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Abstract

Background: This study was done in order to understand compengeptions of developmental disabilities which ldobe important to
prioritise educational, financial and infrastruetiufacilities to the communityMethods: This focus group discussion, conducted in soutparh

of India involving four distinct categories of pdepin the community, identified speech delay an@esp disarticulation as the major
developmental disabilities in childrerResults: Interestingly, the groups themselves struggledhwick of understanding of common
developmental disabilities, their causes, managemead various preventive strategies available fealled children among the groups.
Conclusion: Further education of health care psifesls in identifying and accessing support nekwor manage these children with special
needs a proactive approach including incorporadfamaining in the medical and nursing curriculum.
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INTRODUCTION introduced at the time of initiation of discussicamd the topic
guide was adhered to in order to streamline themioteraction.
The discussion was written down in real time, andi@ recorded

developmental domains (i.e. gross motor, fine motorfor rec_all and analysis. The stud)_/ received ethaggdroval from
speech/language, cognitive, personal/social orvitie§ of the Child Development Centre, Thiruvananthapuraeraké.

daily living"! Although, perception of childhood disabiliies RESULTS AND DISCUSSION

differs in various sections of the community retat® the
socioeconomic and educational status, understarspegific
patterns is important in prioritising health infirasture needs,
especially in view of paucity of data related testihis study,

undertaken in the state of Kerala situated in sauttpart of speech articulation. They believed that majotses of

India, attempts to explore these issues developmental delay like cerebral palsy constitutely about 1
MATERIAL AND METHODS to 2 % of the total cases. In a previous study ootetl in
1Lnorthern India, it was demonstrated that parentsgdee speech

Focus groups are a form of group interview thaOI | . tant probl d there is | , f
capitalises on communication between participamtsrder to elay as an important probiem, anc there 1S fa reness o
gther forms of disabilities in childrefi.

generate datd. Here, the groups are encouraged to talk to on

another, ask questions, exchange anecdotes and extnum Regarding the common causes identified for deveéoyat
each others' experience and points of Viéw. disabilities, adverse antenatal factors were ifiedtias the major

For this study, Focus group discussion was conducte"2USe: An adverse emotional event during pregnancs

among mothers attending outpatient department ofmal4 reczlgnlse(_j as;ﬂ%n |rr.1pc|)trr:ant ;‘]act';]or contrzlbqtlngfuve_dcldpmetn;al
Hospital, Kanjoor, a rural hospital, MBBS intern§ Amrita _p:jro t_(fe_mj tl)n chi r(:r:ha oug ,Se m(;cdalmsm uu_mj:u 30 et
Institute of Medical Sciences, nursing interns afmsla Hospital : f?n Itleb y anyg (—:;glroulf)s.f tpee(I: i € aly “me ere hn,jl(()s,,
and Amrita Institute of medical sciences and prymachool 0 en“ 0 ”e seconaary to lack of sumu'ation. isecat speech, “ka
. - and “tha” tends to be confused by children and thpgeared to
teachers of Kanjoor government primary school, egcbup . g .
I . . interchange these words. They believed that thigdcbe a normal
consisting of eight participants selected randomhe study was

. . developmental deviation. The group was unsure howchm
conducted over a period of 6 months with two hapsnt on each . .
) . . . importance could be given to such problems.
session. The factors taken into consideration dutime focus - ) ) _
group discussion are given in table 1. The topis firat The groups were divided on the question of incleisiv

Address for correspondence* education. There was concern regarding the posgibiif
Dr. H . Gopakumar inability of these children to adjust with the rest normally

. —_ performing children, while others felt that incoragtion of these
Assistant Professor , Dept of Paediatrics disabled children in normal education system couldfact
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South India fos_ter development. Aggressiveness an(_JI inattergs&nin
' children were thought to be not well perceived hyents, and
were often accounted as normal childhood behavibhis lack
of understanding could contribute to delay in segkielp and

Developmental delay in a child refers to significan
deviation in the acquisition of skills, in one orora

The groups believed that there was 20-30% incidefice
developmental delay in the community, mostly sukdied
minor. The most common disability encountered bly thé
participating categories was speech delay folloedifficulty
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treatment of the same.

Parental education and awareness was considered
major strategy in management of developmental problin
children. As far as interventions were concernée, groups
agreed upon speech therapy as the most importestialply
reflecting their perception of speech difficulty #se most
common developmental abnormality. Health care pitmal

education and awareness was a major preventive umeas

indicated by medical residents. However, the graopggeneral
including the medical residents appeared to be armawf the
concept of early stimulation, which has been welhdnstrated
to significantly improve the quality of life of dibled
children®

Early identification and management and improveme

in nutrition were considered by majority as the onaj
preventive measures against developmental digebiliKerala
being the most literate state in India, it is widbElieved that
the employment status is better and hence thergppatential.
However, earning potential appeared not to traesiato
provision of better nutrition for children. Hendbere is still a
knowledge gap in nutritional requirements in spitehe high
educational status. However, it appeared that tbaps were
not sure of the mechanism of interaction betwedrntimn and
developmental delay. Earlier reports in literatnaee indicated
that about 60% of disabilities could be accounted iy
environmental factors, and micronutrient deficiesclike iron
and folic acid®

Kerala is also considered a state with high suicialz.
The groups felt that the psychological effect oégance of
having a disabled child resulting in depressionclvhincreased
the incidence of suicide. The groups felt that fmancial
constraint was not a factor in caring for thesddcbn given
the economic stability of the people of the state.

On the matter of awareness of support systemse tiser
gross lack of awareness among the groups of sumystems
available for disabled children. Among the variosspport
systems available for disabled people, the paseitip were aware
only of governmental financial aid. Medical studeappeared to
be better aware of the facilities available, buill dcked
understanding of administration of these faciliti€his reflects a
lack of information regarding the various governtaén
programmes and the different facilities availabte tlisabled
children, resulting in underutilization of thesessjalised facilities
by doctors and other health professionals. A previctudy
conducted in Kerala indicated that 52% of disabfedschool
children did not utilise the rehabilitation senscespecially with
regards to speech and hearing disabffity.

There was increasing concern regarding lack of pare
awareness of developmental disabilities resultinglang term
health implications. Many minor abnormalities weomsidered

Table 1— Topic guide for focus group discussion

variants of normal state and neglected. This néede addressed

adequate education to medical staff, teachatg@the parents

appropriate government initiatives. The medicatriculum
could be improved upon to impart education witharelgto early
identification and management of disabled childr&here is a
dearth of speech pathologists and allied healthfepsionals
employed in the community. These specialists tend be
concentrated in major public or corporate hospitasking public
access to these facilities limited. There should abg@roactive
government initiative to address this deficiencyider to improve
the general health of the community.

The study being qualitative, objective assessménthe
impact of developmental disabilities couldn't bedmaMoreover,

n:ghe focus group discussion had focussed on thebitiiga

erception of specific sections of the communitycihmay not be
representative. However, the study provides impoitssights into
the various perceptions on childhood disabilitisd educational
lacunae in the medical and nursing curriculum widyard to
developmental issues in children which could becwjpor future
research, discussion and appropriate remediation.
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