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ABSTRACT

This paper draws attention to the stress levels and coping strategies used,
in the families of children with autism. Differences in the stressors
perceived and coping strategies adopted by the father, mother and siblings
of a child with autism have been discussed. Given that pre-intervention
parental stress levels predict the success of early intervention programmes
and determine the prognosis, the paper highlights the importance as well
as the lack of providing psychosocial support to the families of children
with autism. The authors have illustrated various ways of delivering
effective support services for parents. The article progresses from child-
centred, professional dependence for service delivery to developing
strategies that are family centred and encourage active participation of
parents of children with autism themselves. The paper also draws attention
to the prevailing scenario of autism in India.

INTRODUCTION

Research tellsusthat parents of disabled children are particularly vulnerableto stress. High
levels of distress have been found in up to 70% of mothers and 40% of fathers of severely
disabled children (1). In addition, both the general psychological literature and specific studies
of disabled children show that parental distress and family functioning impacts childrenin
numerous ways, affecting their cognitive, behavioural and social development. Although
there are many other developmental disorders, which also present parents with ongoing
grief, autism is unique in several ways. First, this disorder has no clear biological marker,
unlike many other developmental disabilities such asmental retardation, deafness, blindness,
and aphasia. Without a definitive test, the diagnosis of and prognosis for autism is fraught
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with uncertainty. Thisambiguity makesit extremely difficult for parentsto accept thechild’'s
condition. Second, because it is characterised by problems of socia interaction, such as
forming attachments and showing affection, parents of children with autism are often denied
some of the fundamental rewards of parenthood. As aresult, autism has been considered as
one of the most complex and intractable developmental disorders with which families may
have to cope. In fact, research has shown that autism can create greater parental anxiety and
tension than parents of non-disabled children (2); than parents of children with other physical
or learning disabilities (3); or parentswith children with other developmental disabilities (4).

Characteristics that are common among children with autism and contribute to parenting
stress, include scattered intellectual abilitiesor isolated skillsand pervasive problem behaviour
such as self-stimulatory behaviors (5). The deficit in emotional expressiveness of autistic
children may lower empathy between mother and child, and thus induce greater parental
stress. Existing studies of families of children with autism suggest that behavioural, social,
and cognitive dimensions of the disorder are associated with stressin parents. It istrue, that
the more severe the child’s symptoms, the greater will be the degree of parental stress (4).
Furthermore, the more the negative characteristicsachild has, the more socially isolated the
family will be (6), and morethefeelings of stigmatisation that they will experience. Gray (3)
found that almost all parentswith children with autism havefelt stigmatised in public situations
(for example at the supermarket or a shopping mall), and that parents of younger and/or
more severely disabled children felt more stigmatised. Other important factors associated
with parental stressinfamiliesof children with autism, include, feelings of loss of personal
control, absence of spousal support, informal and professional support. Adjustmentsto the
reality of the child’s condition, housing and finance are some of the other factorsthat influence
parental stress. In the cases of families with aggressive or violent children, the parents
experienced high levels of stress and had few resourcesin terms of treatment or residential
placement to deal with their situation (7).

As a result, family members of children with autism, are often perceived to experience
negative psychological effects. Studies have found parents of autistic children to be at a
higher risk for depression, social isolation and marital discord. Some parents go through
periods of disbelief, deep sadness and depression and self-blame and guilt whereas others

63 Vol.16 m No. 2 m 2005

J.C. No. 123. D:\Jayaprakasn\A P D R JMAPDRJ Vol.16-2.pmd



Asia Pacific Disability Rehabilitation Journal

experience helplessness, feelings of inadequacy, anger, shock and guilt. It is clear from the
available studies, that the impact of the disability isborne by thefamily asaunit. However,
while the mother, father and the siblings get affected together as a family, the effects of
autism are felt individually as well. The brunt of caring for the child with autism has been
showntofall predominantly upon the mother, who may asaresult, experiencelow parenting
competence, less marital satisfaction, family adaptability and significant levels of chronic
stress and fatigue (2). Also, mothers of children with autism were found to be easily upset
and disappointed with their child; greatly concerned about their child’s dependency; lack of
vocational activitiesto keep their child busy, and very aware of personality problemsintheir
child. According to Gray (7) mothers were much more likely to claim that their child’s
autism had severely affected their emotional well-being. It al'so had a significant effect on
their careers. For those who did manage to work, they were often forced to miss work,
perform below their normal level or drop back to part-time status. It was also found that for
some mothers, this caused resentment. Mothers were also the parent who was most likely
to be held responsible for their child’'s behaviour; both by their husbands and by people
outside thefamily. M otherswere al so significantly concerned about the effect of their child
ontheintegration of therest of thefamily. Mothers with an adolescent with autism, reported
presence of significant levels of family problems, behaviour difficulties, and limitations of
physical abilitiesand self-help skills. Moreover, these motherswere found low on ability to
cope by maintaining their social system, self-esteem and psychological stability.

Thereis considerable and consistent evidence that mothers experience greater impact than
fathers. Gray (7) found that the most striking difference between mothers and fathers was
thediffering personal impact of their child’s autism. Although most fathers noted the severe
difficulties that their child's autism presented for their families, they usually claimed that
their child’s condition did not have asignificant effect on them personally. For fathers, the
most serious effect of their child’s autism was the stress experienced by their wives. The
relatively less severe impact of the child’s autism on most of the fathers appeared to be at
|east partially dueto the gender roles connected to work and child rearing (7). Inthisregard,
fathersmay have seen hel ping their child to reach financial independence, asbeing consistent
with their role. It was noted that the fathers felt that their sacrifice was in having to work
harder to support the extra demands on the family, asaresult of the child’sdisability. Burke
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and Cigno (8) concur with these gender differencesin the perceptions of and participationin
parenting. Fatherswerefound lessinvolved with physical care and domestic tasks, but can,
and do provideahigh level of support. Also, the fathers experienced considerabl e stressdue
to continual disturbed sleep and the need to take time off work, to support their partner in
managing the child'sbehaviour.

Mothers and fathers also cope differently with emotional distress, with fathers typically
suppressing their feelings, often at the cost of anger (7). A perceived lack of support from
predominantly male partners has been described (8). It is also suggested that fathers
sometimes ‘ coped’, by working away from home. Mothers tend to vent their feelings and
had awider range of emotional expression, feeling grief and sadnessin addition to anger and
crying. They rely on talking to friends and family as away of dealing with their emotions,
particularly with other mothers with achild with autism. Gray (3) a so found mothersto be
more stigmatised by their child’sdisorder. Stigmawas exacerbated among those with children
who were more severely disabled or children under the age of 12.

Research indicates that siblings of children with autism are also at risk of bearing the
psychological and emotional brunt of growing up alongside a child with behavioural
difficulties. Many siblings have felt that their parents perceived their needs as being
secondary, with more time and attention given to the child with autism. Whilst they may
have a deep love for their sibling, they may also harbor feelings of resentment at the
amount of time their parents are spending with the child with autism, and feel that they
are being treated unfairly. Feelings of anger, embarrassment and guilt are also normal, as
is feeling very protective of their sibling (9). It has been reported that the siblings of
children with autism have high levels of loneliness and problems with peers. Kaminsky
and Dewey (10), found loneliness to be related to a lack of social support from friends.
Social support from classmates was al so significantly correlated with academic problems.
Siblings of children with autism are significantly morelikely to experience depression than
the general population. Along with psychological problems, exhaustion may affect siblings
who may be responsible for domestic tasks and physical care. Problems can also be there
when the increased parental expectations are not accompanied by increased parental
time or attention.
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Thereisresearch evidencethat family stress can contributeto unfavorable prognosis. Family
stressassociated with limited financial resources, lack of appropriate services, and insufficient
support systems are examples of family system risk factors that can contribute to poor
prognosis (11). Environmental risk factors such as lack of services and negative attitudes
can also have an adverse influence on the prognosis of the child with autism. One research
finding of particular importanceisthat pre-intervention parental stresslevels may be one of
the strongest predictors of the success of early intervention programmes (12). However,
adaptive coping strategies, informal social support sourcesand beliefs about the efficacy of
theinterventions were associated with lower levels of stress (4). Thus, the combined effects
of individual, family, and systemsrisk factorsinfluence the development of the child.

IMPORTANCE OF PARENT-SUPPORT-SERVICES

Epidemiological reports suggest that the number of children who arereceiving diagnosis of
autismand ASD isrising (13). Thishigher prevalence could be partialy attributed to better
assessment procedures or better understanding of autism and pervasive developmental
disordersand of the heterogeneity of behaviorsof individual with autism. Additionally, many
children are receiving diagnosis at earlier ages. While in the past, children typically were
diagnosed around the age of 5 years when they entered school (14), there is now a great
deal of knowledge about how to service preschool-age children. Consequently, children as
young as 2 to 3 years, who exhibit behaviour associated with a diagnosis can qualify for
early intervention services. This alarming rise in the number of children, clearly calls for
additional servicesto meet the needs of these children and their families.

Prevalence estimates indicate that there may be as many as 2 million people in India with
autism (15). Yet, autism as an area of research is still emerging in the Indian sub-continent.
Aluri and Karanth (16) found that most parentsreported that they initially consulted pediatricians
regarding their child’sproblem. Professional ssuch aspsychol ogists, speech language pathol ogists
and specia educators were often consulted later. Parents reported that early referralsto these
professionals for appropriate intervention, would have helped and stressed the need for this
information being made availableto medical practitioners. In hiswork, Peeters (17) noted that
ontheir lists of priorities, the association for parents’ of children with autism emphasised the
creation of specialized diagnostic and home-training services, classrooms for children and
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adolescentswith autism, living and working facilitiesfor adultswith autism, crisisintervention
centres and weekends devoted to developing social skills.

Kohler (18), cited some of the problems and concerns, as reported by families, related to
quality serviceprovisionfor their 3to 9 year old children with autism; these concernsincluded
difficulty in accessing services, limited involvement in interventions, services that are not
effectivein meeting the needs of the child or family, and alack of interagency collaboration. In
India, wherethe rehabilitation of childrenwith autismisrelatively new and consists of scattered
and isolated efforts, Aluri and Karanth (16) collated information on rehabilitation services
availablefor childrenwith Autis/PDD in Bangal orecity. They found very few centersproviding
rehabilitation services specifically for children with autism. Also, in spite of the fact that the
maximally availed services are behavioural, communication, special education programmes,
and medical management services; but these services were not available at any one center.

From the developmental systems perspective, children are participants of many interacting
systems. Those systems generate and are affected by sociocultural ideologies. In hiswork
with individualswith developmental disability, Vygotsky (19) maintained that the principles
of development do not differ for those with mental retardation or other disabilities. He
viewed the primary difficulty for the child with developmental disabilities, as the lack of
acceptance within the sociocultural milieu. He considered collaboration as essential for the
development of higher psychological processes, and he emphasi sed theimportance of children
collaborating in adiverse group.

Vygotsky’s view was that children compensate for their disabilities. The task of the
collaborative community, then, isto aid inthat compensation. He considered the compensation
to be “round about developmental processes,” that restructure and stabilise psychological
functioning. Thus, athough Vygotsky considered the fundamental processes of devel opment
to be same for children with developmental disabilities, he maintained that support from
sociocultural superstructure was essential for optimal development (20).

DEVELOPING PARENT SUPPORT SERVICES

Conventionally, intervention for children with autism usually involves a therapist who is
usually the sole developer and implementer of training programmes. Instead of a natural
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environment, therapy isconducted in aclinical setting for adesignated number of hours per
week. Alternatively, an expert in agiven area(education, communication, physical therapy,
etc.) conducts observations and assessments either in a clinic or in the child’s natural
environment and provides written and/or verbal recommendations for programme
development. This may then be followed-up to see whether the programmes are being
implemented smoothly.

Attemptsare now made, to involvethe parentsin theintervention programmesbeing designed
for the child. In India, the demand for service providers far exceeds the supply of available
professional's, and the cost attached to accessing these services can be high. The professionals
can therefore train parentsin setting up their own individualised treatment programmes for
their child. An expert may provide aninitial short-term, hands-on training to the parents and
then monitors student and trainee progress with afollow-up when as necessary. Parents are
increasingly being taught the implementation of the programme through modelling and
rehearsal; and the parents practise the programme with the expert’s feedback (21). This
method has been reported to be successful in training parents to teach a number of skillsto
their children, including play skills and communication (22). Involving the parents at this
level, by providing more information and making them an integrated part of the child's
education programme not only enhancesthe child'sskillsbut isasoinstrumental inreinforcing
belief in their own competencies (14).

INTERAGENCY COLLABORATION

Families seeking to be an integral part of service-delivery process face many difficulties
(21). Given the fact that autism is a spectrum disorder, it follows that a child with autism
benefits from the presence of a variety of special educators (e.g. sensory therapist,
occupational therapist, speech therapist etc.). A key worker or a link person is assigned,
whom the parent approaches for advice about any problem related to the child (23). The
key worker in turn, maintainsregular contact as needed with the family, and hasresponsibility
to work together with professionals from arange of services, and coordinating support for
the family. Particularly important aspects of the service are the key worker’s knowledge of
and ability to accessinformation and servicesfrom arange of agencies. Some of the positive
effectsin familieswith key workersinclude higher parental morale, receipt of more practical
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help, greater satisfaction with respite facilities, and lessisolation. The greatest value of the
servicewas seen as having someoneto talk to, whom parents could turn to for help whenever
they needed (24).

Sloper and Turner (25), found that familieswho did not have akey worker had significantly
more unmet needs, and that thiswas particularly the case for familieswith the most problems
and fewest resources. Beresford's (26) survey indicated that families, who received a key
worker service, did report better relationships with professionals, but not necessarily less
problems with services. One of the significant reasons was suggestive of this role being
taken onin an ad hoc way by aparticular person, rather than it being an official part of their
role. Thus, changesin service personnel or increasing demandsof ‘ official’ roles may result
in a cessation or decrease in the key worker function.

DEVELOPING EFFECTIVE COPING RESOURCES

Coping with stressful situationsthat are beyond one’s control isone of the greatest challenges
of life. With no scope of reducing or eliminating the sources of stress, such situationsrequire
strategies where one changes the self to fit the situation. Understanding the ways of family
coping isvery important, asthese are central to cognitive models of stressand coping often
applied to families of children with disabilities (27). Studies have also shown that coping
resources and strategies used by the families has a more decisive effect on the stress
experienced by them, than the child specific variable (e.g. age, sex and severity of problem);
and socio-demographic variables (e.g. socia class, income and domicile) (28). Randall and
Parker (29) suggest that often there are two genera ways of coping, that the families use.
Firstly, they maketheautistic child the center of thefamily’ sattention and effortsand secondly,
subjugate natural and spontaneous emotional expression, in order to show greater patience
and understanding towards the child with autism. Though these strategies may be helpful in
the short term, they prove detrimental to the mental health of the parentsin thelong run.

Gallagher, Beckman, & Cross, (6), identified the following as important coping strategies
that influence the stressfelt by the families: expectations, attributions, parent’sview of the
causation of the handicap, nature and quality of daily interactions with the child, parent’s
notions about their child’sefficacy as‘ changing agents’ infacilitating child’s development,

69 Vol.16 m No. 2 m 2005

J.C. No. 123. D:\Jayaprakasn\A P D R JMAPDRJ Vol.16-2.pmd



Asia Pacific Disability Rehabilitation Journal

attitudesand social support. Other mediating factorsthat have beenidentified, includefamily
beliefsand perceptions, religiousand moral beliefs, overall philosophiesand ideologiesheld
by thefamilies, family lifestyles and extent of harmony inthefamily (28).

Theway inwhich afamily functions, isinfluenced by the parent’s perception of their child’'s
difficulties. Dunn (30), studied children’s close relationships and suggested that afamily’s
response to thistype of stressinfluenced the siblings’ perception of the situation. If parents
react positively to their child with special need, then the sibling rel ationship tendsto be more
positive. If the parentstook an optimistic and caring view, then the sibling was morelikely to
do the same. Thusthe parent’s ability to accept their child’'s difficulties influence the ways
in which afamily functions. Cognitive mediation plays a significant role in such stressful
situations and can be conceptualised in terms of two interacting processes. appraisal and
coping (31). Appraisal may determine whether asituation/encounter is personally stressful
or not, thus altering one’s cognitive appraisal can reduce stress. The impact of events still
perceived as stressful can be minimised through effective coping skills.

In India, some of the most commonly used coping strategiesin times of distressisreligious
belief, destiny, karmatheory, and theory of reincarnation. Dalal and Pande (32) investigated
cultural beliefs and attitudes of arural Indian community towards physical disability. The
resultsreveaed fatalistic attitudes and external dependencein familieswith disabled children.
Bhan, Mehta and Chhaproo (33) found that irrespective of the economic status of families
withachildwith disability, intervening factorslike mother’s persondity, optimism, and religious
support were found to alleviate the degree of stress. Positive attitude, socia support and
faith in God, hel ped mothers generate psychic energy to cope with the physical, emotional,
and financial aspects of care giving.

Interventions focused on parents coping skills have reported positive results. These
interventions useideas from stress and coping theoriesto inform parent training in problem
solving and decision-making, communication skills, skillsin accessing and utilising social
networks, and coping strategies such as positive self-statements, self-praise and relaxation.
Some successful strategies include gaining perspective, finding meaning in an event,
acceptance, positive reinterpretation, and humour (34). Training has often been carried out
in groupsrather than and individual programme. I ntervention group mothers showed agreat
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deal of improvementsin communication skills, coping skills, satisfaction with family support
and intimate support (35). Sibling support groups have been found to benefit siblings of a
child with autismin offering support, but ideally follow-up sessions should be organised (36).

In their article Gupta and Singhal (37), report studies recognising families that have been
successful in devel oping positive perceptionsregarding raising achild with disability. It has
been reported that families with a child with disability can and in fact do have positive
perceptions which leads to a better quality of life for the family, and scope for maximising
the child’s potential. Positive perceptions play acentral rolein the coping process and assist
us in dealing with the traumatic and stressful events (38). Not only do they benefit the
parents and the siblingsin coping with the child, the disability, and the difficulties associated
with it; but it also helpsthe family unit asawhole.

PARENT-PROFESSIONAL COLLABORATION

Collaboration between families and school s additionally supportsthe powerful role of parents
intheir children’seducation and therefore, provides good interventionsfor the children (39).
Thisapproach considersthe child and family characteristicsthat areimportant in designing
interventions and providing suggestions when problems arise. Conjunct behavioural
consultation has been used to improve social skillsof children who are socially withdrawn.
Results have demonstrated greater improvements in children’s socia skills, following a
collaborative approach rather than when only the teacher isinvolved (40).

Parents of children with disabilities are not only included in direct intervention of services
through parent education, but they are also considered valued members of their children’s
special education team (41). Parents have been particularly empowered through
Individualised Education Programme (IEP) meetings and | EP documents, whereby, they
can be active participantsin the assessment, devel opment, and evaluation of their children’s
school programmes (39). This approach encourages the amount of coordination between
children, their families, agencies, and schools.

PARENTS AS THERAPISTS

It is now frequently acknowledged, that parents are the single most important resource for
any child and must be an integral part of the service-delivery and planning process. Given
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thefact that children spend the early years of life under nearly constant parental supervision,
parents can serve as primary educators by directly teaching their children throughout the
day inavariety of natural settings. Thereisashift inthefocus of intervention servicesfrom
child-centered to family-centered (42).

Tunali and Power (43), studied how mothers coped with the stresses of raising an autistic
child. Theresultsindicate, that mothers of autistic children placed less emphasis on career
successand werelikely to believe that mothers of young children should not work outside of
home. Unlike professionals and service providers, parents can give round-the-clock
intervention that the children absolutely need (44).

A large body of literature on parent training involvesincluding parents astherapistsin their
children’sintervention programmes. Training parents as therapists increases the amount of
support for children who requireintensive, individualised intervention (14). It also providesa
cost-effective model of service delivery and contributes to the children’s rate of progress.
Research has demonstrated that parents can be effective implementers of behavioural,
social, and communication programmes with their children with autism. Researchers have
studied the effects of including parents as direct service providers in their children’'s
intervention process as a means of increasing the quantity and availability of intervention
(44; 41) and asameans of providing support not only to theindividual but also thefamily (5).

Parent education includes training the parents in specific procedures to work directly with
their children, to teach them specific skills, reduce problem behaviours, pivotal responsetraining
(5), improvenon-verbal communication skills(22), verba communication skills(41) and increase
appropriate play skills. A part of this programme also includes teaching parents to advocate
for their children (41) and to provide information and support to other parents (45).

Parent education can be beneficial not only for the children but also for the parents (44). For
example, parents can learn techniquesto work with their children with autism, to help them
overcometheir socially avoidant behaviours. Parentswith children with autism have reported
having lower parenting competence, suggesting that they may feel uncertain about whether
they are good parents. Usually, they doubt their competence because their child does not
respond as expected. There appearsto be increased self-blame as a coping strategy, greater
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caretaker burden, family burden and more disrupted planning, reported by the mothers of
children with autism (29). Since, the parentswith children with autism are commonly plagued
with the feelings of incompetence, parents often choose isolation over the frustrations of
taking their child out in public, thusthwarting their chances of devel oping any support systems.
This positive behavior change has potentially high reinforcement for parents.

Though in general, parent education has been shown to be an effective intervention strategy,
in some situations and with some families, it has not been shown to be effective. Specific
groups of parents have been identified as being less likely than others to benefit from a
parent education programme aone, dueto variousfactors. Single parents, low-incomefamilies,
and parents experiencing depression, divorce or with poor social support, may belesslikely
than others, to benefit from such programmes without additional support (46).

DESIGNING INTERVENTION STRATEGIES WITHIN
ECO-BEHAVIOURAL FRAMEWORK

Apart from the type and severity of the specific stressors caused by having a child with
autism, coping with the general stress of adevelopmental disorder requiressignificant, long-
term adaptation within thefamily, and these changes affect both theindividual family members
and the family unit asawhoale. For asignificant number of individuals, the entire burden of
providing emotional, social and economic support fallson thefamily members, especialy the
parents. There is a greater burden on caretakers and a higher probability of disruptive
routines within the family of achild with autism, than in the families of children with other
disorders (29).

Studies indicate that the associated stress effects of having a child with autism, impact on
most aspects of families' lives, including: housekeeping, finances, emotional and mental
health of parents, marital relationships, physical health of family members, limiting theresponse
to the needs of other children withinthefamily, poor sibling relationships, relationshipswith
extended family, friends and neighbours, the opportunities for the personal devel opment of
each family member and time spent in family recreation and leisure activities (2).

Parent-professional collaboration approach, views the child and the family in the broader
environmental context. Parents may look to professionals such as physicians, therapists,
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and others, who have the expertisein working with the children with disabilitiesto determine
what they feel are the best services for their children. However, since each child is a
member of a broader family system, it is important to consider the socio-cultural context
when assessing the needs of individuals and their families and in developing effective
intervention programmes. Thus, the support providers must consider theindividual needs of
each family, in order to provide effective support for families of children with disabilities.

Many variables influence families’ experience of having a child with disability, and it is
important to consider theindividual needs of each family, when determining what support is
required. Cultural values, financial needs, available resources, severity of the disability, level
of social support, family structure, and geographic location are all variables to consider in
designing and implementing effective intervention programmes. All, or any of thesevariables
can enhanceor limit the effectiveness of aprogramme and highlight the need for individualisation.
For example, alow-income, single parent family would have different needs, sourcesof stress
and/or available resources than an affluent, both parent family. Thus the level and type of
support should fit the needs of the individual family. Ecological approaches can be used to
provide aframework for considering a child as amember of alarger contextual system.

Ecological approach has been represented by embedded concentric circles, where the
individual is represented at the core of the arrangement with each successive level,
representing alarger ecological context e.g. family, school, community (47). Using formal
and informal supports, services are then tailored to the needs of the family (21). A team of
individuals, including the family, relatives, neighbours, and appropriate agency personnel,
assist in the devel opment of aplan directed at providing the supports, necessary to meet the
needs of the family and the child. A resource coordinator facilitates the team process.
Typically, this approach is used for families whose children are at arisk for removal from
their homes or schools, for avariety of reasons, including substance abuse, parenting i ssues,
and emotional or behavioural issues.

Eco-behavioural approaches have received increasing attention in the literature, as a
framework to provide education and training services to individuals with challenging
behaviours. To address challenging behaviors and improve lifestyle outcomes that serveto
increasethe overall quality of individual’slife, positive behavioural support (PBS) has been
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found to be successful (21). Three professional activities that could improve services to
children with severe behaviour problems:

(a) developing and implementing family-centered, home based positive behavioral support
SErvices,

(b) expanding the analysisand intervention to focus on family routines,

(c) teaching professional sto build collaborative partnerships (48).

PBS employsproceduresderived from the behaviour analytic literature, isgrounded in person-
centered values, and focuses on making meaningful changesto enhance aperson’squality of
life (49). Behavioural interventions employed, are non-aversive and are driven by functional
assessments of behaviours. Functional assessments of behaviour involve employing methods
to determine the motivating variabl esthat mai ntain aspecific challenging behaviour. Oncethe
functional assessments are complete, hypothesis statements regarding the function of the
challenging behaviour(s) areformed. These hypothesis statementsthen provide thefoundation
by which to select ecological, antecedent, and/or consequence strategies to address the
challenging behaviour.

Alsoinherent in aphilosophy of PBS, isan emphasis on building new adaptive behavioural
repertoires that address a broad range of skills that will generalise across awide variety of
people, settings, and situations. Thus, the quality of aperson’slifeismoredirectly considered.
At the core of PBS is the philosophy of treating individuals with dignity and respect. This
approach too, requiresno expert in the devel opment of asupport plan. Theteam collaboratively
develops and ensures appropriate implementation of all aspectsof the plan. Sincethe process
isongoing, programmes are monitored closely to ensure that they are meeting the needs of
thefamily and child. Typically, applied to individual swith severe devel opmental disabilities
and/or challenging behaviour, this approach has recently been extended to other strata of
populationincluding entire school systems. A variety of studiesemploying PBS strategiesor
aspects of PBS have demonstrated positive behavioural and quality of life outcomes, for
individua swith autism (50).

Another ecological approach which is the Eco-cultural theory, provides a foundation for
designing programmesfor familieswith children who have disabilities. Thistheory emphasises
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the contextual variables, including child characteristics, family values, and culture, that should
be considered when assessing afamily’s needs and devel oping asupport plan for that family.
This theory considers a family’s value systems, niche, accommodation, and perception in
determining thetype of treatment or support that would be most beneficial for afamily (51).

The family niche involves the ways that the family’s material environment (e.g. income,
housing) changes over time, and accommodation refers to how a family reacts or adapts
(e.g. adopting anew parenting style) to theforcesinitsmembers' lives (52). Thisapproach
considers the family members to be active participants in an active process of change. It
describestheinteraction among the environment, thefamily, and thefamily va ues. Perceptions
and values are also considered as agents in the interactive process. For instance, families
may perceivethe severity of their child sdisability differently. While one may perceiveto be
themost salient hurdleto overcome, ancther family may not consider it asthe most challenging
obstacle. To determine the family’s value system, ecological theory looks at how families
construct their daily routines (53). Ecocultural theory suggests that family values are
embedded in daily routines and that families maintain their routines, in order to adapt to the
continuously changing environment.

Daily routines include ordinary events that occur regularly and that family members do
together, such as preparing meals, cleaning up, waking up and getting dressed. During
these routines, parents interact with their children and therefore, provide their children
with predictable events and natural |earning opportunities. Through daily routines, children
learn how they are expected to behave, and they learn the values embedded in their
family system. Symon, (14) explainsthat afamily placing high value on meal preparation
and dining, might expect a child to assist in meal preparation and sitting together for
meals. Whereas, another family may perceive meal times as afunction of survival rather
than atime of social exchange and may allow the child to eat whilewatching television. In
general routines are based on family values, cultures and subcultures. They are means of
organising the family system into meaningful events. Familiesrearing a child who has a
disability, accommodate in certain ways by organising the environment around them into
daily routines. It is important that the family accommodations made in regard to their
child’sdisability be sustainable. If the cost of accommodating to avalued routine exceeds
the benefit, the accommodation will not be sustained.
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The process of raising achild with autism, presents unique challengesto families. Getting a
diagnosis of autism and accepting alifelong responsibility of bringing up achild with autism
isatraumatic experience for the parents. Raising achild with autismisan all-encompassing
task, that is often exhausting and isolating. As the families learn about the limitations of
pediatricians, autism specialists, school systemsand stateintervention, many of them begin
to perceivethe social system asunjust and unfair, for thefirst timeintheir lives. Asaresult,
parents quickly discover that if they do not advocate for their child with autism, that child
will not receive suitable education or treatment. It is important to note how families deal
with issues of grief, loss, marriage strain, stigma and shame. Several of these aspects are
relevant to theissue of providing psychosocial support to thefamiliesof childrenwith autism.
The development of these approaches is a response to the call for a shift from provider-
based, or expert driven services to a collaborative approach with aformal focus on family
context and quality of life concerns.

THE INDIAN SCENARIO

Autistic spectrum disorder represents acontinuum of cognitive and neurobehavioral disorders
including autism. The prevalence of autistic spectrum disorder is estimated to be 1 - 6 per
1000 (54). At India’ s current popul ation, this meansthere are an estimated 2 million autistic
persons in the country (15), assuming that there are no significant variations in this rate,
worldwide. However, no empirical studieshavebeen donein Indiato establish thesefigures
asyet. Whilethe disorder isnot rare, amajority of children with autism, evenin urban India,
have not been diagnosed and do not receive the services they need. This problem occursin
many countries, but isespecially truein India, wherethereisatremendous|ack of awareness
and misunderstanding about autism among the medical professionals, who may either
misdiagnose or under diagnose the condition.

Daley (55) reflects on thefact that the lack of research in the Indian context may reflect the
fact, that some researchers have assumed that autism is rare in non-Western countries (56),
or ‘anillnessof modern civilization’ (57). In addition to recognition, the meaning attributed to
aparticular symptom islikely to vary. For example, astudy of psychiatric disorders among
childrenin South Indiafound that parentsdid not initially report concerns about their children
(it had never occurred to most parentsthat their children’stroublesome wayswere anything
other than an accepted part of family life), until aresearcher came along (58).
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Apart from theseinitial difficulties of obtaining timely and accurate diagnosis, thereisalso
the issue of availability of services to meet the needs of persons with autism. Cohen and
Volkmar (59) poignantly note, ‘where there is no cure, there are a hundred treatments’.
Although thereisno pharmacological curefor the disorder and only afew medications that
appear to be effectivein relieving symptoms, in her study Daley (55), found that 75% of the
sample had taken medication in the past, and 42% were taking medication at the time of the
interview and that children had been prescribed over 50 different medications for their
“autism’ . Other treatments used by urban Indian familiesincluded pranic healing, reflexol ogy,
astrol ogists, acupressure, speech therapy, vitamin therapy, tutoring, Siddha, behavior therapy,
and yoga, and over half the sample had used either, or both Ayurvedic and homeopathic
treatment.

Currently, the needs of children with autismin India, are not being met in either the regular
or specia education systems. Children with autism are frequently refused admission in
these special schools because officials protest that they are not equipped to handle these
children. It isimportant to keep in mind, that until 2003, no formal training for autism specific
techniques was available in India. Since then, Rehabilitation Council of India (RCI) has
established 4 training centres across India, who will annually train approximately sixty to
eighty professionalsadequately skilled inworking with children with autism. Although, this
isadrop intheocean, it isasignificant beginning.

Indiabeing adevel oping country, the situation iseven more dismal intherural areas. With a
significant part of the population lying below the poverty line, the focus for the familiesis
understandably on meeting the needs for daily sustenance. With low awareness levels and
high levels of stigmatisation, there is an increased need for public education programmes.
The medianeedsto be moreinvolved inthisprocess, astelevision access hasvery effectively
succeeded to cross the geographical and educational boundaries. Peoplewith autism have a
normal life span and many will require supervision after their parents’ death. Thereisthus
an urgent need to begin planning vocational centersand residential homesfor these children
in preparation for the time when they become adults.

Even within thisframework, most of the work being donein autism focuses on the child and
facilitates the improvement in the child. However, not much is done in the Indian context
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focusing on a parent’s difficulties and struggles and how a parent can cope with them most
effectively. Evenlessisknown about the level s of parental involvement in the whole process.
Anindividua with autism and their families, need positive support from the system and need
to know that they are respected asindividuals and as human beings. In acountry like India,
where the awareness about autism is still emerging, and the availability of servicesisin
rather short supply, the role of the service provider would best be described as multifaceted
- aninformation giver, aleader, asupporter, and aguide, and sometimes an advocate against
a system which often seems to work against the individuals with autism. There is a great
need to devel op effective service providers, willing to deal with theindividual, the family and
society in general and as awhole.
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