) of Article 19 of the CRPD directs the analysis of the Bulgar-
ian disability policies towards the lack of adequate specialized services in the 
community, and particularly towards the lack of adequate personal assistance. 
In 2018, as a result of a long and courageous advocacy campaign of parents 
of disabled children, Bulgaria adopted a new Personal Assistance Act (PAA), 
which entered into force on 1 January 2019. One of the aims of this legislation 
is to provide disabled people with opportunities for ‘independent living’ (Arti-
cle 2), with the term being defined in the Additional Provisions of the act as ‘the 
opportunity for a person with disability to make autonomous decisions about 
their life and to implement them, receiving the necessary support’. The mecha-
nism for the provision of personal assistance, specified in the PAA, is meant 
to ensure that the users have the opportunity ‘to choose who, when, where and 
how will implement the [support] activities’ (Article 3).

Notwithstanding these declarations, the personal assistance provided un-
der the PAA severely restricts the choice and control of the user. The needs 
assessment remains tied to the medical expert assessment of the ability to work 
[in Bulgarian: медицинската експертиза на работоспособността] that is 
strictly focused on the individual ‘impairment’ and does not identify the real 
needs of the disabled people. The grouping of candidates by degree of ‘de-
pendence’ has a homogenizing effect, reproducing the main problem with the 
outcome of the medical expert assessment – the neglect of individual needs. At 
the writing of this article, the maximum number of assistance hours is limited 
to 168 hours per month or 8 hours per day, excluding the weekends. People 
who need more support are forced to use additional services which are often 
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not available, especially in small towns and villages. The requirement to waive 
the monthly allowances for raising a disabled child and the allowance for at-
tendant services deprives the people who use personal assistance under the 
PAA of funds to purchase additional support. The employment contract that is 
concluded with the assistant protects (at least nominally) the assistant’s rights 
but limits the possibilities for flexible support arrangements. The pay, that in 
2020 amounts to 1.2 of the minimum wage, is not sufficient to attract appropri-
ate candidates for assistants. As a result of all this, as well as the continuing 
domination of the traditional attitudes towards disability in Bulgaria, in nearly 
all cases it is family members who are hired as assistants, which effectively 
reduces personal assistance under the PAA to a cash benefit for the care giver, 
contrary to the aims of the act. The approach of paternalist care continues to 
underpin this form of support as well.

Finally, point (c) of Article 19 of the CRPD helps highlight the lack of 
equal access to mainstream services in the community, conditioned by inacces-
sible environments and outdated practices and attitudes. A prominent example 
is Bulgarian education. The new Preschool and School Education Act (in force 
since 1 August 2016) provides a good basis for the development of inclusive 
kindergartens and schools, but in practice disabled children in Bulgaria still 
face widespread barriers to inclusion such as large classes, ableist expectations, 
focus on academic achievements, and inaccessibility of the built environment 
(Mladenov, 2019b). Many Bulgarian educators still hold the opinion that some 
disabled children are not suitable for mainstream schooling and even that there 
are children who are ‘ineducable’. This attitude is reinforced by the inacces-
sible mainstream environments, the lack of public funds for modern assistive 
technologies and adequate personal assistance, and the adherence to outdated 
methods of education, teaching and assessment in kindergartens and schools 
(ibid.). As in the cases of deinstitutionalization and personal assistance, here 
too the Bulgarian disability policies are still dominated by the approach of pa-
ternalist care.

Speaking more generally, the change of the Bulgarian legislation and prac-
tices in line with the principles of the CRPD is still in its infancy. Although 
Bulgaria’s new Persons with Disabilities Act (in force since 1 January 2019) 
includes many elements of the CRPD, it does this superficially and essentially 
retains the status quo of the medical expert assessment and, accordingly, the 
domination of the medical model of disability and the approach of paternalist 
care in Bulgarian social policy. This becomes clear when reading closely the 
definition of disability included in the new act. At first sight, the Persons with 
Disabilities Act (PDA) adopts unreservedly the definition contained in Article 
1 of the CRPD by defining ‘people with disabilities’ as ‘persons with physical, 
mental, intellectual and sensory impairments [недостатъчност] which in in-
teraction with their environment could hinder their full and effective participa-
tion in public life’ (PDA, Additional Provisions, §1). However, this progressive 
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move gets immediately negated in the next provision that makes the meaning of 
the term ‘people with permanent disabilities’ totally dependent on the decision 
of the medical expert assessment:

2. ‘People with permanent disabilities’ [Хора с трайни увреждания] are 
persons with permanent physical, mental, intellectual and sensory impair-
ments [недостатъчност] which in interaction with their environment could 
hinder their full and effective participation in public life, and for whom the 
medical expert assessment has established a type and degree of disability or 
degree of permanently reduced ability to work of 50 and over 50 percent. 
(PDA, Additional Provisions, §1)

It must be emphasized that it is the term ‘people with permanent disabili-
ties’ rather than ‘people with disabilities’ that determines the access to basic 
rights and benefits for disabled people in Bulgaria. Considering this, the defini-
tion of the term ‘people with disabilities’ provided in Bulgaria’s new Persons 
with Disabilities Act functions as a superficial ornament, а hollow decoration 
that does not make any difference to the actual practices of providing support.

Conclusion
The analysis of the contemporary Bulgarian legislation and practices indi-

cates that the Bulgarian disability policies are still dominated by the approach 
of paternalist care. As an alternative, the present work formulated the idea of 
egalitarian care, grounding it in the studies of the ethics of care and the analyses 
of some of the most influential figures among the ‘second wave’ disability stud-
ies scholars. The idea of egalitarian care is conceptually attractive because of 
its potential to acknowledge both perspectives – of the supported person and of 
the person providing support, emphasizing the universality of the relations of 
interdependence. As discussed, the social model of disability and the independ-
ent living philosophy advocate egalitarianism and recognize the phenomenon 
of human interdependence as foundational for the human being.

However, the notion of egalitarian care presupposes the existence of prac-
tices in which the domination of the ‘care giver’ has already been problematized 
– conceptually, politically, socially. The ‘second wave’ in disability studies has 
emerged towards the middle of the 1990s precisely as a reaction to a decade-
long debate happening within a discipline that had already gained institutional 
recognition. This debate, in turn, concerned reforms kick-started by disability 
activists in the late 1960s that had led to effective deinstitutionalization, intro-
duction of direct payments, real personal assistance, and the gradual universali-
zation of the access to public services in countries such as the United Kingdom 
and Sweden. The international consensus on the direction and meaning of these 
reforms has been reflected in the CRPD, which entered into force in 2008.

Bulgaria ratified the CRPD in 2012 but the translation of its principles 
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into effective and sustainable practices still fails in making a real difference 
to the lives of disabled people in the country. In Bulgaria, disability continues 
to be heavily medicalized – the medical expert assessment that embodies the 
approach of paternalist care in its pure form still dominates the identification 
of the needs of disabled Bulgarians. Bulgarian deinstitutionalization has been 
reduced to moving disabled children and adults from large to small institu-
tions – a process that leaves the practices and attitudes of paternalist care un-
scathed. The great majority of disabled Bulgarians who use personal assistance 
are forced to rely on their relatives for providing this type of support, which 
reinforces the attitudes, roles, habits and rituals of paternalism in both parties. 
Bulgarian educators still perceive disabled children overwhelmingly though 
the lens of their individual ‘defects’ that have to be ‘corrected’ by specially 
trained experts, following the individual-paternalist approach to disability. All 
these issues have also been highlighted in the alternative report submitted to the 
Committee on the Rights of Persons with Disabilities by a group of Bulgarian 
human rights organizations in 2018 (Alliance for Protection against Gender 
Based Violence et al., 2018).

The approach of paternalist care underpins the attitudes towards disability 
on the everyday level as well. My apartment in Sofia is served by an elevator 
in which a few years ago the elevator technician hung a new sign reading: ‘The 
use of the elevator by unaccompanied children under 7 years of age and disa-
bled people is prohibited’. In my view, the Bulgarian society, Bulgarian politi-
cians and many Bulgarian disability organizations still understand disability is-
sues in this over-protective and patronizing way that drastically diminishes the 
choices, rights and dignity of disabled people. In such a context, the substitution 
of the term ‘care’ with more neutral terms such as ‘support’, whose resonance 
with the principles of the social model and independent living is more direct 
and unequivocal, seems to me politically necessary and conceptually justified.

The present task of the disability rights activists in Bulgaria is to translate 
the ideas of the social model of disability and independent living, incorporated 
in the CRPD, into effective policies and practices. The attitudes, habits, roles 
and rituals of paternalist care are a main barrier to the realization of this vision. 
The Bulgarian analysts of disability who reproduce and assert the concept of 
‘care’ and the ethics of care in their studies, while also supporting the efforts of 
the activists, could acknowledge these issues by developing a critical attitude 
towards the paternalist forms of care. On its behalf, the idea of ‘egalitarian care’ 
can be something more than a contradiction in terms only if it helps with the 
critical evaluation and problematization of the medical expert assessment of 
disability, kinship personal assistance, and segregated and stigmatizing ‘inclu-
sion’ of disabled children in education.
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NOTES

1 The Bulgarian translation of the CRPD, available on the website of the Social Assistance Agency, dis-
regards the distinction between ‘impairment’ and ‘disability’ by substituting both terms with the Bulgar-
ian word ‘увреждане’ that is usually translated into English as ‘disability’: ‘увреждането [disability] 
… се явява резултат от взаимодействието между лицата с увреждания [persons with disabili-
ties] и различните пречки в заобикалящата ги среда, които затрудняват тяхното пълноценно и 
ефективно участие в обществото равноправно с останалите’ (https://asp.government.bg/uploaded/
files/4387-KONVENCIQzapravatanahoratasuvrejdaniq.pdf). Disregarding the distinction between ‘im-
pairment’ and ‘disability’ is deeply problematic from the perspective of the social model of disability. In 
this article, I use a Bulgarian translation of the CRPD that I modify on the basis of comparing the Bulgarian 
version with the English version of the document. The CRPD has ‘authentic’ versions in six languages, one 
of which is English. The problems associated with the translation of the CRPD are discussed in Mladenov 
(2013).

2 In the Bulgarian translation of the CRPD, available on the website of the Social Assistance Agency, 
we read: ‘Хората с увреждания [Persons with disabilities] включват лица с трайна физическа, 
психическа, интелектуална и сетивна недостатъчност [incapacity], която при взаимодействие с 
обкръжаващата ги среда би могла да възпрепятства тяхното пълноценно и ефективно участие 
в обществото равноправно с останалите’ (https://asp.government.bg/uploaded/files/4387-KONVEN-
CIQzapravatanahoratasuvrejdaniq.pdf).

3 The English phrase ‘personal assistance’ is usually translated into Bulgarian as ‘лична помощ’ (‘personal 
help’).  This translation is problematic from the perspective of independent living because the word ‘help’ 
shares some of the patronizing connotations of the word ‘care’. On the other hand, the kindred English 
phrase ‘personal assistant’ is translated into Bulgarian as ‘личен асистент’ and not as ‘личен помощник’ 
(‘personal helper’), which partly corrects the meaning of the term ‘лична помощ’ and increases its prox-
imity to the ideas of independent living. This terminological discrepancy is reflected in the Bulgarian 
Personal Assistance Act.

4 The distinction between ‘paternalist care’ and ‘egalitarian care’ resembles the distinction that the existen-
tial phenomenologist Martin Heidegger (1962) makes between two forms of ‘solicitude’ or, in German, 
Fürsorge. In the first form, which resembles ‘paternalist care’, Fürsorge amounts to standing in or serving 
as a deputy for the ‘cared for’: ‘This kind of solicitude takes over for the Other [i.e., for the ‘cared for’] 
that with which he is to concern himself. … In such solicitude the Other can become one who is dominated 
and dependent, even if this domination is a tacit one and remains hidden from him’ (Heidegger, 1962, p. 
158). The second form of Fürsorge resembles ‘egalitarian care’ in that here the ‘carer’ intervenes not to 
take control over care but to give it back to the ‘cared for’: ‘This kind of solicitude pertains essentially to 
authentic care – that is, to the existence of the Other [i.e., the ‘cared for’], not to a “what” with which he is 
concerned; it helps the Other to become transparent to himself in his care and to become free for it’ (ibid.). 
On the relevance of Heidegger’s existential phenomenology for disability studies, see Mladenov (2015).
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