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Abstract

Research to date indicates that all children benefit from early intervention and
children with Autism Spectrum Disorder (ASD) have shown significant increases in
development with several types of interventions. Interventions have been shown to
have most long term success when they fit with the strengths and capacities of
families. Other research indicates that the differences in children within the Autism
Spectrum label are often greater than differences to non-labelled children or to
children with other labels, so ‘one size fits all’ is likely to be ineffective. Similarly,
normative, inclusive environments have been shown to be beneficial for developing
normative behaviour in children with ASD when linked to appropriate interventions.
Overall there appears to be little justification for using segregated and congregated
environments apart from administrative convenience, and other research indicates
that such environments are likely to have significantly poorer outcomes to inclusive
models. Similarly, advocating only one or two approaches is going beyond the
research evidence at this point. It is argued that as family wishes, skills and
capacities are central to favourable long term outcomes for the children, parent
choice must be a key element of any program. Interventions must also be relevant to
families in rural and remote areas which mean there must be the flexibility to use
normative community environments.
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Social deficits are central to the definition of autism'. From Kanner's (1943)? original
conceptualisation to the most recent TASH? collections?, problems in social
relatedness have been extensively covered in the literature. In spite of this
ubiquitous nature, the adaptive address of these symptoms remains one of the most
daunting challenges for the parents and those professionals who serve such children.

There has been an explosion of interest over the past decades as to the timing, type
and location of intervention and thus we are pleased to provide the National Council
on Intellectual Disability (NCID) with our views on the notion of early intervention, as
it applies to children in general as well as to this particular group.

As a starting point, we would like to address several features brought to our attention
by Michelle O’Sullivan, parent-teacher and the NCID delegate to the national forum
currently addressing this issue. Michelle has outlined for us what she believes are
the most salient issues facing our discussions. She asked us to address what we
see as the critical features and issues that emerge from the literature surrounding
this complex set of conditions towards some sense of a coherent and unified
Australian address of the issues. She urges us to appreciate that for families time is
fleeting, even increased resources will never be enough, and family’s and children’s
lives too important for this matter to be left to a fractioning of strategies based on
something other than evidence-based collaborations. As an overview, it appears to
us that research has supported a range of approaches that differ in underlying
practice, theory and ideas and yet each of these seem to contain fundamental
elements that appear to correspond, not too surprisingly, to those elements found in
the normative developmental literature.’

We believe it is therefore possible to develop a comprehensive set of collaborative
strategies based upon shared assumptions, contemporary Australian values and
core findings from the literature. We acknowledge the significant challenge this
posits to those who may hold a narrower focus upon a condition or a particularistic
treatment method, for it is agreed by most of the field to be a very broad spectrum of
conditions and effective treatments.®

Our position is that what the broader view creates is a unique opportunity to broaden
the focus to early development and what is known about these years, honing in on
the range of particular issues as they apply to individual children within this broad
spectrum of conditions, with their inimitable skill profiles within unique families and
communities.

Importance of families having informed choices

Until relatively recently, large numbers of children with significant impairments did not
exist in our society. Before WWII, sadly, most children with severe impairments died
before age 10.” From earliest times into the very modern era, institutions
proliferated.® Beginning in the 60’s and 70’s it became apparent that institutional
models and the attitudes and values upon which they were constructed were
characteristically out of touch with family and cultural aspirations. They were
developmentally untenable.® It was found that when residents move out of
segregated environments they are more engaged; have greater choice; use more
community facilities; increase in their adaptive behaviours; increase contact with




family and friends; are more accepted by the community; have a better material
quality of living, and service costs are reduced compared to the institutions.™

In 1986 the New Direction enshrined in legislation our aspiration for development and
integration.” Revisions to the Education Act and policy from 2000 forward, at least
in WA, also set the stage for parental involvement as central.’®> Only a brief time ago,
the location of education for such children was confined to segregation — some not
allowed education at all into the late 1970’s. When students completed their
education, their most probable life option was also segregated. This segregated
tracking system is now being overhauled leaving parents to see the remnants of
segregation alongside systems of inclusion. Parents now have access to over four
decades of research showing unequivocally that inclusive education produces better
outcomes academically and socially for children with an intellectual impairment
(including ASD)."™ It is therefore critical that parents have access to information
about this history, the new direction and the research as well as values underpinning
each so as to make informed life choices at these earliest and most vulnerable ages.

The importance of families holding senior roles

Social inclusion is but one of those contemporary cornerstone values consistent with
the literature. We have moved from Kanner’s view of mothers as those to be
“treated” to a place where mothers and fathers expect to be included as partners,
senior partners, in the care plans of their children."* Contemporary and future
families will expect to be informed of the breadth of the condition we are addressing
and the girth of effective programs. Because of the central role played by parents,
historically going back before recorded time, and the evidence that theirs is the most
lifelong and ongoing commitment to the child, theirs is and should be the senior role
in determining the style of intervention most suited to their unique circumstances.'

The importance of being responsive to families in rural and remote regions

For many years going back to at least the 70’s and 80’s, impressive results have
been achieved regarding the enhanced development of children and toddlers
identified early.16 Unfortunately the application of the “technology” is not even and
widespread. Even today parents are repeatedly put in the position of needing to
travel to metropolitan areas, sometimes forgoing their other children’s needs, their
own needs, their careers and lifestyles, to access early intervention and follow
through services."’

In a country as diverse as Australia, with a need to settle and develop our regions,
such a requirement is not only a personal tragedy, but also a national one. Our
thinking about model design at this developmental stage must be, “Will this model
work regionally, rurally and with isolated families as well as in the city?” It was never
tenable to make our rural families the “poor cousins” of their metropolitan
counterparts. It was never true that their needs were less than those who live in the
city. Technology such as video-link can help bridge these distances and models of
rapid and potent deployment of service technologies such as transdisciplinary can be
developed, thus we urge that such models be employed as a critical aspect of
making as wide if not wider access available to rural and isolated families as those in
more populate areas.’ Dissemination models are therefore challenged to be




creative in always thinking of our unique culture of being a widely dispersed
population.

The importance of being responsive to child/family across settings and ages —
where interventions and services transcend service sector boundaries

Research on the efficacy of early intervention for a large range of young children with
a range of disabilities has demonstrated that family variables are one of the best
predictors of early intervention outcome.'® Families of children with the ASD label
are equally diverse in reference to available resources, cultural background, and
jurisdictions. (We wish to particularly note rural and remote “diversity”.) Itis
therefore critical that intervention approaches must consider not only each child's
current developmental level, her unique developmental profile of learning strengths
and weaknesses but also family locale, circumstances, priorities, and vision before
determining the "fit" of the intervention approach within these "variables”.

Children develop in at least 5 domains?, several of which transcend professional and
thus structural “boundaries” such as is evidenced in human service designs such as
university training and research, government departments of health, education and
welfare. Children and families should expect that we are able to rise above these
artificially created structures to provide a more seamless interface with families and
those community settings which they need to access.

This means that wherever possible, models of service particularly to the youngest of
children should, when invited, expect to go into the homes, play-groups and child-
care settings where the children and families naturally are, rather than travel at their
inconvenience to our centres. That is, if we expect to reach those families most at
risk of not participating because of hardship and if we wish to be truly as unobtrusive
in people’s lives as is possible, we must invest in a structure that brings services to
the children in their natural settings — not children to the services.

Early childhood is becoming less the domain of the tradition of “health” and more the
domains of child management (child-care) and child-development (day-care, kindy
and pre-schools). This trend is fairly new and thus educators can and should play an
increased role in the team of people creating bridges across this age and into the
increasingly formal schooling years.

Strategies and programs should be developed which honours the toddler and young
child years as a time of play with an enhanced awareness of how valuable this play is
to development of language, social and cognitive skills and assists a smoother
passage into the next phase of the child’s life.

Research on inclusive options
Why early matters in terms of inclusion

There is a sense of mysticism surrounding the field of early intervention, in particular
around those children within this spectrum. It may reflect our cultural unfamiliarity
with formal intrusion into the lives of the very young as a generic practice outside of
those children who are medically fragile. The image may have been exacerbated by




the uncharacteristic procedures that were contained in some of the earliest forms of
interventions®'.

It is however increasingly known that early does matter® and it matters more than
later, and it matters for us all in terms of brain development.23 Brain science,
together with the unpicking of the genetic code has made great strides over the past
decade. ltis increasingly clear that the flexible quality referred to by neuroscientists
as “plasticity”, that remarkable ability to learn from and adapt to the various
environments we find ourselves in, is laid down in the first 7-10 years of life; much
within the first 3 years. The 100 billion or so nerve cells connect together in an
extraordinary complexity of what becomes our very unique microcircuitry. We truly
become unique through our unique experiences. Plasticity enables us to benefit from
experience.?*

Learning is a process of building on our current state of knowledge and thus it is
elemental that for the child at risk of delayed or slowed development, the foundations
of each skill are as carefully layered as we can design. The “function” of such design
cannot be determined without reference to the context and future life of the child,
their family and community?®> and thus our focus on contemporary Australian values
as one of the guides we must consider.

Why Social Inclusion

Social inclusion is one of these contemporary cornerstone values. Culminating in the
passing of the landmark legislation known as the New Direction, Australia has shifted
its course from segregation as a cornerstone in the treatment of difference towards
integration and, in its more advanced form, inclusion.?®

Although we continue to label children with developmental delays, according each
label with unique patterns and characteristics, most children with the condition known
as autism spectrum share many behavioural patterns with other children, including
those without and with other disability labels. There are in fact few efficacious, label-
specific educational practices reported in the literature and this extends to autism
(i.e., educational practices that are effective with all children who have autism and
only with children who have autism).?” Moreover we can find little if any justification
for the widespread practice of segregating and congregating children around a label
in order to provide an intervention, with all interventions able to be carried out within
normative environments with a small amount of creativity. This is surprising given
the extensive research on the benefits of inclusion in mainstream education
mentioned above and the obvious disadvantages of grouping around a label coming
from poor models and low self esteem associated with label-based grouping.

Thus, much of what we have learned from factors that influence other children’s
development is also applicable to children with autism. This is not to diminish in any
way from the great advances in the work of those whose focus is purely upon this
condition. Rather, our position is that it extends outward from this to connect with
what children — both those with and without disability labels - share in common. This
strength-based approach focuses us on capitalising on all that we know in the
developmental realm.?®

Why social & curricular inclusion from a science point of view




Programs from a social and curricular inclusion point of view suggest an
organisational attempt to increase the likelihood that children will develop skills and
have the interactions that promote learning of adaptive and positive behaviours.

We are beginning to realise from the emerging brain research that all interactions
and observations children have will influence their development - including those
interactions we plan and those that occur outside of our formal interventions.

Formal hours of intervention, even with highly boosted intensity, are small in
comparison to non-formal intervention time. (i.e., a child is awake and thus learning
for over 10,000 hours before three years of age.) Compared with even the most
intensive 40 hour a week program of 1600 annual hours, the child is awake for some
5000 hours annually from age 3. Much of this time is typically spent with families.?

Each moment of interaction and observation may promote learning, block learning,
promote maladaptive learning or have little influence™; therefore it is critical that we
extend interactions into naturalistic environments such that the important moments
are captured. We need to include those that are based on the child’s attention, those
that are self-directed and those that are directed or responsive to adaptive
development as well as minimise maladaptive learning and practice.

Such interactions are likely to result in more learning than those that do not capture
the children’s attention in informal as well as formal instructional connections.
Inclusive strategies must extend the number and quality of good observers and
interpreters of children’s behaviours so as to respond in flexible and contingent ways
to capitalise upon plasticity. We also know that children must learn to generalise
skills, no matter how intensive the program, to locations were they are required (i.e.,
homes and schools). Fortunately practices recognised in the literature and in current
practice document the efficacy of working within typical environments, using natural
contingencies and building self-control techniques.®' On the other hand, working
within non-normative segregated environments throw up the challenge of
generalising the behaviour learnt to the natural environment.

Although children with the conditions known as autism share similar developmental
challenges in the general areas (e.g. social-emotional reciprocity, communication
reciprocity, cognition and sensory development), remarkable heterogeneity exists
within this population. It is therefore essential to development of an adaptive societal
response to be cognizant that a child within this broad label may have more in
common with another child with or without a disablement label (e.g. behaviour
problem/language delay) than with another child on the same spectrum with the
same label.*? This extent of heterogeneity alone suggests strategies that apply to
function rather than mere label should be strongly considered.

Although some older review literature suggests little evidence for inclusion (e.g.
Mesibov & Shea, 1996>°) the literature is now rich in exemplars of inclusive models
that suggest that other things being equal, the superiority of inclusive models over
those that segregate. As far back as 1993, Strain and Cordisco report; “the largest
ongoing longitudinal study conducted to that date on inclusive, early intervention for
children with autism ... demonstrates long term outcomes that have not been
surpassed by any segregated service delivery model.”** Their findings and




conclusions were again validated in 2006 where they report their review has
maintained its integrity over the intervening time period.*

Supplementing this longitudinal study is a host of others showing that:

» Many successful programs include typically developing peers (Dawson &
Osterling, 1997 — in Roberts and Prior, 2006°°).

> Typical age-peers can be taught easily to facilitate social and communicative
abilities of classmates with autism. (Goldstein & Kaczmarek, 1993; Kohler,
Strain, Shearer, 1992; Odom & Strain, 1986; Strain & Fox, 1982; Strain,
Hoyson & Jamieson, 1985; Strain & Odom; in Strain & Cordisco, 2006.%)

» Comprehensive outcomes on standardized assessments, communication
skills, social interaction skills, and play skills of children with autism in an
inclu%gve setting (Stahmer & Ingersoll, 2004, in Bruinsma, Koegel & Koegel
2004°7)

» Children with autism can be taught to initiate interaction with adults and peers
(Koegel et.al., 2001°%; Koegel et.al., 1999*°)

> Peers can contribute considerably to the development of social and
communicative competencies. (Koegel, 2001; Hartup, 1983; McGee, Feldman
& Morrier, 1997; Strain, Guralnick & Walker, 1986; Odem, McConnell &
McEvoy, 1992; in Koegel, 2001.%")

» Simply being in physical proximity to typical peers reduces the level of
“autistic-like” behaviours observed in some young children with autism.
(McGee et.al., 1999; Hecimovic, Fox, Shores & Strain, 1985; McGee, Paradis
& Feldman, 1993 in Strain & Cordisco, 2006.%%)

» Greater opportunities to build friendships and have normative role models for
socialisation. (Koegel, 2001; Kohler & Strain, 1999; Nickels, 1996; Peck &
Cooke, 1983 in Koegel, 2001.%%)

» Segregated settings can have a maladaptive effect on generalisation and
maintenance of skills. (Strain, 1983 in Strain & Cordisco, 2006

» Although behavioural readiness strongly influences segregated program
design, there is no data to support this claim. (Strain & colleagues, 2001 in
Stahmer & Ingersoll, 2004)

» Social development requires early inclusion. (McGee, Almeida, Sulzer-Azaroff,
& Feldman, 1992.%°)

» Children with autism do learn to speak with highly structure discrete trial,
however research shows that children are better able to transfer their
language to new settings and people following planned, incidental teaching.
(McGee, Krantz, & McClannahan, 1985 & 1986 in McGee et.al. 1999.°)




» Children with severe disabilities in inclusive settings made greater language
and social skill gains than did similar peers in segregated settings (Rafferty,
Piscitelli, & Boettcher, 2003; in Snell et al 2003*)

» Social interactions can be taught and learned; social interaction in typical
settings can be successfully accomplished, and substantial positive outcomes
accrue. (Kennedy and Shukla, 1995; in McConnell, 2002*8.)

» Research studies provide a rich source of intervention options. Intervention
strategies have been documented as successful in the process of including
students with autism in general education classrooms - antecedent
procedures, delayed contingencies, self-management strategies, peer-
mediated interventions, and multicomponent strategies. (McConnell, 2002*°)

And also the current limitations of research qualify that:

> A wide range of approaches that differ in philosophy, ideas, strategies and
locations have shown effect®.

» No one approach is equally effective for all children. Not all children in
outcome studies have benefited to the same degree from a specific
approach.®’ 2

» Most studies have focused only on child variables and child outcomes and not
parent variables.*

> "Intensity of treatment" is neither well defined nor differentiated from the
normatively known impact of ‘engaged time’.%*

> The fidelity of treatment methods are rarely "measured” or discussed®”.
» Variables outside of the 'the object of study” are rarely examined. *

» Some research, such as on the effect of early literacy, shows promise but is
insufficiently documented at this point®

The weight of these studies taken together with these research foibles, leads us to
conclude that autism specific separations for program design would be less
efficacious than a broader, more inclusive design where intervention can be
specifically tailored to the uniqueness of the presenting conditions. °® This would
also lead to the maximisation of family choice and relevance to rural and remote
environments. Although the benefits from inclusive early interventions are
significant, inclusive early interventions are rare. Given these factors, one should
also consider the moral direction of the society — which, since at least 1986, has
been seeking to include diversity.*® It is also noted that social inclusion is a key
objective of the new federal Labor government.




How to distribute funding equitably and efficaciously

Is it possible to discern who is most likely to benefit from intervention?

We are not convinced that “most likely to benefit” is discerned nor is it discernable
within the literature. This is not because there is not good science. It is merely
because of the nondeterministic, probabilistic nature of development.?® Even the
strongest proponents of their treatment admit that it is not effective with every
labelled child and most go further in not being able to discern this at the point of
referral.®’ This is no surprise, given the unpredictability of child development in
general. Although early experiences are important for later outcome, this does not
imply that the effects of any one type of early experience are necessarily causal.
Each individual has a unique combination of factors influencing outcome and
therefore it may be wiser to determine which factors are most likely influenced and
distribute resources accordingly.

As with most such “equity decisions”, these are more moral and socially value based
than they are empirical ones. That is, it certainly can be said, that moving the most
impaired child to a greater degree of independence — even if only in small ways - will,
over the lifetime of a child, produce “bang for the buck”.

Equally it can be said that for the child who is mildly impaired, given significant
intervention we can produce at least short-term “recovery” results. (This can also be
said with children with other conditions.) It can NOT however, be said that one
benefits “more” and one “less” but only that their starting points and developmental
trajectories differ, as do their conditions, their genetics, their locale, environment and
SO on.

It is therefore incorrect to say that one “benefits” and another does not and therefore
one “deserves” resource dollars and another does not. To say this would be a return
to the pre-60’s when we falsely believed some children were “ineducable” and
therefore “undeserving of educational experiences.” We were wrong then and we
would be even more wrong to take this position given the extensiveness of
experience during these past 50 years.

What would be an equitable basis for resource distribution?

A “social judgement” is called for. It is our view that equity seeking “bang for the
buck” is a matter of something other than within the child’s profile of delay alone. We
propose these variables be considered as more coherent determiners of “fairness” in
resource distribution.

For the child and family:
1. Parents seeking help with a child who is delayed in development.
2. Willingness to participate in an evidence rich intervention.

For the provider
3. Willingness to participate in an evidence rich intervention with longitudinal follow

up.




4. Willingness & ability to provide intervention that has fidelity with family and
procedural approach (followed faithfully, reliably and “fits” with family variables and
values noted earlier.)

5. At this point, one may determine that the child with the greatest and multiple
delays is deserving of the greatest investment. This would be a sound moral
judgement with which we agree.

6. It may also be a next measure of fairness to consider that those children most
remote from an array of choices and an array of informal supports should also
receive some priority. It would be the measure of the morality of our society to give
positive discrimination in these last 2 ways.

Having covered, at least briefly, the matters put before us, we now turn to some
residual issues for considerations. These are by no means complete (given our
restricted timeline) however they are provided for the sake of the Council’s
deliberations:

What other factors are suggestive of making a difference?

1. The long term factors of poverty, health, violence, nutrition and stress of expectant
mothers cannot be overlooked as even earlier, related early interventions that must
be considered from a holistic view. Albeit possibly beyond the scope of this funding
project, collaboration across the health, welfare and educational domains in an effort
to train all to respond adaptively to these factors is a critical piece towards making a
difference.

2. Earliest identification is suggestive of the need for greater public awareness and
the need to train providers in all areas of very young children’s lives to identify
developmental delays at their earliest onset and facilitate access to evidence rich,
developmental interventions. Osterling and Dawson®? suggest we can and should
detect autism in most cases in infancy and yet it is not typically diagnosed until
around 3-4 years®®. We can discern “what works” but our abilities to be predictive
before intervention on an individual basis are notoriously poor.

3. This is not a condition where “cause” and presentation of certain behaviours are
homogeneous across the population of “diagnosed” children. This breadth of
heterogeneity gives rise to the need to examine numerous aspects of any proposed
programs to address the issues with some level of social and technical coherency.

Given the current overburdening of doctors with the medicalisation of developmental
problems®, such as Rowe uncovered in the reading review, we should seek to focus
the specialists, especially expensive specialists, upon those aspects which match
with their professional expertise. This money could be, for instance, “quarantined” to:
1. The aforementioned long term factors of poverty, health, violence, nutrition
and stress of expectant mothers.
2. Development of neurobiological frameworks for study of interventions and
translation of that knowledge into meaningful actions.
With what presents as a unique set of functional developmental delays, using
exclusively a medical basis of diagnosis may not be the most frugal long-term
strategy. Further, it may perpetuate a medical model of referral and definition which
is not particularly well matched with current treatment effect modalities that lie
primarily in the developmental, educational and socio-behavioural realms. In other
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words, the current treatments are not medical treatments-in the main. They are
psycho-social-educational and therefore needed to be assessed and treated as such.

Conclusion

Intervention approaches should be individualised to match a child's current
developmental level and profile of learning strengths and weaknesses. We agree
with Shaddock, King and Giocelli that “disability” and particularly this sub-category is
not a uni-dimensional construct and it is incorrect and potentially misleading to
generalise about ‘students with disabilities’ as it is ‘children within this spectrum’.®®

As posited throughout the literature, remarkable heterogeneity exists within this
population. Families of children with the conditions are equally diverse in reference
to available resources, cultural background, and so forth.?® Thus, our intervention
approaches must consider each child's current developmental level as well as profile
of learning strengths and weaknesses, family priorities, and the "fit" of the
intervention approach within the "culture" and lifestyle of a family. Each child as well
as each family varies greatly in the supports needed to achieve these goals.®’

It is our contention that approaches that are limited in practice to one or two
modalities of intervention (e.g., discreet trial or primarily speech training) are at risk of
missing significant developmental needs of the children for social behaviour,
communication systems as an augment and so on. Therefore the importance of
developing an individualised and whole of child approach cannot be overstated.

We agree with Shaddock, King and Giocelli that the pedagogical focus must shift
from ‘adaptations for special needs or disability’ to ‘universal design pedagogy’.®®
Rowe emphasised this point in the NITL and it has been increasingly becoming clear
that there is no such paradigm as special needs.®® Rather, intensively applied,

typical pedagogy is the core of “what works”.”

Finally, we believe there is a need to listen very carefully to families. The movements
to inclusion and family-centred practice in early intervention have been based largely
on family-systems theory, moral and social values and theories underpinning these.
Parent advocacy organisations, not researchers, played the major role in advocating
for legislation for such practice in the 1970’s & 80s. The educational and clinical
efficacy of inclusion and family centred practice has been demonstrated only after
such practice has become required. A clear history exists of practices changing on
the basis of social values. The use of aversive strategies such as punishment and
electric shock to reduce "self-stimulatory" behaviours and requiring eye' contact
training as a prerequisite to other skills were once “commonly accepted” as were
segregations of children in small and large groups for the sake of experimental and
administrative convenience. These and other such practices are no longer advocated
by most- yet such procedures were in effect at the time of major outcome studies
upon which we base much of our current thinking. It is time to move to a new
paradigm based on contemporary values of social inclusion, families as the core of
decision making for children and evidence based approaches that are holistic and
communal in nature, rather than on technologies that have their roots in an
institutional culture.
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