
Editorial 

DEVELOPMENTAL 
DISABILITIES 

Over the past two decades, there has 
been a distinct improvement in child 
survival in India. Secular trends from 
Sample Registration Scheme data indi-
cate that under five mortality rate is 
"declining at an average rate of 3% per 
annum(l). Concern has been expressed 
that this diminished mortality may 
simply be adding to the pool of substan-
dard survivors. It is, therefore, logical 
that urgent attention should be simulta-
neously directed towards the quality of 
life in the surviving children. In this 
context, prevention and treatment of 
developmental disabilities is a high pri-
ority area. 

Amongst the several available defi-
nitions of developmental disabilities, 
the following is useful for epidemio-
logical considerations. "Developmental 
disabilities, a collection of chronic con-
ditions originating in childhood, are 
manifested as physical, psychological, 
cognitive, or speech impairments"(2). 
Examples of these conditions include 
mental retardation, cerebral palsy, deaf-
ness, blindness(3) and locomotor dis-
orders. Developmental disabilities are 
usually life-long(3). 

Reliable national data on the preva-
lence of various developmental disabili-
ties are scanty even in highly developed 

countries(3). A recent national survey of 
17,110 children in USA, in broad agree-
ment with the earlier impressions, con-
firmed the magnitude of the problem(3). 
An estimated 16.8% (one in six) of US 
children below 17 years of age were 
reported to have ever had at least one 
developmental disability. About 30% of 
these affected children had more than 
one developmental disability. The 
estimated national prevalence of the 
individual developmental disabilities 
ranged from approximately 0.2% for 
cerebral palsy to 6.5% for learning dis-
abilities. Deafness or trouble hearing, 
delay in growth or development, and 
emotional or behavioral problems were 
quite common with prevalences of 3.5%, 
4.0%, and 6.1%, respectively. These con-
ditions taken together had a substantial 
impact on the health and educational 
functioning of affected children: 1.5 
times more doctor visits, 3.5 times more 
hospital-days, twice the number of 
school days lost, and a 2.5 fold increase 
in the likelihood of repeating a grade in 
school compared with children without 
these conditions(3). 

Similar Indian data is virtually non-
existent. Isolated macro (National Sam-
ple Survey, 1981-1983) and micro pre-
valence surveys have been conducted, 
mostly by non medical personnel(4-9). 
Firm conclusions based on these sur-
veys are difficult due to variations 
in methodology, definitions and age 
groups studied. Nevertheless, it is 
reasonable to conclude that develop-
mental disabilities are a significant 
problem in our milieu too; the report-
ed prevalences ranging from 5.4% to 
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15.3% of the entire population. These 
figures are likely to be underestimates 
since only the severer disabilities would 
have been identified by the survey 
methodology. Further, the spectrum of 
developmental disabilities is different 
from the western population. Either 
visual, mental, orthopedic or speech 
disabilities have predominated in differ-
ent reports(4-9). However, a striking 
feature is the presence of morbidities 
amenable to simple interventions such 
as xerophthalmia, poliomyelitis associ-
ated lameness, rickets, and birth as-
phyxia or birth trauma related mental 
handicap. 

Several compelling reasons, there-
fore, necessitate the need for directing 
urgent action towards prevention, con-
trol and management of developmental 
disabilities in our context. These include 
the magnitude of the problem; the 
human tragedy; the enormous cost in 
terms of economic and social loss to 
individuals, families and societies; and 
the possibility of effective prevention, 
control and management within our 
resources and frame work. 

Drawing on the vast experience of 
developed societies, clearly defined 
principles in the management of a child 
with developmental delay can be enun-
ciated(10): (i) Multidisciplinary teams 
are more effective than a therapeutic 
approach; (ii) The whole development 
of a child needs to be considered rather 
than a single deficient area alone; (iii) 
Home based programmes are more 
effective in the young preschool child 
than centre based programmes alone; 
(iv) Parent involvement in partnership 
with professionals is essential for sus-
tained progress; (v) Maximum effective- 
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ness is achieved when parental skills 
are increased; and (vi) Programmes 
commencing earlier in preschool years 
are more effective than those that 
commence late. This concept has been 
recently challenged and evidence sup-
ports benefits for the disadvantaged 
rather than the disabled(10,ll). 

Multidisciplinary team work is the 
cornerstone of ideal management of 
children with developmental disabili-
ties. Apart from the Pediatrician, the 
other vital members of such a team 
are Therapists, Special educationists, 
Psychologists, Social Workers, as well 
as other medical specialists like 
Pediatric Neurologists, Ophthalmolo-
gists, Otorhinolaryngologists, Ortho-
pedicians and Dentists(5). Pediatricians 
have a central role to perform since of-
ten they may be the first or the only 
professional in contact with young 
children or their families to school 
entry(12). The Pediatrician must, 
therefore, become skilled in 
recognizing, evaluating, .managing and 
referring for additional assessment or 
community services preschool children 
with, or at risk for, developmental 
disabilities(12). 

Considering the prohibitive cost and 
lack of infrastructure and trained 
specialists, the ideal management of 
children with developmental delay in 
our context appears to be an illusion or 
at best restricted to few isolated centres. 
It is apparent that bold innovations 
based on firm scientific footing are 
essential to offer the best possible under 
the circumstances. A few pertinent 
aspects in this context are enumerated 
below. 

Defining the Problem: Urgent commu-
nity based data is necessary to define 
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the true extent of developmental dis-
abilities and the relative contribution of 
different types to plan effective inter-
ventions. An insight into the possible 
etiological factors is imperative before 
embarking on large scale preventive 
programmes; the western strategies 
may not be applicable here. For 
example, for mental handicaps, birth as-
phyxia and trauma, iodine deficiency, 
early childhood infectious diseases 
(measles, whooping cough, tuberculous 
or pyogenic meningitis), adverse social 
situations, and severe malnutrition are 
important preventable causes in devel-
oping countries(13) whereas genetic and 
metabolic abnormalities may contribute 
up to 45% in developed countries(14). 

Routine Developmental Screening: 
Despite the uniformity of international 
opinion on the importance of develop-
mental monitoring for early identifica-
tion of disabilities, there is no consensus 
as to how such monitoring should be  
performed(15). The prominent British 
and American Pediatric Organiza-
tions(16) do not recommend the routine 
administration of developmental 
screening tests(15). A process of deve-
lopmental surveillance(17), which en-
compasses all primary care activities 
involved in monitoring child develop-
ment, has been suggested as a compro-
mise. A feasible integration of child 
development with other components of 
child health monitoring is the current 
goal in the context of developing 
countries(15). 

Developing Culture Appropriate Assess-
ment Tools: Early identification is impor-
tant because of the potential for im-
provement of outcome through educa-
tional  and  rehabilitative  services  for 
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children with, or at risk for, develop-
mental disability. The most common 
presentation of a developmental disabil-
ity is failure to achieve age-appropriate 
developmental skills(12). The standard 
development tests are too cumbersome 
for routine use and need to be simpli-
fied and modified to suit the local 
cultural norms. Local simplified adapta-
tions, requiring minimal or no kit, have 
been successfully validated and recom-
mended for use by paramedical person-
nel with minimal training(81,19). The 
exciting possibility of initiating action 
through combined psychosocial deve-
lopment and physical growth assess-
ment in a home-based growth and 
development record is undergoing field 
trials(13). 

Child Development Centers: Tertiary 
centers offering good facilities are also 
essential for appropriate referral care 
and operational research. The nidus of 
such   existing   centers   in   the   coun-
try(15,19,20)   must   be   widened   and 
replicated. The high risk approach and 
utility of early intervention in the exist- 
ing  hospital   set  up  has  been  high 
lighted(15,19,20). 

Parental Participation: The pivotal 
role of parental participation in manage-
ment of developmental disabilities is 
well established in developed societ-
ies(10). Parental concern should not 
simply be met with reassurance, but 
should be taken as a valuable indicator 
of either probable developmental prob-
lems or the parents needs(21). In the 
context of developing countries, illitera-
cy, sub-optimal development stimulat-
ing environments and limited trained 
manpower and resources, argue strong-
ly for a family based care. 
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Use of Existing Health Infrastructure 
and Low Cost Technologies: The existing 
health infrastructure should be utilized 
for optimal cost effectiveness. The study 
by Mathur et al. (9), published in this 
issue, has demonstrated the ability of 
Anganwadi Workers of the Integrated 
Child Development Services Scheme to 
detect and prevent childhood disability. 
The findings need confirmation in di-
verse conditions before a formal recom-
mendation of national scale programme 
is envisaged. Similarly, the simple tech-
nology of bag and mask resuscitation 
for management of birth asphyxia is be-
ing recommended under the Child 
Survival and Safe Motherhood 
Programmes. 

In conclusion, urgent efforts should 
be directed towards prevention, control 
and management of developmental 
disabilities and a great deal can be 
achieved even with our limited 
resources. 
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