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1. Introduction: the Taboo

If measured by resour ces committed and by rhetoric, by the quality of analysisand by data
availability, alleviating the condition of being disabled isthe lowest priority on state
welfare agendasin practically all underdeveloped countries;! arguably in all countries.

Being disabled asaresult of an impairment (a loss of function) handicaps the indivudal, but
the private individual is also handicapped by the way disability has been treated in
discourse. Thereare at least three aspectsto thistreatment.

Thefirst concerns public policy. The 1993 Human Development Report of UNDP contains
compendious data on all aspects of the human condition, with the exception of disability on
which thereisnothing at all (UNDP, 1993). I nfluential typologies of vulnerability ignorethe
disabled (e.g. Cornia, Jolly and Stewart, 1985). On the social welfar e agenda of India,
poverty, caste and gender push disability to thefoot. Thislow priority can be explained by
the political weakness of disabled persons and by the high perceived economic costs and
low perceived palitical benefits (or the high poalitical opportunity costs and low economic
benefits) of a state responseto problemswhich are administratively anomalous and
transactions-costly. It islogical to expect that such a reasoning would operate more

power fully on the welfar e agendas of poor countriesthan it does of rich ones.

! Vietnam, Afghanistan and Zimbabwe are exceptions, probably because of theimpact of disability
related to war and conflict.
(M. Miles, Pers. Comm., 1994).



The second istheintelectual neglect accompanies political neglect. Disability signifies
that which a person suffering impairment cannot be and cannot do. A.K. Sen did not
develop his power ful concept of capability - what people can be or do - for the incapabilities
that follow from impair ment (Sen,1990). Furthermore, the notion of development as
capability expansion carriestheimplication that thereisa developmental ceiling for people
whose capabilities cannot under any circumstances be expanded . It isa different point
that development as capability expansion or freedom focusses upon the exer cise of
positive freedom and residualises negative freedom®. For most disabled peopleto
experience, let alone expand, their postive freedom, both the capability to function and the
negative freedom of non-disabled people have to be constrained. A reduction in the
negative freedom of otherswould be a necessary precondition for the achievement by
poor disabled people of equality in 'basic capabilities . The latter arealso denied to the
entire set of poor people by their condition of poverty.

Thethird neglect interacts with the other two, granted that both policy and theory for social
development are notoriously data-constrained. * Globally compar able data on disability
does not exist. Country-specific information is mor e often than not out of date. Indiaisa
good example because it well exemplifiesthe political and social conditions of poor and of
disabled people and because it has data which isavailable in English which isthought to be
of better quality than that of other countries otherwise similarly situated.

In India, it isestimated that about 332 million of a population of 884 m in 1991 exist below
the official poverty line> A different but overlapping population, some 270 millions, belong
to scheduled castes and tribes, collectively labelled as'weaker sections'. Both socio-
economic groups qualify for targetted developmental aid and the latter for postive
discrimination. From clinical evidenceit iscurrently thought that between 3.7 to 6 per cent
of thetotal population suffersfrom locomotor, visual, communication-related disability or
from mental retardation. Thisisa larger proportion than that estimated as severely
malnourished (2.7%) (Subbarao, 1992). At least 60 m werelikely to bedisabled then in
2001.° Thelivesof their families, those people affected indirectly by disability amount to
per haps 4-5 times as many : as many as 240 - 300 millions.

2 Whilefor aphysicaly disabled person, remedial socia technology ranges from porters and sedan
chairsto motorised whedlchairs, thereisno technical response at any pricewhich can make sometypes
of blind people see ( even if there are means by which their environmenta perceptions and capacitiesto
communicate can be improved).

® Poditive freedom is freedom to be and to do; negative freedom is freedom from external control,
hindrance or co-ercion.

* See for example UNDP, 1993; McGillvray, Pyatt and White, 1995.
> (ed) Harriss et al. 1992.

® Thomas 1992a, Helander, 1993; see aso http:/Mww.indiatogether.org/heal th/opiniong/jabidi 1.htm.



Thelack of knowledge of disability as a development problem and of theinteraction
between poverty and siability amountsto a taboo, it isnot surprising to find that non-
clinical, fild-based literature on this subject isvery patchy. It is often characterised,
under standably, by the same'special pleading' visblein the much larger literatureon
social aspects of nutrition.

2.1 The Complex Condition of Disability

Disability isa relative term because cultures define differently their norms of being and
doing. Disability may be identified by appearance (‘ugliness, albinism, the absence of
(even a functionally unimportant) digit), while impair mentsrecognised asdisablingin
western cultures (mild to moder ate mental retardation, club foot) are often not treated as
disabling (Helander, 1993, p12). In South Asia, social deviancy is classified by many local
people as a disability, asisan ascribed condition such as being outcast from the caste
system. Some see economically oppressive, socially tyrannical and politically
disenfranchising forms of work such as child labour and bonded labour asdisabling. Yet
othersfind (female) infertility or the delayed onset of menar che a seriousimpair ment.
Conditions such asasthma and TB, which are classified as'sickness are experienced as
disabling in agrarian economies still based substantially on manual labour.

Development can then be seen asa liberation from such social disabilitiesand from
systems of technology, reason and value producing them. Wewill use theterm 'disability’
herein the moretargetted and clinical sense popularly accepted in the west, but mindful of
itsanalytical restrictiveness and of the ethnocentricity that lurks beneath the apparent
univer salism.

Asaform of deprivation, disability isintractably complex. Y et the concept of ‘disability’ is
a crude palitical label akin to that of being 'black’. Disability isa probabilistic type of
development problem - different from those which are location, income or gender specific.
It also takes a perverse form in that the proportion of the population deprived by
disabilities increases with development.

Just asthere are demographic and epideiological transitions so thereis a disability
transition’. Impairment forms a continuum from 'ability' to a range of kinds, combinations
and intensities of incapacity. Medically and sometimesfor the purposes of legal claim,
they are distinguished accor ding to type (visual, aural, locomotor and mental) and
severity.? The condition may be static or it may change progressively. That disability

" Causdtive factors are increases in life expectation and increased surviva rates from disabling
accidents and diseases. To the extent that domestic development is socialy uneven, the disability
trangtion will display its full complexity across socid dasses within a given nation.

8 |CIDH-WHO (1980) Hammerman and Maikowski, 1981; Helander, 1993).



incr eases dependence, not only among children and the elderly but also among adults of
working ageisclear. It also may force those on whom the disabled person dependsto be
mor e socially dependent in turn. That disability causes poverty isincontrovertible. But
disability affectsthe non poor aswell asthe poor and the social and economic costs of a
given disability will differ according to social or ethnic group, gender, age and economic
status.

2.1 Disability and Poverty
Disability and poverty are closely rdated. 1n OECD countries, for instance, disability causes
poverty through the vicious pincer of labour-market exclusion and inadequate socid transfers, and
despite formdly protective law (Russdll, 2001; Barnes, 1991; Hammerman and Makowski, 1981).
In a country with mass poverty, poverty also causes disability (Narsing Rao, 1990). The
mechanisms include manuitrition, inadequate access to inadequate preventive and curative medica
care, and risks of accident or occupationa injury. Poverty interacts with caste, family sze and the
quality of parental or adult care to create the condition of simultaneous deprivation. A. Sen finds
that smultaneous deprivation is further compounded by a syndrome composed of ideologica
reinforcement, punitive experience, psychologicd extinction, stimulus deprivation and a cognitive and
verba development which especialy affects what is beautified asthe ‘ participation’ in the economy
of low caste groups : the terms and conditions on which they are forced to labour. This syndrome
sets up barriers to the participation of al types of disabled people but especialy mentaly disabled
people and especidly girls. The postive association between incapacity, disability and poverty is
confirmed in a census of three villagesin Tiruvannamaa Didrict of Tamil Nadu (Table 1).

Table 1. Households with and without chronically sick and/or disabled members, Tamil Nadu, 1993

Village1 Village 2 Village 3

a b a b a b
No of Households 270 75 217 45 96 1
Av income Rs/yr 12400 7650 13500 11300 9500 7000
% of Households 51 54 36 60 51 62
below Poverty Line*
% of Households with 31 35 26 47 24 30
under Rs 5,000 assets
% of Households with 20 10 2 3 25 15
greater than Rs 100,000 assets

* computed at Rs 6,000 for a household of 4 members
a=without chronically sick or disabled members

b = with chronically sick or disabled members

Source: Field Survey, 1993

Working with peoples own definition of chronicaly sick and disabled, between 17-30 per cent of
households had & least 1 chronically sick or disabled member - there being wide intervillage
vaiaion. A dightly higher proportion of these households were below the income poverty line and
had assets under Rs 5,000 than households without disabled members and lower percentages of
households were in the top assets category.



Chronic sickness and disability seemsto affect both short term and long term poverty. Households
with chronically sick and disabled people tended to have smdler family sizes, smdler operationd
landholding sizes, lower grain consumption from own production and grester market dependence for
food. Working members put in fewer days on average into their own agricultural production and
more in non -agricultura production than did 'hedlthy’ households. Those with sick and disabled
members had livestock of lower vaue than those without, and higher levels of det.

But others argue an inverse relation between income-poverty and the prevalence of disability on
grounds that mortdity from disability is greatest among the poor. Thereis evidence for adisability
transition during which disabilities due to manutrition and infectious/contagious disease are
eradicated. They are more than offset by reduced mortality rates, the increased survivd of para- and
quadri-plegics, and by increasesin disabilities due to traumaand old age, such that the totd
incidence of disability increases (Mohan, 1988). Thereisinternationa evidence for theinverse
relationship (Helander, 1993).

This latter evidence, however, is no excuse for nontinterventionism because raised levels of mortdity
result from the economic incapacity of poor families to sustain the lives of disabled members.

2.2 War-Related Disability

Throughout the developing world, injuries from war or conflict and their aftermath (landmines)
disable sgnificant numbers of people. One study in Afghanistan befor e the era of rule by the Taiban
put the figure of those disabled by war a 1.6 m people, 12 % of the population. Three quarters of
these were young men of working age. When wars are protracted and the fortunes of sidesin
contention fluctuate, the privileged socid status of young fighters often unravels and is replaced by
indifference. This had aready happened by the mid nineties in Afghanistan. War-disabled men faced
asudden and sharp lossin their productive capacities; their skills were often irrdevant to the limited
range of work available; its frugtrations frequently went on to destabilise marriages with inter-
generationd effects upon children. The reproductive burden of the kin group has been dtered and
the burden of increases in wear and tear and 'externdities fals upon women. In consequence , the
time women devote to child care, agriculture or horticulture drops, reducing current and future
income. War-disabled young women face crises of (un)marriagability.®

2.3 Disability and the Environment

Two aspects of the environment seem to be important to an underdstanding of disability and
poverty. Factorsin both the physica environment and the socid, spatia environment may
predispose towards disability.

With respect to the first agpect, the Indian National Sample Survey’ s 36th Round in 1981 showed
that certain states (Bihar and West Bengd in the north; Maharashtra, Andhra Pradesh and Tamil
Nadu in the south) have much higher than average concentrations of disabled people (1SS,1988,p.

°A. Aziz, 1995, 'Sen's Capabilities and the War-Disabled', M.Sc. thesis, Queen Elizabeth House,
Oxford.



20). The prevaence of locomotor handicap is strongly associated with agriculturally advanced
regions; that of deafness and dumbness with northern regions and Himadayan valeys. The incidence
of leprosy is strongly concentrated in triba regions of Bihar and West Bengd and in Tamil Nadu and
Andhra Pradesh in the south (ISS, 1988, pp.14-17, p. 19).

Research on the 1981 Census data for Uttar Pradesh confirms that disabilities have strong
environmenta geographies. The state was classified into contiguous regions of high, medium and
low prevaence. High prevalence regions had over 14 times the Sate's average prevaence. This
concentrated distribution is attributed to environmentd factors (lack of iodine), diseases
(poliomyditis and lathyrism), socid and economic factors (low levels of urbanisation, high levels of
food insecurity, poverty and ‘crimind offences which incapacitate victims) (Shukia, 1990).

With respect to the socid environment, it has been argued that the prevaence of disability is higher
in urban than in rurd areas. But while the rate of urbanisation is 25 per cent in Uttar Pradesh, only 9
per cent of disabled people were urban in location (Krishnaswamy, 1990). In Uttar Pradesh, highly
urbanised digtricts had the lowest prevaence of the censussed disahilities, the lowest incidence of
poverty and the highest incidence of hedlth care infrastructure (Shukia, 1990).

2.4 Disability and Gender

The materid and ideologica subordination of women is so well documented that disabled women
are expected to be severdy socidly disadvantaged. The disabled woman has been depicted in
graphic terms as suffering ‘'multiple handicap. Her chances of marriage are very dight, and sheis
most likely to be condemned to a twilight existence as a non-productive adjunct to the household of
her birth...(she may be) the object of misplaced (sic) sympathy... or she may well be kept hidden in
order not to damage the marriage prospects of sblings; dternatively she may be turned out to beg'
(Coleridge, 1993, p. 154).

Y et World Bank evidence for India shows women surviving childhood as having a 10 per cent
lower disease burden and losing fewer disability-adjusted life years from disability than do men
(World Bank, 1993). Disahility-related mortaity may be higher among girl children and women
than itisamong men. Anyway, this femde 'advantage’ is not distributed evenly across clinica
disabilities. The 1981 disability ratio was highest (at 1789 maes per thousand femaes for
locomotor disability, and 1788 for speech disability). It was 1211 for the hearing disabled and only
699 for visud disability where (despite the fact that over 3 times more men than women are born
blind) the sex biasis antifemade (ISS, 1988, p14,p16). Femade advantage may thus be trandated
into fema e disadvantage by socidisation and discrimination.

2.5 Disability and the Life Cycle

Globdly, the prevalence of moderate to severe disability increases from 2 per cent ininfancy to 55
per cent in the over 80 age groups. Thus increased life expectation carries with it the ‘paradox’ of
increasing disability prevaence rates.

In India, while 6 to 10 per cent of dl disabled people were born with their disability, children are
especidly vulnerable to disabilities resulting from malnutrition and communicable diseases. Children



with disabilities are more likely to die young than they are in developed countries. So some forms of
disability in Indiareate to age in amanner oppodte to that of the globa mode. It has been
estimated that 75 % of the mentdly retarded for instance are under the age of 10 and only 4 % are
over 20 (Sen, 1992, p. 255). Dumbness behaves smilarly. Other forms of disability, such asloss
of aurd and visud acuity behave according to the globa modd and occur within the geriatric
population with far greater frequency than in the general population. *

So, disahility identifiesabig socid category, like poverty does. But complexity is centrd to
disability and this often medicalised socid condition cannot be reduced to one criterion for
evauation in the way that until recently poverty has been gppraised and evauated for policy
purposes, however crudely and controversdly, by income. Just as socid factors, such as gender,
age, cadte (and Status as afighter), and economic factors, such as poverty, condition disability
(sometimes in opposite ways to those which have been modd led), so environmenta factors, such as
the disease ecology and physical resources, and political factors, such as the distribution and type of
hedth care, play a spatid role in the creation and perpetuation of disabilities

In 1995, the anthropologist Susan Erb and | embarked on afield study of three villegs between
Wadgabad and Kancheepuram in Chingelepet Didtrict of Tamil Nadu to answer three questions: i)
what do disabled adults do in arura society depending on hard physical labour?ii) what are the
costs and economic impact of disability and iii) what do disabled adults need? These are villages
where an NGO has been active in the causes of countering violence against scheduled caste women,
education for girls and women and the organisation of clams by poor people to their economic and
socid rights. They had not been active on issues of disability and development. Our work was
eventualy published: Susan Erb and Barbara Harriss-White 2002 Outcast fromSocial Welfare :
Adult Disability, Incapacity and Development in Rural South India, Books for Change,
Bangd ore (bfc@actionaidindia.org).

We used a social model of disahility in which incgpacity is related to environments and socid
Stuation and which seeks to discover the causes and effects of incgpacity in an open way.

3. Incapacitation in the Rural Economy

The three villages (Thammanur, Kaur and Vitchanthangd) each comprised cagte settlements with
separate scheduled caste hamlets (‘ colonies)): totalling 540 households (1753 adults). Half of the
households are landed and the mgority of dl of them depend to some extent on agriculturd wage-
labour. Five per cent of households with land and looms control 48 per cent of the total income
while 43 per cent, mainly labouring households, account for 18 per cent of total income of these 3
villages. The scheduled caste population amounted to 23 per cent. Some 15 per cent of
households, none of which were scheduled caste, worked in the non farm economy (mainly in silk
saree weaving and initsancillary indudtries). The latter activities accentuate economic inequdity.

3.1. Incidence, Types and Causes

While disabled children were very rare? some 6.5 per cent of adults - 156 people - described
themsalves as disabled/ incapacitated, and practicdly dl in adulthood (Table 2). Their incidence
was evenly distributed across the genders (47 per cent male and 53 per cent female) but biased



towards the caste population. (86% of disabled people were from the 68 % of the total population
who are caste hindus, with only 16 per cent from the 32 per cent of scheduled caste adults who
admitted incapacity.) However, the lower incidence of disability in the colonies was due to the
different socid context of landlessness and poverty in which disabilities have to be much more
severeto be publicly recognised as such. Within the caste settlements, disability occurred in
proportion to the distribution of intra-village castes reflecting no type of caste bias. Most disability
encountered was mild to moderatein form and the result of old age, occupation-related
diseases and accidents and illness. Therange of disabilities affecting rural workers was vast.
Conditions which would not be deemed disabling according to western medica definitions were
seen to result in disability, due to indigenous definitions of hedthill-health and/or inability to work
productively in an agrarian society heavily dependent on physicd vitdity.

Almog dl disabled people were physicaly impaired, having visud loss, orthopaedic disorders and
hearing impairments. Menta disability went practically unnoticed in women, a comment on the
nature of the work they are required to do. Old agetendsto be defined by the onset of
incapacitating conditionsrather than by years done. But many of the conditionswhich
incapacitated people from work were the product of occupation-related conditions. Since the
landless agricultura labour force spends years staring at the reflection of the sun in flooded paddy
fidds, asthey tend seedlings in nurseries, transplant and weed, it is hardly surprisng that such
workers suffer sight impairment in early middle age. ® The public space of villages without eectricity
suppliesis dark and dangerous at night. Roots, unembedded water pipes, rutted path ways and
haesin the ground can damage limbs with consequences on work that we will track. Silk loomsare
ingdled in huts which, in an effort to keep out heet, are not only poorly ventilated but dso very
poorly lit. Then, conditions not disabling according to western medicine can be incapacitating in the
universe of rura work, notably because they make sustained physicd effort painful: serilisation was
quoted severd timesin thisregard (medica treatment is regarded as potentidly disabling); ulcers and
other causes of chronic ssomach pain; deep-seated warts (disabling pain in the foot); asthma (and
other causes of dizziness) etc..

Table 2. Rurad Adult Disability 1995: Populations

Total Disabled
Male Femde Male Femade

Thammanur

Village 358 347 35 48

Colony 169 157 9 4
Kalur/Vitchanthangal

Village 239 237 2 26

Colony 162 84 8 4
TOTAL 928 825 74 82

Disability, chronic Sckness and pain were seen to dide. In these villages, then, disability isan
afliction, usudly physcd in nature which resultsin the partid or complete incgpacitation of a
household member. The moderate nature of most impairments means that even if incapacitated
people could gain access to treatment, their condition denies them digibility for sate and NGO



facilities. In any case, these, confined to severe cases, tend to be complements to, rather than
subdtitutes for, one another.

4. The Social Construction of Disability

Gender, caste and class condition both the perception of incapacity and a household' s response to it
(Erb and Harriss- White 2002). While dightly more women than men acknowledge themsdlves as
disabled, domestic work hides both the condition and itsimpact. Women's domestic work isa
compulsory prior whichis difficult to negotiste. We might infer from the socid relations behind
these village gatistics that considerably more women may be disabled than are men, but that fewer
women than men may be able to declare themselves incapacitated. Fieldwork showed that
women aso recognise themsalves to be disabled at a more advanced stage of incapacity than do
men. Even when forced to withdraw from agriculturd labour, haf of the disabled women continue
to perform domestic work. Thereis no relaxation in the domestic division of labour.

Inasmilar way, scheduled caste people have to be more severely disabled than inhabitants of
the caste settlement before they will publicly acknowledge their infirmity.

Class dso determines the type and intendity of work, exposure to environmental hazards, poverty
and the capacity to ‘come out’ as disabled. By and large, landed disabled people are less severely
incgpacitated than landless agricultura labourers. Not only isthe latter’ swork more energy
intengve and hazardous but their work hours are longer (Jackson and Palmer-Jones, 1998).

4.1 Treatment and Response

The entire process of ‘car€’ isaso socidly condructed and extremey mae-biased (Table 3). While
53 per cent of caste maes seek and obtain some kind of trestment for their condition only 11 per
cent of (more severdly disabled) SC femaes can do this; 26 per cent fewer (more severely
incapacitated) caste women get any kind of trestment and their care is 75 per cent less costly onthe
average than that of men. Only men had trestment involving surgery. Among scheduled caste
people, even though their economic participation rates are much more gender balanced, 80 per cent
fewer women than men get access to trestment. The seasondity of viditsto clinics does not relate to
the timing of onset of an incapacitating condition, rather it reflects labour demands and the prior
compulsions of wage work. Trestment is more frequent in the agricultural dack season and is
usudly part of a multipurpose journey.

Table 3: Services Recelved by Gender (1995)

Males Females
Main Total Main Colony Total
Settlement  Colony Settlement
Total Disabled 57 16 73 74 9 83
Total Treated 30 9 39 29 1 30
Percentage of al Disabled
Adults Receiving Treatment 53 % 56 % 53 % 39% 11% 36 %




5. Costs

The cogts of being disabled have three components: i) the direct codts of treetment, including the
costs of travel and access; ii) the indirect costs to those who are not directly affected (called *carers
in the west) and iii) the opportunity cods, the income foregone from incapacity. The direct annua
cogts of incgpacitation vary staggeringly from the equivaent of 3 days work to that of 2 years
work for an average household of able bodied agricultura labourers with 2 adults and 2 children
(ALHH) in which amae income averaged Rs3,000 and afemae one Rs1,800 per annum. Direct
costs depend on the type and severity of the incapacity. The average annual direct costs, Rs
1,200 in 1995, are equal to 3 months incomefor an ALHH. The average orthopaedic
treatment amountsto 5 months' labour for an ALHH. Added to this are opportunity cogts, totaling
an average of Rs 1,800, that is4 months income for an ALHH. The average direct and
opportunity costs of incapacity for awoman are 25 per cent of those of adisabled man. This
gender differencein the trestment of disability isdueto i) gender ideologies expressed in gendered
differencesin the evauation of severity, ii) biased accessin trestment and socid response, iii)
gender roles stressing the subservience of woman, iv) differencesin earnings from gendered labour
markets and contractud arrangements and v) the dominant role of unwaged femae [abour in the
indirect cost component.

Indirect coststo ‘carers arisein only 4 per cent of cases where the disabled person cannot
complete thelr daily living tasks unaided. None of those who help with these persona tasks have
ever earned wages. Y et this addition to their domestic work burden has effectively excluded al of
them from ‘participation’ in the labour market. All the ‘carers are femde and oneis disabled
hersdlf. It isnot uncommon in these admittedly rare instances to find a girl removed from school for
such work, in which case she is denied future returns to education. We have not attempted to
compute this income stream foregone.

5.1 Theimpact on households and on the rural economy

For half the incapacitated men and two thirds of the women, the costs of treatment prohibit any
treatment at all. Most of these people continue to work more or less dysfunctiondly in the
agriculturd labour market and in their homes. Othersinterpret the trestment improperly, do not
complete it, share prescriptions, practices which lower both the direct cost of the response and its
thergpeutic impact. Even so, such households tend to be dosed with debt and make strong efforts
to minimise the economic dependence of disabled members.

In these villages, being incapacitated does not seem to affect social standing asjudged by
others: disabled people are not socialy excluded or ostracised on account of disability, amost
certainly because of its onset during adulthood. But disabled people have fewer days of
employment and lower wages when they work. Sight is more important than hearing to casud
agriculturd labour. An inability to contribute to the household economy definitely affects socid
gatus (hence there is a double incentive to minimise economic dependence: loss of status and
avoidance of debt). Statusis of particular importance in the lives of ederly, incapacitated men.
Disabled people are penalised not so much by stigmain the eyes of others but by shame in their own

eyes.
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Theonset of disability isan economically disabling event for the entire household. Theloss
of acomplete maeincome pitches an ALHH without savings immediately into debt. Thelossof a
complete femae income leads to an income loss such that an average ALHH cannot feed itsdlf
adequately (assuming expenditure on calories amountsto 85 per cent of the reduced income). In
over haf the cases of mae disability and over athird of those of female disability, households are set
on atrack of downward economic mobility as aresult of the loss of earnings of the incapacitated

person.

The sequence of coping and surviva tactics bears a strong family resemblance to those modelled for
the process of famine:

i) drawing down of savings,

i) incurring of emergency debt - typicaly in the region of Rs500 - from locd neighbours,

iii) increased debt from moneylenders and pawnbrokers,

iv) femae assats (jewels) disposed of before mae assets (land/ house Site);

V) begging from neighbours (and therefore caste folk).

In this process of degtitution, blind, landless widows without supportive children are the worst off.

We have atempted to summarise and stylise the evidence given us o asto caculate the likely costs
of disability to a household and to the rural economy (see Tables4 10 6). Table 4 usesthe
evidence on the numbers of adults involved, their gender and socio-geographicd originsin Table 2
to compute the proportions of disabled adults incurring the three types of cost due to disability and
the estimated average direct, opportunity and indirect costs for the year 1995. In Table 5 the
impact of the full cost of an average disabled person has been estimated for two types of
households, the first smulating the mass of the labouring population and the second smulating the
loom-owing agrarian dite. Here our data begin to cometo life. They show how an agriculturd
labouring household cannot bear the full cogts of a disabled mae without being plunged into
consderable debt, while the full cogts of a disabled man or woman in aloom owning household are
asubstantid drain while not threatening its dite satus. The income gap between labouring and dlite
household (afactor of a least 6 in the absence of disability) risesto afactor of 25 for disabled adult
women and towards infinity for men because of negative income streamsin the poor household.
Disability isthe more serious an economic shock the poorer the household in thefirst
place and it is economically differentiating.

In Table 6 there is an estimate of the socid cogts of disability to arurd economy, Smulated by data
aggregated for the three caste villages and three scheduled caste colonies.

Table 4: Cogts of Disability to a Household, 1995

Costs % of disabled people affected Rs
Direct:
men 5% 1200
women 36% 864
Opportunity:
men 47% 3,900-12,000" av: 7545

11



women 3%
Indirect 4%

1800
1800

1: the average is weighted according to estimated differences in incomes before and after disablement in actual

occupational distribution of disabled men (0.39 agriculture + 0.44 agricultural labour + 0.15 silk + 0.03 other (mill

work) = (2613+2451+1800+324)

Table 5: Differentiating Impact of Disability: Full Costs

Agricultural labouring household income

with disabled male

with disabled female

Silk weaving household income

with disabled male

with disabled female

5700

- 6900 = -1200

- 4464 = 1236

- 15000 = 21000

- 4464 = 31536

Table 6: Cogts of Disahility to Rurd Economy, 1995

(based on TVK Vvillages and colonies)

%

av income (Rs)

total income (Rs)

%

a RURAL ECONOMY

Landed agricultural hh 251
Ag. Wage Lab + Millwork 18
Agriculture pluslooms 10

12

9,200

12,600

27,500



Landless Agric labour hh 228 43 5,7000 1,299,600 18

Loom owning hh 18 3 36,000 648,000 9

525 7,029,480

b) SOCIAL COSTS OF DISABILITY

Direct costs males (dp. x0.57) 50,616
femaes (d.p. x0.36) 25,505

Opportunity costs males (d.p. x0.47) 249,999
femaes (d.p. x0.35) 51,660

Indirect costs (dp. x0.04) 11,232
389,012

€) LOSSTO RURAL ECONOMY  55%

Set againgt this smulated economy we see in Table 6 an estimate of the economic losses from locally
defined disabilities. The largest components of the socid losses are those pertaining to men. The
direct and opportunity costs of disabled women are one quarter those of disabled men, due,
firdt, to gender ideologies leading to the underva uation of the severity of femaedisabilities, second, to
gender roles stressing subservience and support and, third, to gender differencesin wagesin the labour
market. In addition the small component of indirect cost isborne by women and girl children. Thecost
to society of disability which directly affects 8% of adult men and 10% of adult women and
which indirectly affectsthelives of a third of therural population, connected by ties of close
kinship and living in the same householdsis about 5.5 per cent.

Thiscan bereadin several ways. There are those who would read thisasasmall loss. Disability does
not stop rura Indians from working. Disability is not much of a development problem. It is perfectly
reasonable then that disability should be outcast from the socid welfare agenda as it operates in

practice, eveniif it isincluded in policy rhetoric.

The vaue of micro-leve village research liesin its capacity to provide an dternative interpretation and
one we bdieve ismore reasonable. Fird it isadevelopment problem: a proportion of gross product
needing to be reduced. L osses to incapacity are exactly on a par with estimates of current
productivity losses due to under nutrition, losses inter preted as‘huge’. ® Second, it is a partia
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and underestimated representation of the socid cogts of incapacity due to the important invisble
contributions made by women in not acknowledging their own imparments in the first place, by their
unwaged reproductive domestic contribution to the economy and by their unwaged care for disabled
relatives. Third, this5.5 per cent can be read as underestimated because so many disabled scheduled
caste and caste men from landless and hardly-landed househol ds are coerced by poverty into continuing
to labour for wages. Fourth, theloss of productive income due to disability and incapacity reflectsthe
low wages pad to both mae and female agricultura labour — and thus the low opportunity cost of the
agricultural income foregone.

Irrespective of the exact type of disability (and many disabled people have moderate-degree
combinations of impairments which confound the notion of type ), there are socid rules regulating the
relaions between impairments, work compulsions, expert trestment, social assistance and domestic
care. Theseruleswork through land relations and control over productive resources, through caste,
gender and household composition. These rulesfurther lead to adigtribution of costs due to disability
which are highly unequa and in which those most dependent upon the labour market for income, those
anyway mogt socidly discriminated againgt, and those who are gender-subordinated, work without
socid acknowledgement until they are much more severely impaired thanothers. Landless scheduled
castewomen are particularly more vulnerableto excluson fromany trestment. Their household poverty
isthen exacerbated by the heavily male biased recour seto nar coticsand/or alcohol for therelief
of pain and of feelings o guilt, a form of therapy which can cost a labouring household

between 10 and 40 per cent of itsincome. This cost was not included in the calculation of the
costs of disability to therural economy. Nor were the opportunities and incomesforegone by child
subgtitute labour. Nor was the invishble, unwaged household productive and reproductive work of

disabled women. Nor wastheir unwaged work as carers, except for thetiny minority of women caring
for completely dependent disabled people. All these costsare unknowable, but they arenot trivid. If
included, they would in dl probability more than double the socid costs of disability.

However this gatidtic isinterpreted, the needs of disabled rura people are worth listening to. For the
fird type of interpretation, it is necessary to understand ways of increasing the physicd efficiency by
which disabled peopl e participatein the economy, for the second, to distinguish male and female needs,
for the third, to establish the rights of the disabled poor to social security and their real accesstoit and,
for thefourth, to look a waysof creeting livelihoods, improving the termsand condiitions of employment
and fighting for what the ILO (1999) calls ‘ decent work’ for disabled people.

6. Poor rural disabled peoples needs: goods and services

The fidldwork reported here has severd implications for any polity concerned with rurd poverty and
digtress. First, thereisaneed for schemesto increase the physical ease of economic participation. For
this, maleand femal e needs can be distinguished. Disabled women need accesstotr eatment, pureand
sample. Women did not receivetreatment for four reasons. Firgt, the costs of restorative equi pment and
clinica conaultations were consdered prohibitive. Second, the treatment of women's disabilities was
perceived asavery low domestic priority. Thus, even when households did have accessto liquid cash,
it was used preferentidly for agricultural investment or debt repayment. Also, if adisabled woman were
to seek treatment, an adult would be subtracted from child care and domestic chores leaving their
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respong bilities unfulfilled unlessthere were other women to replace her, acomplaint repeatedly voiced
by mae household heads. Third, many women appeared unaware of how to gain accessto restorative
equipment. Findly, there appeared to be astrong mistrust of alopathic medicd practitionersregarding
surgica trestment. Cataract operations had been recommended to four visualy disabled individuas
who were unwilling to invest ether time or money in the surgery due to the demondtration effect of the
failure of such surgery on neighbours. To these rurd people, medical treatment itself runsahigh
risk of being a disabling activity.

Both men and women need simplerestor ative equipment (spectacles, crutches, hearing aids). For
maost poorly sighted people, their visud disability was too mild to qudify them for any government
schemes enabling for free access to ophthamic tests, spectacles and facilities for the repair and
maintenance of restorative equipment. It is dtogether another matter that most had no idea such
schemes existed or that they might have rights of accessto them. The provison of spectacles would
have alowed them to undertake household or agricultural choreswith greater ease and efficiency, and,
in more than one household, might have alowed them to return to wage work and to participate more
fully in domedtic and socid life.

The second need was for short term assistancein theform of loansor grantsto cover accessto
hedlth care or equipment: of up to Rs 500 in 1995 prices. Disabled people are more vulnerable to
shocks and to codtlier “wear and tear’ in day to day living. Thisexpressed need isalso adisguised plea
for better public hedth care. Conditionswhich incapacitate workersare poorly recognised and treated.

Private hedlth care is much preferred, even by the poor. Inappropriate medicine may be prescribed;
half prescriptions obtained because of the poverty of patients; medication is often shared between

people with the same condition. Poverty leads to quackery by doctors being to some extent matched
with ddinquency by patients. By the standards of micro finance such loans would be extremey small
and pose acute problems, not of default but rather of administration cods.

The third need was for information, bureaucratic transparency and intermediation, most
specificaly for access to socid assstance entitlements which most commonly tekes the form of a
pension of Rs 75, four kilograms of rice per month, plusan annud alotment of two setsof new clothing
ayear. Thesepensionscan befor disabled, detitute, widowed or ederly individuas. Maost commonly
disabled people gain accessto old age and widow's pensons. Our research showed that the digibility
criterion for apenson for disability isextremey harsh. For disabled people who are unableto bring an
income into the household, a pension can be a vauable sociad and economic asset. The government
pension form is a andard document requiring information on the individua seeking the pension, and
detailsof their disability or their specific socid, age and hedlth datus. Accessto Sate pensionsrequires
both a birth certificate and the signature of a doctor supporting the applicant's clam. Because the
magority of disabled villagers did not fulfil the officia conditions for Handicapped Pensions, they were
often compelled to pay medica doctors large bribes to secure their support and signatures for other
kinds of Penson or Benefit (which they saw asinterchangegble). These bribesvaried fromtwoweek’s
to seven month'sworth of afemde agriculturd labourer'sincome. However, given that the pendonis
equivaent to two thirds of awoman’sincome, thebribemight beasmuch astheequivalent of 14
months _worth of penson payments: another swingeing indirect cost of disability which we did not
include in our caculation of socid codts._ In these three villages, 34 women had secured a widow's
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pengon with payments of bribes ranging from Rs50 - Rs 1,000. Therewerenoindividualsinthe
settlements who wer e receiving ‘Handicapped Pensions’.

6.1 Other Formsof Public Action :Uncivil Society

NGO activity isthin on theground. One chrigtian charitable organisation providesshdter and apeaceful
environment for disabled women. Certain medica doctors with a philanthropic dispostion give free
trestment for incapacitation (just as they do for other conditions). The internationa business-cum-
philanthropic organisations (Lions and Rotary Clubs) organi se peripatetic eye camps providing cataract
surgery, digibility for which isdetermined by the rural socid networks of thelargely urban professond
and businessman members. Of the concerns of theliterature on disability and devel opment: one, income
generation, is not seen by respondents as relevant to them and the second, empowerment, isseen asa
problem of governancerather than of loca socia and politicd attitudes. Of the concessionsfor dissled
peoplein education and employment, there was of course no sign in these villages, not so much because
of the derdliction of duty by the state as because so few of the rura incapacitated were digible through
their medica and educationd status and their age. Depending onthetype of disability, between 1- 3%
of medicalised and therefore severely disabled people have access to either an NGO or the State.

Incgpacity and disability in these rurd aress is dangerous to the individuas concerned and their
households. It causes efficiency lossesin the economy and isthe object of egregiousneglect. Feminist
economists have persuasively argued that Structura adjustment, initsreductions of public expenditure,
places adisproportionate compensatory burden on women, and in the domestic arena (seefor example,
Elson, 1992). With respect to rura incapacity and disability, this process of cutsin public expenditure
has been bypassed, for there was no public expenditure in the first place.

7. Conclusions

Evidence from the research area showsthat medicalised and Sate-legitimated definitions of disability are
but oneway that societies understand the concept of disability. The people we studied do not recognise
or experience disability in termsof the classifications or severity categories of themedica modd . Policy
based on the medical model overlooks the large number of mild to moderately disabled rural
adults incapacitated from rura work.® Conditions not disabling according to rigid medicalised
definitionsdo result in disability according to loca understanding and experience of hedth, ill-hedthand
wdl-being. For individuds living in a society where economic productivity depends on physical and
manud dexterity even a smdl loss of these skills can result in downward mobility. For the disabled
people in the region we studied, socid and economic standing is measured against capacity to work.
Disability is predominantly defined according to the dual compulsons of household
maintenance and thelabour market. It isanything preventing men and women from being part of the
socid reproduction of alabour process producing paddy, groundnut and sk sarees.

Types, combinations and intensities of disability have avarying socid impact on thedisabled individud
and their household in light of age, gender, household status, class and wedth, caste and existing Sate
provisonsin termsof rightsand socid wefare assstance. The mgority of adultsin these villageswere
only mild to moderately afflicted according to medica parameters. The ramifications for access to
sarvice providon for this doubly margindised population isther excluson from both private voluntary
sector and government programmesintended to improvetheir standard of living. Until voluntary and
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gover nment service providersmodify their per ception of who the disabled areand what their
needs are, the private and social costs of disability will remain high.

Caste and gender remain highly significant determinants of disability. Women, especidly
scheduled caste women, receive low priority for treatment. Identity as a disabled woman or as a
disabled colony inhabitant indicates a much higher degree of physica debilitation then is the case for
disabled caste men. For women, thisis the result of prevailing socid perceptions that even when
women are unable to earn an income due to incapacitation, they are fill required to carry out domestic
work.

The lower incidence of disabilities in the colonies results from the different socid context of
landlessness, poverty and the compulsons of work in which disabilities haveto be much more severeto
be publicly recognised as such. Not only does the condition of disability cause poverty by means of
direct, indirect and opportunity costs, but impoverished households are fundamentaly more susceptible
to disabling circumstances viamanutrition, defective accessto preventative and curative medica care,
exposureto disabling disease and an increased risk of occupation-related accident. Disability combines
with poverty to create Stuations of downward mobility which are more strongly experienced within
scheduled caste households. Caste, family size and reduction in economic opportunity converge with
disability to create a condition of amultaneous deprivation. Disability is differentiating.

7.1 Disability and Poverty as Development Issues: the Structur e of the Difference

It is society which is disabling rather than people who are disabled. Development indicates the socid
change which weskens the forces ‘disabling people’, households and classes. If gender and
environment can become intdlectud paradigms, why not dso disability which raises fundamentd
questions about human welfare?

Disahility, like gender, is a cross-class phenomenon, even if rdaions of disability manifest themsdlves
differently by class. Like gender, the relaions of disability are reinforced by socid divisions of labour
and by ideologies, which gppear naturd but areinfact historicaly constructed and which in practiceare
remarkably smilar to gender-based ideologies of subordination. Like environmenta issues, disability
has awesk condituency. Like caste, ethnicity and old age, disability isadistinct kind of passport to
exduson, intengfied with poverty, but cutting across poverty. Like poverty, disability entails politica
remoteness, but the second deprivation cuts across the first.

Gender and the environment have become influentid development narratives not only because of the
work of new socid movements but dso because of the impacts of feminis and environmenta
professonals - and of socid movements created and/or sustained by them in devel oped countries -
upon internationa development inditutions. Their current priority istheresult of ingitutiond enginearing.

The same congtdlation of forces is needed for disability, yet the congraints on disabled people as
activigs are far greater and more debilitating than those which curb the opportunities of women. The
support of non dominating professonds, thelocd state, and eveninternationd ad agenciesisthe more

necessary.
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Disahility isahighly varied condition. Complexity iskey to understanding its socia consequences. It
should not be and cannot be reduced to a single criterion for the purposes of policy formulaion. By
doing the latter, the pecific needs of individuals may be overlooked in favour of palicy transfersfrom
the west addressing the perceived needs of crudely categorised, severely disabled people. © As
important as the provision of restorative equipment isto disabled rurd Indians, so dso are smdl loans
and access to socid assstance; last but not least the improvement of rurd hedlth care and rights of
access to dl these public goods and services.

1.Jackson, 1988; Desai, 1990; ISS, 1988, p. 15-18

2.Either children arenot disabled or they do not survive.

3.Thisisnot toarguethat Vitamin A deficiency doesnot alsoplay apart in causing

such blindness.

4. 55% of production is not a minor problem. Von Oppen’'s 3state spatial
equilibrium smulation of gainsto trade and liberalisation in agriculturein India
gavetheresult that complete freetradeincreased gross production by (only) 2-3

per cent (von Oppen, 1978).

5.Lawrence Haddad, | FPRI, Pers. Comm, 2001. See Gillespie and Haddad, 2000
for Pakistan and Vietham. Estimates of GDP lost by protein-ener gy malnutrition,

iodineand iron deficienciesvary from 2.4t04 %, effectively halving growth r ates.

6. The medical modd also focusses on the individual rather than the social and

physical environment and on the body rather than the social being (L ang, 2000).
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7. For acritique of thelatter see L ang, 2000.

19



