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There is a popular joke about two beggars sitting on a bench outside a church on a Sunday morning, 

both dressed in rags and holding a top hat. The first beggar had one large cross around his neck and 

the other had a large Star of David. After church, the congregants filed out, each placing money in the 

hat belonging to the beggar with the cross, but ignored the beggar with the Star of David. Soon the hat 

of the beggar with the cross was filled with money while the other beggar's hat remained empty. 

 

A priest who had been watching, approaches the bench and said to the beggar with the Star of David 

around his neck, "My son, surely you realize you are in a Christian country, in a Christian 

neighborhood, on a Sunday morning, sitting outside a Christian church? How can you possibly expect 

anyone to give you any money, especially since you are wearing a large Star of David around your 

neck?" 

 

On hearing this, the beggar with the Star of David around his neck turned to the other beggar and said, 

"Moshe, can you believe this priest trying to tell us how to run our business! 

 

Today we gather together with the goal of having fun, I hope, while we discuss and build more 

insights into “the art of belonging” and disability; a difficult task to accomplish, since as the joke 

helps us to understand, belonging could tell about the “self” re-recreated from different angles which 

immediately challenges the concept itself of belonging.  For instance, I was invited to be here as a 

sister of disabled siblings but also as a researcher who comes from a “Southern experience” to call it 

like that. Personally, I think my belonging to these two groups is quite blurry and always in a state of 

transformation. Could I affirm that I belong to a group called “siblings of disabled people”? Could I 

say that I still belong to a country which I left 13 years ago? How do I define my belonging to any 

group or community? Or even more, will I ever belong to any group or community? As my 

presentation evolves I would like to share with you my deliberations about what I would call the art of 

be-longing and the issues of belongings. 

 

In 2004, I conducted a short research about siblings of disabled people in Leuven, as an assignment 

for Prof. Devlieger’s class. At that time I was struggling with my own questions regarding 

siblinghood and disability. Who am I? How do I understand myself, my politics, my desires, my 

passions? Where are the frontiers between my siblings’ narratives and my own? What do they mean 

to me? What is the space they occupy in the landscape of my life? All these questions that have 



The	  art	  of	  be-‐longing	   Page	  2	  
	  

accompanied me for many years suddenly became loud and public “research” questions that were 

addressed to other individuals, to other siblings.  

 

Seduced by the idea of disability as a performative act, which includes the performativity of siblings, 

the research participants of my study were asked to position themselves as pieces of art that could 

externalise the relationship with their siblings to the world. The dialogues behind that research 

problematized the production of our ‘selves’ as “ourselves” and as brothers and sisters, if such 

difference is possible. The following works, among others, Munk’s painting “The Scream”, 

Altdorfer’s painting "Christ on the Cross between Mary and St. John”; Seru Giran’s song “A pleasant 

world”; Treves’ book “The elephant man”; the Yin and Yan symbol, were used by the participants to 

share anecdotes, to express feelings, needs, desires, and especially to express the search for the 

freedom of “being” regarding both, themselves and their disabled siblings  

 

Although stories, circumstances and contexts varied from participant to participant , two central issues 

were raised: the absence of a listener; and thus, the longing for community.  However, the “thus” here 

is a connection that I deliberately constructed based on my own story. To me “community” is possible 

only when a listener is encountered. In that sense, being recognised as member of a community, and 

vice-versa recognising oneself as member of it, is relational and not simply spatial. And this brings 

me to the core of this presentation concerning “the art of belonging”.  I would like to share my 

thoughts this morning with all of you through a puzzle like of events, taken from my own narrative 

and the narratives of siblings I have collected in different moments of research. I would like to share 

my account about my love-hate relationship with disability using my sister role as a place of 

enunciation. I recognise this being a difficult task as my existence will always be interwoven with the 

path my siblings follow and my history has been and will always be narrated by our encounter and the 

intensity of our mutual world making.  In order to do so, the presentation is divided into three sections 

that combine narratives and theory. They constitute an attempt for questioning the concept of 

belonging and for raising some reflections about the role of siblings in the field of disability. 

 

I. I call this section -in between 

I was born in Ecuador to a family of three sisters, and three brothers. Due to different factors my three 

brothers were born with multiple impairments, let’s call it like that to keep it simple, and one of my 

sisters faces different neurological problems which have evolved into a sort of adult epilepsy. I am the 

fourth of these six children which placed me in the paradoxical position of being “in between” in 

different ways, in between my brothers, in between my elder sisters and my younger brothers, in 

between my parents and my siblings, in between institutions and my family. Indeed, this idea of 

liminality or being always living in frontiers emerged many times in conversations with some of the 
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participants in my PhD research, for instance. In the words of the sister of a young boy with Down 

syndrome and labelled as intellectually disabled 

It is not easy to be the able one, the one who can do everything because you are never one 
thing. Sometimes you are the sister of, you play the role of the mother, the carer, the friend, 
the enemy. I am never myself. Sometimes I wonder who am I then? 

 

Drawing on the work of Van Gennep (1909), who stated that individuals experience along their  “life 

crisis”  three different “stages” that go from separation through transition to reincorporation, Victor 

Turner (1969) reflected on the process of transition or “passage” from one “state”, as he called it, to 

another. According to Turner, such transition involves a liminal period where the social status of the 

individuals is suspended. Liminality as defined by Turner is an interstructural situation that later 

becomes antistructural. Individuals are caught between and betwixt, meaning that “they have been 

declassified and not yet reclassified” (Murphy et al 1988: 247).  “Their condition is one of paradox 

and ambiguity, they have physical but not social reality” (Turner 1969:  9). Whereas the concept of 

liminality has been explored in the disability field especially by Robert Murphy, it resonates in my 

own reflections about siblinghood. Murphy for instance, reflects on the situation of people with 

physical impairments who are not sick but are placed as subjects of rehabilitation.  He also recalls the 

times when he has elicited repulsion, pity and especially fear for contagion or dirtiness (some of the 

characteristics analysed by Turner and Mead about liminal situations).  

Childhood memories bring me back to times where stones were thrown by children from the 

neighbourhood while playing with my brothers, or times when city council notifications arrived at our 

house in response to neighbours petitions for the family leaving the neighbourhood as ‘our idiotism’ 

could be transmitted to their children. Tom, one of the brothers participating in my research in 

Leuven, shared with me the times that he was excluded from his friends at school as soon as they 

knew he had ‘a retarded’ brother. 

It was like the disability of my brother was transferred to me. The disgust and the fears that 
my brother provoked in some people were immediately deposited in my own body. As if I 
was the one having impairment. At that point I used to think, am I disabled as well? Who is 
the disabled one here, my brother who stays at home protected by my parents or, me who had 
to face the world every single day. 

 
Stories of siblings being “measured” by the same standards as their disabled brothers or sisters abound 

in our societies. Along with our siblings, we have being pathologised and categorised. We just need to 

read the countless articles written about “psychological issues and coping factors”, the “burden –

syndrome sibling”, the “stress-syndrome child” and so on, to realise that our subjectivities disappear 

in the midst of  medical and psychological classifications. For instance, in an extensive and very 

illustrative literature review about researched topics regarding sibling’s life and disability Stoneman 

(2005) introduces her work with the question “What is an ideal sibling relationship”? Surfing through 

studies from the 1980s until more recent ones in 2003, the author places emphasis on the behaviourist 

approach given by professionals to answer such a question. Stoneman suggests that while there is 



The	  art	  of	  be-‐longing	   Page	  4	  
	  

good progress in trying to understand the complexity of such a topic there is the need for 

implementing new themes of research and to focus more attention, for instance, to the social context 

of families, to family relationships within macro, messo and micro levels, to the importance of 

cultural places and so on.  In this sense, the article concludes,  

As the field of disability sibling research matures, we will have increased knowledge about 
how to support children with disabilities and their siblings in ways that enhance their chances 
of growing into psychologically healthy adults, with firmly established, positive interpersonal 
relationships (pg. 347) 

 

While this type of work captures the evolvement of the analysis of relationships between disabled 

people and their siblings from a psychological oriented view to a more social policy implementation, 

the subjectivity of siblings is still ignored and the meaning giving to their own ‘disability experience’ 

seems still trapped in a quality of life analysis instead of in their intimate connectedness and their 

dialogue about life (Davis & Salkin 2005).  My purpose here is not to talk about the story of my 

siblings. Following the reflection of Davis (Davis & Salkin 2005) and Klotz (2004) on their life being 

shared with their disabled brothers and sisters, I wanted to tell you about this “living in frontiers”, 

living in between what we, as individuals and siblings, experience and, not due to our disabled 

siblings but due to our own position in relation to institutional practices and social norms. And of 

course such liminality involves fears, stress, guilt, embarrassment, moments of anguish regarding the 

future, but it also embraces our own wishes, our searches and our own longing for finding ourselves 

inside and outside the relationship with our siblings, in some ways our own longing for “being”. 

 

While doing my PhD research in Ecuador, I had the opportunity to share a few months with the family 

of Francisco, a 17 year old guy who had multiple impairments. He had three sisters and one brother. 

Talking about “states” and transition, one of his older sisters highlighted the ‘sort of being divided 

into two’ she always felt. On the one hand, she wanted to get married and have children and become 

what she called a “full woman” and on the other hand she did not know how to continue being the 

elder sister who had to change the diapers of her brother and to feed him.  

My own feeling is that although I have such a big responsibility taking care of Francisco, I do 
not feel like a woman myself. I can be a carer even a friend for him but my whole femininity 
is I do not how supressed. I do not see myself dating or even kissing a boy. I am afraid of 
doing something that has nothing to do with me being his sister.  

 
Although commonalities are present in the narratives of siblings of disabled people, experience and 

knowledge differ from sibling to sibling even within the same family. I am not proposing here a sort 

of model that makes everybody fit in, that would contradict my own understanding of being and 

belonging. What I would like is to invite you to  differentiate between our own world-making and the 

one of our siblings, understanding that we are diverse as diverse as our siblings and their impairments. 

For instance, the “in between” experience of my elder sister highly differs from mine. Her state of 

being a mother and a wife, she has mentioned, is never fulfilled, as she feels she has betrayed her 
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siblings going away home and having little time for them. I have wondered many times if such 

liminality also keeps in suspension the state of our siblings, as our struggles can immediately create 

theirs or reflect their own struggles. For example, as my mother grows older I have to be in many 

occasions the interpreter between professionals and my brothers or sister which has ended in 

questions coming from them about why I have to do it if I am not their mother. One of the funny 

anecdotes among many I luckily happen to experience with my brothers refers to this sort of situation. 

Waiting for the dentist my younger brother Marco asked a little girl if she was accompanied by her 

mother. The young girl replied yes and asked him back the same question. To which he responds, no, 

this is my sister, my mother is a little too old to come. My sister is old too but she always helps me. 

The girl insisted and asked him why his mother was not there. He replied, because she is my sister but 

she acts like my mother sometimes…it is complicated, right? 

 

II  I call this part – Performing  

In 1993, Lasse Hallstram’s film ‘What’s eating Gilbert Grape’ was released. The movie narrated the 

life of Arnie (characterised by Leonardo DiCaprio), a ‘mentally retarded’ (as labelled at that time) 

young guy, his “obese” mother, his two sisters and his elder brother Gilbert (Johnny Depp). As the 

film developed the relationship between the two brothers was framed within the family ups and 

downs. The success of the film earned DiCaprio a nomination for an Oscar and a Golden Globe 

Award and various international prizes. Magazines, newspapers and art critics praised the well 

performed and ‘quasi’ real personification of DiCaprio. To excel in his role DiCaprio said to Vogue 

Magazine, September 1994, he had 

"… to really research and get into the mind of somebody with a disability like that. So I spent 
a few days at a home for mentally retarded teens. We just talked and I watched their 
mannerisms. People have these expectations that mentally retarded children are really crazy, 
but it's not so. It's refreshing to see them because everything's so new to them”  
 

No nominations, prizes or recognition went to Depp. When asked about his character, one of his 

comments was  

"Gilbert never really had the opportunity to go and make his life. He had to take care of his 
mom and his retarded brother. He stayed at a very slow speed. There were some days he 
wanted to stay and some others he didn’t. And sometimes you play roles that are close to you, 
you identify with the guy. Not that you become the person, because I don't buy into that sh*t 
at all. But this movie was a rough time for me. I poisoned myself constantly: drinking, didn't 
eat right, no sleep, lots of cigarettes. It was really a lonely, really f*cking lonely, time." GQ 
Magazine, October 1993 
 

Whereas, I would love to dive deeper into the character introduced by DiCaprio, what concerns me 

here today is the paradoxical role of his brother and sisters. And not as a particular case, as an art 

narrative, but just as an eye opener for a deeper reflexion of the idea I already mentioned that being a 

sibling demands performance; furthermore belonging requires performativity.  The term belonging, 

Elspeth Probyn (1996) asserts, “demands an affective dimension, not just be-ing but longing” The 
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yearning implied within the term also concerns siblings of disabled people. Taking the work of Butler, 

Probyn elaborates on this asserting that researching the politics of belonging demands attention for the 

production of the self by acts of performance. In this sense, I argue with Vicki Bell (2003) that “one 

does not simply or ontologically belong to the world or to any group in it. Belonging is an 

achievement at several levels of abstraction”. Furthermore, it is a dynamic process, never static and 

always in transition and transformation. The question, therefore, that easily comes to my mind is, “do 

we ever end belonging to something or somewhere”.  

 

The discussion about the character played by Johnny Depp in the movie, reflects a rich dialogue I 

established with the brother of a boy labelled as severely disabled. Paul is an Anthropologist who 

decided to work on migration issues, he worked between Africa and Belgium. One of his comments 

about the role of Depp led us to immediately discuss our “membership” to the so called group of 

siblings of disabled people.  

It is funny how I ended concerned with the issues that migrants face in Belgium. When my 
relatives or my friends knew I was going first to Africa and then to come back to Belgium, 
their opinions were divided. Some thought that because of my brother I was obliged to stay in 
Belgium and to work with disabled people. Some others thought that it was a good way for 
me to do my own life. In some ways, I think I did not want to fit the standards that society had 
for me: because you have a disabled brother you have to follow his expectations.  Perhaps that 
is one of the dimensions that people do not see of us, that we play roles, we perform acts but 
that we also decide about accepting them or not.   

 
My own memories about growing up with my siblings are those of trying to fit different roles but also 

trying to explain myself to the world. I used to dream about going around the world as a missionary 

but my feet were always put back on earth by friends and relatives who reminded me that I have my 

own mission at home, my siblings, who were not only physically impaired but overall they were what 

people used to call ‘mentally retarded’.  I grew up knowing that I will always have to perform my role 

as a sister but many times and especially after my father died, I have found myself performing the role 

of a father, therapist and even legal representative. Many times I have been caught in situations where 

people have wondered if my brothers are actually my children or even if my elder brother is my 

husband. Boundaries of identification are broken by the paradoxical moral standards society 

constructs. How a sister could not care for a brother in the way that a mother does? And at the same 

time it becomes a moral issue for a sister if she does not accomplish her carer role in a compassionate 

way.  There is in the conformation of a sibling and especially a sister identity, “a performative 

accomplishment compelled by social sanction and taboo” as Judith Butler would argue (1989:520). 

Using Butler’s reflections about gender we could also argue that the identity of siblings of disabled 

people, as any other, lies on the repetition of performative acts that “have been given meaning even 

before one arrives on the scene” In this sense, belonging also responds to performativity.  According 

to Yuval-Davis (2006) there are three main levels, in which belonging is performed: first is “social 

locations; second, individual’s identification and emotional attachment to various collectivities and 
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groupings; third, ethical and political value system with which people judge their own and other’s 

belongings” (2006:199).   

 

The whole understanding of disability as a performative act responds to social locations. However, in 

the words of Appadurai social and economic locations are becoming more and more the expression of 

the paradox of globalisation. They can be locally static and globally flexible or vice-versa. This was 

interestingly described by the brother of an indigenous young boy with Down Syndrome who 

migrated years ago from Ecuador to Spain. His story recounts the process of “blaqueamiento” or 

whitening that indigenous people can go through when they migrate to Europe and which could also 

have an impact on their identity as siblings. 

When I arrived in Spain I had my long hair and used to wear my traditional clothes. Not any 
more. It is impossible to do it when you have those cold winters. But also, I saw how white 
people treated their disabled children. One day I told my mother that in here children are sent 
to live in houses when they grow up. I also saw their brothers just living their lives and 
visiting them from time to time. I have a white wife now and she gets a bit uncomfortable 
when I tell people I have a brother with Down Syndrome. People might think that it is 
because of your ethnicity she says, better not to tell them. Anyway they do not know him. But 
what she does not know is that although I cut my hair or avoid telling people about my 
brother he is part of my life. I have shared many years with him. 

 
Issues of intersectionality conveyed by the concept of belonging are blurred by the sole idea that 

psychological problems are the pivotal point in the life of disabled families. In this, I argue that social 

locations do not refer only to ethnic, religious or social groups, it unquestionably includes disability. 

The significance of being part of a group as a natural way of being and making decisions based on it 

has been taken for granted when studying siblinghood and disability.  Countless are the moments 

when doctors, friends, relatives or colleagues judge our decisions based on the impairment of our 

siblings. They usually assume that our “taken for granted belonging” to a disabled family is enough 

reason to do all what we do. For instance, in my case, the decision of not having children apparently 

has nothing to do with my own agency but with my apparent fears of having disabled children. 

Refusing to accept such a statement as valid I have been advised in different circumstances to search 

for professional help. Paradoxically, I have also been strongly questioned, when an idea about having 

children has popped up in my mind, as people consider such idea ethically inconsequent.  To Renato 

Rosaldo (1994:402) “the notion of belonging means full membership in a group and the ability to 

influence one’s destiny by having a significant voice in basic decisions”.  However, how many times 

our own agency and even our desires are not recognised or are just ignored when it is assumed  the 

decisions we have made are not our own decisions. The popularised idea of a disabled sibling being 

equal to a burden is so reinforced by professionals and researchers. Through it our siblings become a 

sort of package that is given to us and we need to “learn” to “cope” with it, we learn to perform 

following society’s role ascribed to us. As the anthropologist in my study reflected  



The	  art	  of	  be-‐longing	   Page	  8	  
	  

You will never be right. If you say that you are fine with the impairment of your sibling then 
people will say you are denying your own grief… or,  you will become a hero. If you say you 
are not fine with it, you will be judged and any way suggested seeing a psychologist to accept 
your “destiny”. 

 

With this I do not want to paint a victimising picture of us. I recognise the difficulties of being a 

sibling of children labelled as severely impaired, difficulties that are most of the time defined by the 

rigid structures of the society and the lack of support. However, I also want recognition, acceptance 

and respect for the active exertion of my will as a reflection and my own desire. Of course, we have 

here so much to discuss regarding desire, subjectivity and the role of the other.  

 

Additionally, that membership could also be the result of emotional attachment. We want to belong 

because our siblings are our family. Probyn maintains that belonging is always a process of construct, 

of transition “being and becoming, belonging and longing to belong”. In that process, one could be 

trapped in the fantasy that membership represents belonging and even recognition. This is not 

necessarily the case. One can be a member of a group and feel disassociated to it. One can be a 

member of a group and nevertheless not be recognised as such.  

 

While doing my research in different countries, my feelings of being identified with other siblings just 

for the mere reason of being a sister of disabled siblings responded more to an emotional attachment. 

The hours of conversations and exchange of experience led me to understand that although we 

perform the role of siblings when talking to other siblings, we do not necessarily form a community. 

Our lives had a different landscape and our search for meaning in life was diverse as well as our 

understandings of disability.  In some ways yes, we identify with each other as siblings of disabled 

people but on the other hand, that does not guarantee our belonging to a common group.  

 

 
III. I call this last section consciousness  

After seven years spent with Bianca and her family and with Christina who lived in an institution, 

both children born with hearing and visual impairments and with intellectual disability as a result of 

the Rubella Syndrome epidemic of the 1960s in the States, David Goode wrote 

When I consider my encounter with Christina, my studentship with her, it clearly was not 
kid’s culture about which I was learning. I have always felt that Christina allowed me to re-
experience my childhood, but it was not till much later I understood more what that meant. 
Among many other gifts she gave me a legitimise excuse to explore my internal ignoramus, to 
re-contact that part of myself that lay beyond, or was untouched by society, language or 
learning. Through her I was able to find again that thoroughly human state in which all was 
possibility; an open-ended, undefined, what-you-can-make-of-it, what-it-can-make-of-you 
world that was both intoxicating and sustaining (1984:191) 
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The quote of Goode simply summarises the content of my last section. If after seven years of partially 

sharing the daily life of a person labelled as severely disabled a researcher was able to reflect on his 

own longing for finding himself so profoundly;  just imagine the impact that the presence of our 

siblings has  on our own self. I have talked about the struggles of performing our life in an always 

paradoxical, ambivalent and liminal way now I would like to take my time here to reflect on what I 

call the path towards being conscious about our own longing that disability, and especially the so 

called intellectual disability opens to us.   

 

Last August the doctor told us that the health of my brothers is deteriorating and that we should be 

prepared for the end of their lives. We are used to hearing this sort of warning diagnosis from time to 

time, however. in this occasion my brothers were in the room when this was said. In a very moving 

conversation they decided to openly discuss the issue of death with me. We went from jokes to tears 

while talking about what my younger brother called the ‘last ride’.  For most of us, perhaps, the main 

fear about death is death itself and leaving our properties or our beloved ones behind, not being able 

to do things we have always wanted to do and so on. For them there were only two concerns: one that 

because they do not have enough friends their funeral will be a bit boring and second, that they would 

not like to do that trip on their own as they are used to travel always in company of one of us. 

Moments like that pull me into unity and only for seconds I manage to belong to myself, which I 

believe is the most persistent longing we have, to belong to our own self.  

 

Goode calls a gift the possibility to “re-contact himself with that part that lay beyond, or was 

untouched by society, language or learning”. Since the death of my younger brother 13 years ago my 

mind and soul are in continuous reflection about what is that part that Goode and other authors such 

as Jani Klotz, Henri Nouwen or Jean Vanier describe in their books and that I, as many other siblings, 

experience in our lives but cannot name it. Nouwen (1996) described his encounter with Adam, a 

young man with severe impairments, as the way of going back “to the place where he belongs”, place 

that he calls God. Furthermore, he places Adam as a sort of instrument in a period of transition he 

experienced from a human being occupied with the world to a human being that transcends the world. 

However, that encounter is overwhelmed by constant reflection and search for meaning beyond this 

world, which involves of course a constant tension with reality. Through her work about the life of her 

siblings, Jani Klotz (2004) invites the readers to carefully question our own existence as it is and to 

rethink the “normal” world where we want to think we belong. With Goode, Klotz emphasises the 

need for understanding ourselves before proudly affirming we understand people labelled as 

intellectually disabled. And it is in that longing for understanding ourselves that I see the main 

contribution of my siblings in my life. So often we hear relatives, friends, professionals saying that 

working or living with people labelled as intellectually disabled has showed them another side of life. 

Regardless of these observations, we still push them to be on the side we vehemently defend as the 
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right side. The presence of Luis, Marco, Ivan and Miriam in my life has opened a particular way of 

connectedness with the world and with myself. My own struggles regarding disability if I have to be 

honest have 10% to do with the lack of support and access to services offered to my siblings and 90% 

with a recurrent questioning about two things: the way of belonging to the world that has been 

imposed to them and to all of us and the search for becoming conscious of something meaningful and 

sacred that I truly believe resides in ourselves. In other words, disability is no more or less than a 

continual criticism to the selfish way human beings have found to make ourselves belong to narrow 

spaces marked by normalising standards. It is calling each of us to look at ourselves and to stop 

belonging to schemes that reject the unique way of existence that every individual is apparently 

granted when they are born.  

 

To conclude, I just would like to take you back to the ideas of liminality, performance and 

consciousness and highlight the line that puts them together. Instead of looking at them as mere 

concepts I would like to emphasise the process that surrounds them. The journey of questioning 

belonging is not about the “states”, but overall about the process involved to reach those states.  The 

field of disability requires us to urgently look at siblinghood as a new channel to understand the 

world-making of disabled families. Such a look demands understanding of the ‘self’ of siblings rather 

than forcing us to belong to narratives of our siblings (disabled and non-disabled). I am not making a 

claim to detach our history from their history which would be painful and unjust. Rather I argue that it 

is necessary to recognise our own subjectivity which is undeniably in constant interlocution with 

disability.  I find this as the only way to become listeners and interlocutors, thus to create community.  

 

 


