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When debates about the nature of disability and debates about the social 
impact of genetic research intersect, a clash of worldviews often results. 
For example, the year 2003 was notable both as the fiftieth anniversary 
of the Crick-Watson paper on DNA structure, but also as the European 
Year of Disabled People. The implications of the former might be that 
genetics, through screening and therapy, could soon reduce the impact 
of impairment on society by curing or reducing the number of affected 
individuals; the implications of the latter were that civil rights, barrier 
removal and social inclusion are the keys to eliminating the disability 
problem. These different perspectives define disability in opposite ways, 
and identify different solutions to the issues that disability raises for 
societies and individuals.

The intersection of these debates becomes most interesting, and most 
difficult, in regard to those impairments that are not incompatible with 
a good quality of life for those affected. Few are going to argue about 
Tay-Sachs disease or Lesch-Nyhan syndrome, for example. Deafness is the 
paradigmatic example of a condition that in medical terms is a pathology, 
but in the views of many of those affected, is simply a difference. Whereas 
the traditional view—as expressed by the general public, and by the medi-
cal profession—is that hearing loss is a terrible affliction that should be 
avoided or cured wherever possible, the view of many of those born deaf 
is that they are a cultural minority. An analogy is drawn with members 
of minority ethnic communities, who share a common language: Deaf 
people (who adopt a capital letter to signify this distinctiveness) share a 
culture based around sign language. Deaf people welcome the birth of 
Deaf children; they find the concept of prenatal testing for a deaf child 
deeply disturbing; they oppose the use of cochlear implants and other 
technologies to overcome this sensory loss or difference.

This fascinating collection of papers, which originated in a conference 
at Gallaudet University, an American university for deaf, hard-of-hearing 
and hearing students, explores the issues raised by genetics and deafness 
from a range of different perspectives.

Most of these authors counsel against biological determinism and the 
search for genetic solutions to complex cultural and social issues—such 
as deafness. Louis Menand achieves this through a sophisticated argu-

ment for the sort of pragmatism espoused by William James, by which 
James meant that the usefulness of an idea is the criterion for its merit, 
and against the varieties of reductionism popularized by evolutionary 
psychology. Nora Groce recapitulates the analysis from her seminal study 
of Martha’s Vineyard, the isolated Massachusetts community where 
deafness became very common, and consequently sign language was 
ubiquitous: for her, this shows the importance of cultural constraints (or 
possibilities), which matter more than physical or sensory impairments. 
Brian Greenwald revisits the story of Alexander Graham Bell, who has 
become somewhat of a pariah amongst Deaf people, because of his advo-
cacy of oral (i.e., non–sign language) education. Bell himself was married 
to a deaf woman, and feared the emergence of a “deaf variety of the human 
race.” For him, promoting oralism was a better option than sterilization 
and marriage bans to achieve the eugenic goal of reducing the incidence 
of hereditary deafness. Greenwald thus reclaims Bell as a protector of deaf 
people against American negative eugenics. Joseph Murray contributes 
another perspective to this story, showing how the Deaf community chal-
lenged the marriage debate by publishing evidence in 1893, drawing on 
4,000 survey returns, showing that 90% of Deaf-Deaf partnerships did not 
produce Deaf children. This story is brought up to date in a chapter by 
Walter Nance, who shows how the epidemiology of deafness has changed 
in modern times: he concludes that the frequency of deafness caused by 
mutations in connexin 26 has doubled in the United States over the past 
100 years because of assortative mating, and consequently suggests that 
Bell may ultimately have been proven right in his predictions, if not in his 
political conclusions.

Other chapters provide further scientific analysis of the more than 30 
genes contributing to nonsyndromic deafness, together with interest-
ing evidence about the attitudes of Deaf people in the United States and 
United Kingdom about prenatal diagnosis. These studies, pioneered by 
Anna Middleton, show that although deaf and hard-of-hearing people 
generally have a positive attitude toward genetics, they do not favor pre-
natal diagnosis. More than a quarter of culturally Deaf individuals in the 
US study would prefer Deaf children, although only 2.7% would consider 
abortion of a hearing fetus. In Middleton’s study, only 6% of culturally 
Deaf, 11% of hard-of-hearing or deafened, and 16% of hearing respon-
dents would be prepared to consider a termination if the fetus was deaf.

Taken as a whole, this collection presents a cautious response to the 
genetics challenge. Essays about the Nazis’ treatment of deaf people, or 
analyzing the relevance of Frankenstein or Gattaca, indicate the lines along 
which most contributors are thinking. But the tone is always careful and 
reasoned, and perhaps the authors felt it important to counterbalance 
some of the gung-ho genetics advocacy associated with the Human 
Genome Project. In particular, the concluding chapter by Michael Bérubé 
steers a wise course between supporting abortion rights and embryonic 
research against the onslaught of American religious conservatives while 
also cautioning against geneticization. Voices missing from this book 
include those giving any sustained bioethical analysis, which would have 
added a very different set of arguments to the broad consensus repre-
sented by this selection. But these are small gripes against a book that 
offers thoughtful challenges to many readers of this journal, and which 
will be required reading for students of genetics and disability for many 
years to come.

Tom Shakespeare is in the School of Geography, Politics and Sociology, 

University of Newcastle, UK.

e-mail: t.w.shakespeare@newcastle.ac.uk

©
20

05
 N

at
u

re
 P

u
b

lis
h

in
g

 G
ro

u
p

  
h

tt
p

:/
/w

w
w

.n
at

u
re

.c
o

m
/n

at
u

re
m

ed
ic

in
e


	Disability or difference?


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile ()
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts false
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /SyntheticBoldness 1.00
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage false
  /PreserveEPSInfo true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile (None)
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 150
  /ColorImageDepth -1
  /ColorImageDownsampleThreshold 1.00000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 150
  /GrayImageDepth -1
  /GrayImageDownsampleThreshold 1.00000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.00000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly true
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    0.30000
    0.30000
    0.30000
    0.30000
  ]
  /PDFXOutputIntentProfile (OFCOM_PO_P1_F60)
  /PDFXOutputCondition (OFCOM_PO_P1_F60)
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /False

  /Description <<
    /JPN <FEFF3053306e8a2d5b9a306f300130d330b830cd30b9658766f8306e8868793a304a3088307353705237306b90693057305f00200050004400460020658766f830924f5c62103059308b3068304d306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103057305f00200050004400460020658766f8306f0020004100630072006f0062006100740020304a30883073002000520065006100640065007200200035002e003000204ee5964d30678868793a3067304d307e30593002>
    /DEU <>
    /FRA <>
    /PTB <>
    /DAN <>
    /NLD <>
    /ESP <>
    /SUO <>
    /ITA <>
    /NOR <>
    /SVE <>
    /ENU <FEFF004e00500047002000570045004200200050004400460020004a006f00620020004f007000740069006f006e0073002e0020003100350030006400700069002e002000320032006e0064002000530065007000740065006d00620065007200200032003000300034002e002000500044004600200031002e003400200043006f006d007000610074006900620069006c006900740079002e>
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [595.276 782.362]
>> setpagedevice


