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Is deafness a disability or a culture?
This paper will discuss whether or not deafness can be considered as primarily a culture, with a capitalised ‘D’ or whether we should consider it a disability, with a lowercase ‘d’. The background to this issue reveals its importance. If we can consider deafness to be a culture, then is it acceptable for deaf people to legitimately perpetuate their culture by deliberately pro-creating deafness? Conversely, if deafness really can be considered a disability, deliberately pro-creating disabled and thus disadvantaged life raises a range of ethical issues.

In considering this issue a number of factors need to be determined and evaluated. This paper will discuss the relevance of this question then examine conceptions of deafness and disability to provide an empirical basis for discussion.  It will be suggested that deafness cannot be reduced to the words ‘culture’ or ‘disability’ – these are subjective terms of which we cannot provide value neutral analysis. This paper will conclude that deafness is a disability which has created a culture.
The case which has brought this discussion to light is a deaf lesbian couple from the US who have deliberately and successfully managed to conceive two deaf babies. The parents of the children sought a deaf sperm donor from the sperm bank but had to find their own donor because would-be donors with “congenital deafness” do not qualify for donating sperm. They subsequently found their own sperm donor by asking a gay deaf friend who came from a family with five generations of deafness. They have given birth to a deaf boy and a deaf girl from the same sperm donor. The first of these children was born profoundly deaf, but the second had residual hearing in one ear. Doctors recommended a hearing aid to help with lip reading later on but the parents refused on the grounds that the child could decide if it wanted to when it was older. Deliberately creating what many see as a disabled child to fit into the Deaf culture has led to much discussion on the ethics of this issue. 
It is important to establish then, is deafness a disability or a culture? The rationale behind the parents’ decision is clearly based on their assumption that Deafness is a culture - that is the same as wanting black parents wanting a black baby or dwarf parents wanting a dwarf child. There are obvious reasons for wanting to bring up your children into your culture; you exist in that culture because you believe it is the best way to live. Essentially then, this is a normative question; is it better to hear or not? What could be considered ‘extremists’ within the Deaf community would suggest just that - hearing is  a disability. This is because their experiences of the hearing world are characterized by exclusion and isolation. 

Currently “there are two main discourses to understanding deafness, the medical construction and the socio-cultural construction.”
 Most understandable to the hearing world, deafness fits under the definition for disability: the World Health Organisation (WHO) defines impairment as “…the significant loss in body function or structure.”
 Furthermore, it can be defined as, ‘inability to pursue an occupation because of physical or mental impairment; a disqualification, restriction, or disadvantage.’
 Conversely, culture can be defined as “the integrated pattern of human knowledge, belief, and behaviour that depends upon man's capacity for learning and transmitting knowledge to succeeding generations; the customary beliefs, social forms, and material traits of a racial, religious, or social group; the set of shared attitudes, values, goals, and practices that characterizes a company or corporation.”
 From this definition we can understand that culturally speaking, and as the deaf community understands it, deaf people also clearly have their own culture. 
“Deaf with a capital ‘D’ denotes the belief of deafness being a particular socio-cultural group, and it is a commonly accepted convention as opposed to ‘deaf’ when referring to this group.”
 The Deaf Community has rejected the term ‘hearing-impaired’ from as early as 1980. Deaf people often reject the notion that they are disabled.  “Instead they prefer to see themselves as a cultural and linguistic minority.”
 They have their own language, values, schools and political structure.
 Usually they use only British Sign Language (BSL) of which the Royal National Institute for the Deaf (RNID) and BDA give different estimates of usage at 50,000 and 70,000 respectively for a first or preferred language in the UK. “BSL is a visual-gestural language which was recognised as an official language in the UK in 2003 and it has different grammar and syntax to English.”
 Thus the Deaf community perceive the difference between Deaf and hearing people to be a cultural and linguistic difference.
Looking at deafness in terms of models of disability, the WHO suggested that there are many conceptual models used to explain disability and functioning. The main two are the medical and social models of impairment. Marks suggests that “…the models should not be regarded in opposition to one another but perhaps working with mutual complement and so helping to understand disability more deeply.”
 The medical model of impairment suggests that hearing-impaired people have damaged bodies (ears) that need medical attention and that disability is the problem of the person.
 In contrast, in the social model of disability, the disability is understood as a construct of the society in which the deaf exist rather than trying to make disabled people fit within the existing environment;
 attitudinal, ideological and structural changes within the society become forefront approaches to disability. 
Deaf activists argue that deafness is not a disability, but instead the constitutive condition of access to a rich culture. Being deaf carries disadvantages with it, but many in the Deaf community would suggest these are a product of discrimination, not of the condition itself. It is, however, implausible to think that all the disadvantages which stem from deafness are social in origin. Moreover, though it may be true that being deaf carries with it the important compensation of access to a rich culture, no physical condition is required for such access. “Cultures are simply the kind of things to which we are born, and therefore to which the children of deaf parents, hearing or deaf, normally belong. Thus these parents are making a mistake in choosing deafness for their children.” 
 But they argue that this is a consequence of discrimination against them, overt and covert, and not of deafness itself. If society were structured to allow for the full participation of the deaf, they maintain, the negative effects of deafness would be entirely eliminated. In this sense, deafness is strictly analogous to blackness; blacks, too, do worse, on average, than their white peers, but this is an artefact of discrimination, not a consequence of skin colour.

An important issue in the case of the lesbians’ deaf child previously discussed concerns the way in which deaf culture is perpetuated. Usually, the chances of a deaf (here meant in terms of the physical difference) couple conceiving a deaf child is minimal; most deaf parents (approximately 90%) have hearing children. For deafness to be passed on genetically from parents to children the gene for deafness would need to be dominant – the chances of this very slim. Alternatively, the two parents would need to carry exactly the same from of recessively caused deafness. This however is not so unlikely and can be caused by the parents forming part of a genetically isolated and ‘in breeding’ deaf community. It is fair then to say that without interference, most deaf parents would naturally produce hearing offspring. Whilst the desire of parents to have their children share their culture is perfectly reasonable “…deaf parents do not need to choose to exclude their children from the hearing world in order to include them in theirs; both are open to them.”

Assuming we accept the notion that deafness is a disability, regardless of whether or not it is also a culture is it right to perpetuate this disability? Furthermore, should there be limits to procreative choice and freedom? Is it ethical to deliberately bring into the world someone with limited choice and option? Writers such as Feinberg would suggest that parents ought not make decisions about their children that severely and irreversibly restrict their right to an open future. He believes that children have a ‘right to an open future’ and so by deliberating preventing an open future of choice clearly brings this into question. Kant would also suggest that ethically, the deliberate pro-creation of a disability is wrong because a child is an end, not a means. Kant would suggest that the child should have the ability to make choices when it matures; restricting these choices for it is clearly unethical. Furthermore, do parents always know what’s best for their children? The obvious answer is no, they don’t. But, in the same sense, who is to say the state knows what is best for the child? This begins a discussion on the nature of the state and conceptions of positive and negative freedom which space does not allow discussion for. 

This paper has shown that deafness can be understood both in terms of a disability and a culture. However, whilst it is a culture, I think it is foolhardy not to recognise that this is clearly a disabled culture. Those within this culture do not share the same range of opportunity and choice in life as their hearing counterparts. The relevance therefore to medical ethics is determining whether or not the state should actively prevent the deliberate pro-creation of disability. We know that the state in Western society at least is open to expressions of culture. However, I do not believe that we can understand the deaf culture within the same category. Deafness is a disability and whilst other cultures may restrict opportunity – these are ideological restrictions and intangible. Deliberately creating a deaf child analogous to deliberately making your child deaf after birth, or similarly, making them blind because you are blind. 
The deaf disability has created a unique culture which cannot be ignored. Deaf culture may have its compensations, but they cannot entirely make up for this estrangement. Choosing deafness is, therefore, choosing a real limitation. To that extent, deaf children have their future somewhat narrowed. Moreover, there is a sense in which this narrowing is uncompensated. For the children of the deaf, access to deaf culture is and should not have to be the compensation they receive for their disability.

� James Woodward (1972) "Implications for Sociolinguistics Research Among the Deaf" Sign Language Studies 1:1-7


� http://www3.who.int/icf 


� “disability." Webster's Third New International Dictionary, Unabridged. Merriam-Webster, 2002. http://unabridged.merriam-webster.com ( �17 Nov. 2004).


� “culture." Webster's Third New International Dictionary, Unabridged. Merriam-Webster, 2002. http://unabridged.merriam-webster.com (�16 Nov. 2004).


� British Deaf Association (BDA), DEAFinitions. British Deaf Association Factsheet. (Internet) Available at: http://www.britishdeafassociation.org.u


� Corker, M. (1993) .Integration and deaf people: the policy and power of enabling environments. In Disabling Barriers - Enabling Environments Swain, J., Finkelstein, V., French, S., Oliver, M., eds. Sage1993


� Swanson, L., (1997) Cochlear Implants: The Head-On Collision with Medical Technology and the Right to be Deaf. Canadian Medical Association Journal 157 pp929-932


� Harris, J., Bamford, C., (2001) The Uphill Struggle: services for Deaf and hard of hearing people - issues of equality, participation and access. Disability and Society 16:7 pp969-979


� Healing the Split Between Psyche and Social: Constructions and Experiences of Disability - � HYPERLINK "http://www.dsq-sds.org/_articles_html/2002/Summer/dsq_2002_Summer_07.html" ��http://www.dsq-sds.org/_articles_html/2002/Summer/dsq_2002_Summer_07.html� 


� Ibid. 


� French, S. (1993) ‘Disability, Impairment or Something in Between’, in J. Swain, V. Finklestein, S. French and M. Oliver (eds) Disabling Barriers: Enabling Environments. London: Sage.


� J Med Ethics 2002;28:284–285


� N Levy, Deafness, culture, and choice, J Med Ethics 2002;28: p.285





[image: image1.png]


[image: image2.png]


