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ABSTRACT

Autism is considered to be a chronic developmental disalitiat affects
communication, relationships, emotional development and imaginatias,(R010).
Prevalence rates for autism spectrum disorder (ASD) suggesththatates have
increased over time and recent research shows that 1 in 68 cclatdrdiagnosed with
the disorder (Baio, 2034These children’s difficulties in the areas of communication,
social skills and restricted/repetitive behaviours and isteréead to the need of
therapeutic support (APA, 2013) and often it falls to parents to findpgropriate
treatment for their child (Marcus et al, 2005). Among recommended setwitlksse
children are speech and language therapy, occupational therapgodamd Myer,
2007) and psychotherapy (Alvarez et al, 1999). There are a numbdemvkention
approaches for children with autism that have been developed, hon@ve have
been universally accepted as being the most effective (Fared)l2205). As a result,
parents often find it difficult to know which is the most agprate approach for their
child.

This study aims to explore the development of children witlsrauover time
in the areas of social skill and communication, regardlesseokitid of treatment
(speech and language therapy, psychoanalytic/psychodynamic psyabgthand
occupational therapy) they are receiving and to investigategbeciation between
therapy context and the patterns of developmental chdige thesis is designed as a
cross-national study in order to examine the aspects of sbeddr that differ in the
UK and Greece along with the differences (if any) in the develo@mheatterns across
countries. The significance of doing a cross-national skidy explore autism from a
wider international perspective and to identify any differencessandarities across

the two countries.
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Twenty children with autism who had completed one of two riliffetypes of
treatment in the UK (psychotherapy, n=10 and speech and lancexgpy, n=10)
were recruited to be monitored post-therapy twice over aygao period. Twenty
children with autism who had received one of two types of treatnmei@reece
(occupational therapy, n=10 and speech and language therapy, n=10) Iseere a
recruited to be monitored post-therapy twice over a two-year period.

The research found that all children changed significantly twer on all
aspects of measurement. Furthermore, no significant differenaes fawend in the
children from the two different countries at the starthef study and they developed in
a very similar way as well. The results suggested thoughbtdsed on the ADOS-
Social (p=0.008) and ADOS-Imagination (p=0.008) children in the UK improver faste
in the areas of social skill, imagination and the CDI-no of wamderstood and
produced (p=0.015) showed an increase in their ability to understansagngords
compared to the children in Greece. However, the CDI-no of worderstood
(p=0.027) showed that the children in Greece improved faster in the area of
comprehension. The children who received SLT are also mainlyopéwg in a very
similar way across the two countries. Most measuresesth@hange over time, except
for the SCQ (p=0.081), ADOS-Ster (p=0.050) and CDI-U (p=0.141|). Also, only the
ADOS-Social (p=0.021) and the Social Communication Questionnaire (p=0.021)
showed a significant interaction effect. Thus, the SLT group franUk seems to
improve faster in the area of social skills compared to the SLT groopGreece.

Additionally, in regards to the effect of the therapy context ba t
developmental pattern of children with autism, there were no diffese across
intervention contexts at the beginning and there were mainly naificagt

interactions in the rate of change across the differingstygfeintervention. The

13



findings suggested that all measures showed change over time.ti@nl$CQ
(p=0.041) and the ADOS-imagination (p=0.033) showed a significant interaction effect
before adjusting for age. Therefore, the SLT group in the UK sezimgprove faster

in the social communication area and the Psychotherapy gmnothe iUK improved
faster in the area of imagination.

Conclusively, the SLT groups showed more change on language and
communication measures, whilst the psychotherapy and occupatenapy groups
saw changes in other areas of autistic symptomatology not achievedSihTilggoups,
such as imagination and stereotypical behaviour.

In summary, the current study helps parents gain better insigtfferent
therapy choices and raises awareness of other types of thibedpgre available in
terms of intervention. The findings of this study can help prafeats who work with
children with autism further their understanding of the disorddrhanw it manifests
through time in order to provide appropriatgvices based on each child’s needs.
Additionally, the cross-national approach was intendedvi® gpme suggestions about
the manifestation of autism across countries and about theciwalhood autism is
treated in each country. In regards to the more specific chahgeshe analysis
revealed, they seem to fit well with the intervention tergd each type of therapy.
Thus, the analysis suggested that certain characteristicstdelmel associated with
specific treatment types, which leads us to believe that sopgethe most effective
course of treatment is a combination of therapies dependingedndividual needs of
each family. Finally, the results of this study offer origifiadlings with respect to the
outcomes of psychodynamic/psychoanalytic psychotherapy for childitbnautism

since there is a lack of rigorous research in this field.
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Chapter 1 Introduction

1.1 An introduction to the thesis

This thesis presents a cross-national, longitudinal study if@rusn the
progress of children with autism over time and on different approash&eating
childhood autism in the UK and Greece.eBtudy aims to provide information about
the progress of children with autism in the areas of socidlak communication
after therapy, regardless of the kind of treatment (speech agdalge therapy,
psychotherapy and occupational therapy) they are receiving arekpiore the
associations between the tijgy context and the children’s developmental change. A
further aimis to compare data on the progress made by each child oveoulse of

the research in the two different countries (the UK and Greece).

1.2 An introduction to autism

Autism is a neurodevelopmental disorder that affects finening of
relationships, communication and language skills as well asi@mabtdevelopment
and imagination. According to the National Autistic Soci@§10) autism is a lifelong
developmental disability. It is part of the autism spectrachia sometimes referred to
as an autism spectrum disorder (ASD). The word 'spectrum’ is usadskethere is so
much deviation in the types and level of severity of eachpsym that it brings to
mind a ‘spectrum’ of symptoms and level of function. It is a highly complex disorder
that affects social communication, social interaction an@gimation (triad of
impairments) in individuals. The presented symptoms are knowohamge with
development and can vary depending on the cognitive impairassotiated with the
disorder (Filipeck et al., 1999) but consist specifically of diffiegltin acquiring and

developing social, language, cognitive and motor skills.
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Autism was once thought of as a rare condition (Kanner, 1943; DISRI-
1987). According to thenost recent ‘Centres for Disease Control and Preverition
report (Baio, 2014) the prevalence of autism (for the period of 201Q)slessto 1 in
every 68 births in the United States and almost 1 in 54. Ikgsearch (Baird et al,
2006) suggests that one in 100 people in the UK have autism andoiteid by some
researchers (Gillberg & Wing, 1999; Webb et al, 1997; Wing, 1997) that there
increase in children being diagnosed with autism. However, these argument on
whether this is actually true or if it is caused by the gbann the diagnostic criteria
and the increased awareness. Baron-Cohen et al (2009) carriediaghesis survey
of autism-spectrum cases using the Special Educational NeleN3 (&gister in order
to estimate the prevalence of autism in the UK. Based on thesrésulprevalence was
estimated to be 157 per 10000 for children aged 5-9 years old. Researshaalso
that people with autism have many similarities, no maitkat their culture is, or
where they come from (Gonela, 2006). It should be taken into actlooungh that
investigating the prevalence and nature of autism across @uh#s received limited
attention and this focus will form one strand of the thesis.

Hoppes & Harris (1990) note that to a parent/caregiver the autistic child’s
deficit in social responsiveness may be the most disturbing feature disbrder. This
reduced capacity for attachment, identification and empathy isdeved to be one of
the major disabilities of the child with autism. While most peoptk autism share the
three main areas of difficulty mentioned earlier, their coowliwill affect them in very
different ways. Some individuals are able to live independemtigreas others will

require a lifetime of specialist support (National Autistic Society, 2010)
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1.2.1 Definitions of autism

The way autism has been diagnosed has changed over time emchraented
by Acquarone (2007), each decade has brought its own contribatiomlérstanding
the condition. Kanner (1943), an Austrian psychiatrist and physicias,the first to
define autism as an affective disorder caused by deficient parentattiue.

Autism was defined until recently as a Pervasive Develo@mhddisorder
(PDD) in the American Psychiatric Association's (APA) Diegjitoand Statistical
Manual of Mental Disorders (DSM-1V, 1994) and the World HealtigaDisation's
(WHO) International Classification of Diseases (ICD-10, 1992). Pervasive
developmental disorder (PDD) was an umbrella-like term, whiclnded a group of
developmental disorders. That group included autism, PDD-NOS ¢peva
developmental disorder not otherwise specified), Asperger’s syndrome, Rett’s
Syndrome and childhood disintegrative disorder.

When the DSM 8 edition (DSM-5, APA, 2013) was introduced in May 2013
the ASD diagnosis stopped being used as an umbrella term and theupreub-
classifications were removed. The current diagnostic criti@raAutism Spectrum
Disorder (ASD) include deficits in social communication anderattions, and
restricted interests or repetitive behaviours. If no restriobéerests or repetitive
behaviours are presented then the individual is diagnosed withl socnmunication
disorder.

Autism Spectrum Disorder is considered to be quite heterogsmnath respect
to the presentation and intensity of its symptoms andD®#l-5 includes levels of
severity based on the support that the individual needs (Levejulring support,
Level 2- requiring substantial support and Level 3-requiring gebstantial support).

Also, the DSM-5 states that a diagnosis is justified wiensymptoms are causing

20



significant impairment in the individual’s social, occupational, educational or other
areas of functioning and that symptoms must be present indaargtopment (APA,
2013). The revision of the diagnoses and criteria for an ASBugmeosed to make the
diagnoses more consistent among clinicians. Nonetheless,ahgeshmade in DSN-
have been met with controversy in the mental health fiegl.stated by Lord and
Bishop (2015, p.64) “significant changes to established systems are never metwithout
controversy”. The main concern has to do with individuals with milder autism
symptoms or the ones previously diagnosed with Asperger’s, who might now be
excluded (McPartland et al, 2012). As it is commented by Wakef&fld3) some
people might have welcomed this adjustment but theregenaral concern that these
individuals might miss out on special education support sincertbhégnger fulfil the

diagnostic criteria for an autism spectrum disorder.

1.2.2 Background to autism

Different areas of development may be affected by thésmauspectrum
disorder. In the area of social skills some individuals witlbA®ight find it difficult
to develop appropriate peer relationships, they might show limplessure in shared
interactions and they might have difficulties expressing tkéms non-verbally
(APA, 2013). With respect to communication deficits in ASD theeecdten language
delays, lack of gestures, difficulties with reciprocal convergatistereotyped or
idiosyncratic language and impairments in all aspects ¢f plarthermore, restricted
interests or repetitive behaviours include obsessions or intensestatand routines
and stereotyped or repetitive mannerisms, like hand flapping gerfiticking (APA,
2013). Eminent variability exists in the area of languagditiabi since some

individuals with autism might be verbally fluent but 30-50% ofdrieih with ASD are
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reported to have significant impairments in their language skiltsv(id et al, 2004).
Also, research shows that children with ASD face notalffewliies in several types
of play, e.g. deficits in symbolic play development (Ungerer & Sigman, 1981).

Despite more than 50 years of research, experts still debatetladaatuses of
autism (Baron-Cohen 2001; Buxbaum, Silverman & Smith, 2005) and trydordee
the most appropriate tools to detect autism as early asbl@osflebates about
emotional or organic origins have influenced different typehefapy and treatment.
Many researchers suggest that autism may be caused by gendispgsition, brain
insult, or brain disease (Buxbaum et al., 2004; DISMFR, 2000; Frith et al, 1991;
Peeters & Gillberg, 1999; Lathe, 2006; Wing & Potter, 2002). Medical reszarch
have found that the main cause of autism could be biologicaheurological
differences in the brain. Significant differences in the cdhabe and other
abnormalities in the brain have been shown in MRI and PERss¢George et al,
1992; Gillberg et al, 1993). The National Institute of tl€allnteragency Autism
Coordinating Committee (IACC) publishes reports that suggest genatises
(Ozonoff et al, 2011; Van Meter et al, 2010). The IACC suggests that the facSbat A
symptoms and developmental trajectories vary withirdiserder affects research and
priorities.

Baron-Cohen et al (1992) conducted a study in Great Britain and Sweden
which suggests that we can detect autism as early as 18antaking into account
children’s weaknesses in the social, communication and symbolic imagination level.
Early intervention is necessary not only for the child but fomthele family as well.
When children are treated when they are young better resultbecaeen in the
communication area and the developmental progress (Notas and Mdoti04).

Finally, the role of parents in the treatment of autisimfsortant to consider.
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According to Peeters (2000), early detection of autism leadsetgdlection of the
appropriate treatment. However, there is a great number of diffeeatinents on
offer and it is very difficult for parents to choose. Therefdres important for parents
of children with autism to obtain all the necessary inforamaiin order to gain a better
understanding of their child’s condition and select the appropriate treatment
approaches. Autism is considered to be very costly for parentceodli;g to Parish
et al (2012) they spend more money on health care and thetfageparents of any
other disability group. Many parents tend to turn to private clinics amgtegfin order
to increase the frequency and intensity of the treatmenkéNic2010). It is known to
be difficult for parents to be fully prepared for a diagnosis obautind it is likely and
common to experience a range of emotiqSatkiewicz-Gayhardt et al, 2001)
Individuals react in different ways and do not always know waght or wrong for
the family and the process of acquiring a diagnosis suchtesnais often likened to
bereavement (Dale, Jahoda, & Knott, 2006). Autism clearly has arctinopathe
whole family and is presented as a challenge to parents and caregivers.

There has been a growing public understanding of ASD entgears but the
increasing numbers of children that are diagnosed worldwide raiablea@uestions
regarding the choice of therapy and the treatments that armabkt effective for a
family and children with autism. There is a growing demenalentify services that
adequately meet the needs of these families and moreateseaequired with respect
to the types of treatment that are most helpful to ineredsldren’s social,
communication and cognitive skills. The present thesiss a@m give parents and
caregivers greater insighttondifferent therapy choices for the treatment of childhood

autism.
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1.3 A cross-national study of the UK and Greece

This study was conducted in the UK ande&re more specifically in the cities
of London and Thessaloniki. An important rationale for selecting thes#res is that
there are no other cross-national studies that have investitieg progress of children
receiving different therapies for childhood autism in these tauniies over time
Additionally, there is a large gap in the literature regardirggcare of children with
autism in Greece (Papageorgiou, 2008) additional relevance is that both London
and Thessaloniki have a number of private centres that provideediffeypes of
treatment for childhood autism and thus could provide both the seraice the
participants for this studyin terms of the practicalities of conducting the research, it
was beneficial that the researcher has professional experdmntceknowledge of
services for childhood autism in these two countries, and i heasicular cities, and
speaks both Greek and English. Finallitle is known about the impact of cultural
diversity on treatments used to support communication developmenhildren with
autism (Bridges, 2004) and this thesis addresses a further gap in this field.

With respect to the types of treatment included in thigystchildren that had
speech and language therapy and psychodynamic psychothenapyoli@ved over
time in the UK and children that had speech and languagapth@nd occupational
therapy were followed over time in Greece.

Research suggests that speech and language therapy is one ofosh
commonly used treatments that children with ASD receive, indBreece and the UK
(Batten et al, 2006; Stampoltzis et al, 2012), which led to thestigation of this type
of therapy in both countries. For example, Green et al (20@@yred the number and
types of treatment used by parents for their children witrsmutnd speech and

language therapy was one of the most frequently used treatments.
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The efficacy of psychodynamic/psychoanalytic treatment for rautias long
been questioned (Alvarez 1996; Roser 1996). However, it is commonly usedUkt
for children with autism (Reid et al, 2001; Alvarez and Reid, 1999). Thieratovas
considered important to explore further the use of psychotherapghfioiren with
autism (Shelder, 2010). It is also deemed important to provide nfemmiation to the
current evidence base regarding the progress of children witimaatisr receiving
psychodynamic/psychoanalytic psychotherapy. Finally, thke d¢dcrigorous research
on the outcomes of a psychodynamically based approach to supgdrerc with
autism led to the inclusion of the psychotherapeutic group insth@y, in order to
address this gap in the evidence base.

According to Green et al (2006) occupational therapy is among tst m
frequently requested services by parents of children with autishother researchers
(Mauer, 1999; Schaaf et al, 2013) indicate that the sensory imbegegiproach is
effective with children with autism. Of significance to this studgsearch by
Stampoltzis et al (2012) highlighted that in Greece the ntgjofithe children with
autism had either private speech and language therapyupatmnal therapy at least
once per week. Tisereasons led to the inclusion of an occupational therapy group in

the current study.

1.4 Treatment of Childhood Autism

There is a great variety of therapeutic approaches, which focus on
accommodating or remediating different deficits related to rmutiSiegel (1999:34)
recommends taking a “kind of systematic eclecticism” to creating treatment programs
for individuals. This means that various treatment modelsbeanombined and be

used throughout the process depending on the child’s progressing needs, strengths and
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weaknesses.

Following the diagnosis of autism and around the timeghetnts start to come
to terms withtheir child’s condition, they have to decide what kind of treatment plan
they are going to follow. However, with so many different approaches
interventions available and due to the variability in tifiectiveness of different
treatments, it can be a difficult process for parents to dedeh is the best pat
key focus of this thesis will be to explore the progress ifdmn with autism
undertaking three different types of treatment. Speech andjubge Therapy,
Psychodynamic Psychotherapy and Occupational Therapy.it€heture reviewed in
chapters 4, 5 and 6 concentrates on these treatments in depthevadav brief
summary of each is given here. These are followed by an oweo¥iether prominent

therapies to provide a background context to the present study.

1.4.1 Speech and Language Therapy

It is well documented from previous research (Volkmaal,e2009) that children
with autism often have significant language development imgaitsn However these
may be different to those seen in more specific typeamnguage disorder (Williams,
Botting, Boucher, 2008). The developmental course of languageniatai varies
among children with autism. According to Volkmar et al (2004) apprataiy 25% of
children with autism do not develop functional speech. Symptfn#sSD affecting
communication may include deficits in expressive language andomverbal
behaviours. Also, some children with autism exhibit symptormechblalia (repeating
what they have heard like a script) or they might present with alypatinding speech
characteristics (Bellon-Harn et al, 2007). Language is consideredl pasit of social

interaction and it is important to target the developnoéénguage skills of children
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with autism in order to help them acquire the essential aomuation skills. Speech
and Language Therapy (SLT) is one of the most frequently useidesefor children
with ASD (Thomas et al, 2007). See Chapter Four for an in depthss$ion of this

type of intervention context.

1.4.2 Psychotherapeutic Approach

Children with autism often present difficulties when formingtrefeships; they
exhibit poor play skills and eye contact and they might ébat their special interests
and objects (Bellon-harn et al, 2006). Psychodynamic Psychothsrapyintervention
that addresses social, emotional and behavioural problems. Psychadynam
Psychotherapy is based on the way children integrate and tamtktiseir experiences;
everything stems from their relationships with significant oth8tsch integration is
driven by their internal tendencies and motivations. Drucker (280§yests that the
role of a psychodynamic therapist who works with children vathism is first to
observe the child and try to comprehend their functioning, tlwershare their
understanding of the child with the parents and the intervergam &and finally to
offer support to the whole family taking into account theviadiality of each child.
According to Muratori (2005), knowledge in the field of psychotherapy is not
progressing as much compared with knowledge of psychiatric andbi@ogical
disorders. Furthermore, Muratori (2005) suggests that no serious attertymdytdahe
role of psychotherapy in treating childhood autism has beendaute With a paucity
of research in this field, more empirical evidence that etedushe efficacy of
psychotherapy is needed. See Chapter Five for an in deguiisdion of this type of

intervention context.
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1.4.3 Occupational Therapy

Occupational therapy for children addresses behaviours including play, the
process of learning, self-care and social participation. Childhiéim autism exhibit
characteristics that relate to sensory integration diffesi (Walting et al 2001). The
sensory integration approach was originally developed by ogonphtherapist Ayres
(1972). Sensory integration depends on the notiat the brain operates as a
coordinator and interprets sensory information (Kielhofner, 208i8ye Ayres’ work
(1972) a link between sensory integration and behaviour has lesgadrAs a result,
interventions based on sensory integration haewn beed to help children with their
everyday functions (Parham, 2002). The sensory integration based dipprelas
children with autism integrate sensory information and it is p&set but the therapist
leads the activities and changes them accordingly in oocdgelp the child adapt in
functional outcomes (Paul & Nodbury, 2012). Occupational therapistdy the
differences of sensory processing in children with autism and trgipaiteem and their
families overcome these difficulties in order to improve thdityuaf their functional
behaviour (Provost et al, 2009). Some of the behaviours that are targeted i
occupational therapy are self-stimulating behaviours thatlireimlwith autism might
exhibit. Such examples are rocking back and forth or other repdbi¢haviours. Also,
occupational therapy focuses on sensory integration defigksoarhelping children
with autism overcome potential difficulties adjusting to rae and cope with daily
routines. See Chapter Six for an in-depth discussion of tipe tf intervention

context.

1.5 Other prominent therapies in autism that are not the focus of this study
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In order to put the three types of treatment of focus in thiys speech and
language therapy, psychotherapy and occupational therapy -oiniext a summary

of the literature for the other most common therapies in autisnovéded here.

1.5.1 Behavioural Approach

Behaviour analytic approaches have now evolved and a number of difesrlenigues
and assessment strategies are used (see Table 1). One eafrltbst reports of a
systematic behavioural intervention for autism that was rednto all behavioural
treatment studies that followed was the article by Wolf et al (1964) whereasaeof a

boy with autism who had behavioural treatment is discussed.

1.5.2 Interventions based on Play

According to Restal and Magill-Evans (1994) play provides a methiuoagh
which children develop skills, experiment with roles, and intevéth others (see
Table 2). They suggested that children with autism are distayed in their use of

play for these purposes.

1.5.3 Cognitive Approach

Cognitive behavioural therapy (CBT) is based on the hypothesiscognitive
deficiencies and cognitive dysfunctions lead to behaviouralgmabsuch as anxiety
The aim of the CBT is to target and change the way an indivilirds and reacts to
their emotions and therefore ease the behavioural or psychologibldmeo(see Table
3). This type of treatment is often applied to children with autismit@y/2003).
1.5.4 Social Stories

The social story intervention (Gray and Garand, 1993) is consitielezia method to
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help children with autism understand social situations (sb&e™) “A social story is
a short story that describes the salient aspects écifis social situation that a child
may find challenging. Social stories also explain thelyikeactions of others in a
situation and provide information about appropriate social responses”( Delano & Snell,

2006, p.2).

1.5.5 Pharmaceutical Interventions

Many parents seek pharmaceutical interventions for their childreorder to treat
autism (e.g. risperidone, methyl B12). Lemmon et al (2011) reported that rispesdone i
prescribed commonly to children of many ages, with aggression beagntst
common indication for treatment. Methylcobalamin (methyl B12) isranconly used
treatment that has anecdotal reports of remarkable dlimpaovements with few side

effects (see Table 5).
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Table 1. Behavioural Approach

Comparison controlled study

1) intensive clinic based treatme
model with all treatment personn
(N=23). Mean age at treatment st;
was 36m

2) intensive parent manage
treatment model with intensiv
supervision only (N=21). Mean ag
at treatment start was 34m.

All children were assessed at inta|
and 1 year after treatment (5 le
treatment)

(ABA)

Study Country Description of sample Type of treatment Key findings
Baker-Erikzen et al (2007) | USA 158 children with autism, age Pivotal Response Training - Results showed significan
Naturalistic study from 24-113 months, that had improvements in adaptive functioning.
Ipivotal Response Training (PR - Younger children showed the leg
were assessed pre- and pi improvements at intake and the m
intervention. improvement post-intervention
Coolican et al (2010) Canada 8 pre-schoolers with autism ar| Pivotal Response Training - Children’s communication skills
Single-subject stly their parents were assessed beft increased
immediately after and 2-4 month - Strong relationship between parents’
after training increased ability to implement PRT
- Improvement in  the  children’s
communication skills
Hayward et al (2009) UK Two groups of children: 2Applied Behaviour Analysig - Children improved significantly from

both groups on 1Q, visual-spatial I(
language comprehension, express
language, social skills, motor skills at
adaptive behaviour

- No significant differences were foun
between the two groups

1 PRT focuses on increasing the child’s motivation to communicate, using the principles of applied behaviour analysis in play and other natural daily-life settings (R.L.
Koegel et al., 1989; R.L. Koegel & L.K. Koegel, 2006).
2 Lovaas (1973), who is considered one of the pioneers in the field of belzinderventions and father of the Applied Behaviour Analysis therapy JABANd that by

punishing and reinforcing certain behaviours of children with autism significpnbiament was produced in the areas targeted during the intervention. Using thegsrincipl

of operant conditioning ABA encourages appropriate behaviours and helps chédreas# the negative ones.
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Eikeseth et al (2002) USA Children with autism assigned 1| Applied behaviour Analysig The children that received ABA showe
Comparison controlled study two groups: (ABA) greater improvements in the areas of
1) behavioural treatmen language and adaptive behaviour afte
(N=13) year evaluation
2) eclectic treatment (N=12)
Children in both groups aged 4-7
they were assessed at intake an
year after treatment began
Eikeseth et al (2007) USA Same patrticipants as in Eikeseth| Applied behaviour Analysig The ABA group showed greate
Comparison controlled study al (2002). In this follow-up thg (ABA) improvements at follow-up
mean age of children was 8y, 2i
The mean time between treatme
onset and this follow-up was 31.4
in the ABA group and 33.3m in th
eclectic group
Ingersoll and Lalonde (2010| USA 4 children with autism (35-4] *Reciprocal Imitation Training 3 of the 4 children showed great
Single-subject study months) who were participants of improvements in their use of approprig
larger RCT testing the efficacy language after gesture imitation h
Reciprocal Imitation Training fol started
teaching imitation skills in youn All  children exhibited generalize
children with an ASD. improvements in language skills th
As part of this study the childre were maintained after the interventi
were assessed pre-treatment, p( was completed on both an observat
treatment and at 2-month follow-u| assessment as well as parent reports
Smith et al (2010) Canada 45 children with autism (aged &1 Nova Scotia early intensiv Improvements in targeted domains
Naturalistic study years in the beginning of treatmer| behaviour intervention mode development, thus language &
were followed for 12 months NSEIBI (Bryson et al, 2007) communication but also in cognitive
that combines parent trainin adaptive, problem behaviours along w

3 Reciprocal Imitation Training (RIT) is a naturalistic intervention thias developed to teach object imitation skills to young children wiisnawithin on-going play
interactions. This intervention is drawn from the naturalistic behavibigmature and shares many common elements with interventionsasuisbidental teaching (Hart &
Risley,1968; McGee et al.,1983), milieu teaching (Alpert & Kaiser,1992), and pivspange training (Koegel et al.,1987), designed to teach language skills irutz na
environment.
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| and Pivotal Response Trainir|

autism symptoms

Table 2. Interventions based on Play

Study Country Description of sample Type of treatment Key findings
Francke and Geist (2003) USA Play skills were taught to a 3 ye| “Treatment and Education ( Increase in the amount of complex types of p
Case study that he had with various toys
old male diagnosed with autism aj Autistic and Relateg Increase in his opportunities to play with typical
developing peers in a meaningful and m
global delay Communication Handicappe interactive way
Increase in his social interactions with typical
Children (TEACCH) and freg developing peers
play
Josefi & Ryan 2004 Israel 6 year old boy with severe autis| Non-directive play Non-directive play improves all four investigate
Case presentation aspects of attachment: autonomy, symbolic p
was observed during 16 plg development and nurture
sessions
Kasari et al (2006) USA 58 children with autism aged 3 an Toy play Both intervention groups improved significant

RCT

4 years, who were randomized tg

over the control group on certain behaviours

4 The TEACCH (Treatment and Education of Autistic and related Communicatoiichpped Children) program (Schopler, 1970) is a comprehensive structetedgea
approach designed for individuals with autism and communication disabilities and ithiéegsa
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joint attention intervention,
symbolic play intervention, o
control group. Both structure

assessments of joint attention/pl
skills and mother-child interaction
were collected pre- and po
intervention

- Children in the joint attention intervention gro
initiated  significantly more showing an
responsiveness to joint attention on the structu
joint attention assessment and more ch
initiated joint attention in the mother-chi
interaction

- Children in play group showed more diver
types of symbolic play in interaction with the
mothers and higher play levels on both the g
assessment and in interaction with their mothe

Pajareya
Nopmaneejumruslers (2011)
RCT

and

Thailand

32 children with autism, aged 24
72m were divided into two group

based on age and symptd
severity:
1) Typical  behavioura
treatment

2) DIR Floortime

5 Developmental,
Difference,
based (DIR®) Model

Individua
Relationship

- No significant change in the Function Emotir
Assessment Score

- Significant improvements in the interventic
group with respect to autism symptom severity

- Significant improvement in engagement g
communication compared to those who recei
routine behavioural interventions

Table 3. Cognitive Approach

Study Country Description of sample Type of treatment Key findings
Chalfant et al (2007) Australia 47 children with high functioning autisn Cognitive behavioura - The results reported  significa
Controlled trial study aged 8-13 y assigned to two groups: therapy (CBT) differences pre- and post treatment
1) Treatment group anxiety symptoms
2) Waiting list control group
4 groups (8-10 children per group) we
treated for 5 ¥2 months
Reaven et al (2009) USA 33 children aged 8-14y with hig Cognitive behavioura] - Significant reductions in parent reports
Controlled trial study functioning autism and their pareni therapy (CBT) anxiety symptoms after the delivery

5 TheDevelopmental, Individual Difference, Relationship-based (DIR®) M@Betenspan and Wieder, 19863uses on promoting development by encouraging children
to interact with parents and others through play.
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Parent child dyads were assigned to t
groups:

1) Active treatment condition

2) Wait list control condition
The first 10 parentchild dyads entere
treatment immediately. Additional familig
were put on waitlist and after 3 mont
they were asked to enter treatment. Th
participants eventually engaged in pg
treatment and follow-up assessments i
similar manner as the initial treatme
group, thus 23 of 33 families served
their own controls

the group treatment, compared to the W
list control group

Storch et al (2013)
Randomized Controlleg
Trial

USA

45 children (7-11y) with high functionin
autism and anxiety were randomized
receive 16 sessions of weekly CBT
treatment as usual for an equivalg
duration. Assessments were conducteq
baseline, post-treatment and at 3mo
follow-up

CBT

Children  receiving CBT showe
substantial improvement relative
treatment as usual group on prima
anxiety outcomes.

Gains were maintained at follow-up.

Wood et al (2009)
Randomized Controlleq
Trial

USA

40 children (7-11y) with autism an
anxiety disorder were randomly assign
to 16 sessions of CBT or a 3-mon
waitlist (36 completed treatment
waitlist). Families were assessed
baseline and post-treatment/post-waitlist

CBT

Positive treatment response at pqg
treatment evaluations and benefits wi
maintained at 3m follow-up
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Table 4. Social Stories

Study Country Description of sample Type of treatment Key findings
Crozier and Tinconi (2007) USA 3 children with autism aged 3-5 y we| Social Stories - Reduction of inappropriate behaviours
Single-subject study assessed pre- and post the implementq - An increase in appropriate behaviol
of social stories at school was found across all participants
Delano and Snell (2006) USA 3 children with autism and 6 typicall Social Stories - The use of Social Stories may lead to
Single-subject study developing peers. Each target student v benefits of increased social engagem
autism was paired with a same-age p with peers and the frequency of initiati
for the intervention sessions. Targ comments and responding to pe
students were paired with a second p initiations
for generalization probes. The participal
were assessed prior the first experimer
session and during treatment at sevq
time points
3 children with autism (7-9y) wer
Ozdemir (2008) Turkey assessed at baseline and at different t| Social Stories - Effective in decreasing disruptiy

Single-subject study

points during intervention

behaviours

Schneider and Goldstein (201(

Single subject study

USA

3 kindergarten to % grade students wit
autism were assessed pre- and
intervention. The children were assesse
baseline during treatment and at follow-{

Social Stories (a visug
schedule using picture
of social stories wa
added at follow-up)

- Improvement in on-task behaviours f{
all children

- The participants (after intervention) we
able to respond more appropriately g
manage their behaviours

- Social Stories facilitated the developmsé
of self-management

- Further improvement was reported
follow-up  suggesting that visua
schedules may be an effective way
improve social stories further
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Table 5.Pharmaceutical Interventions

Study Country Description of sample Type of treatment Key findings
Bertoglio et al (2010) USA 30 children (3-8y) with autism completq Methylcobalamin B12 Comparison of the overall means betw¢
Double-blind, Cross-ove the 12 week double-blind study. A

participants received 6 weeks placebo ¢ groups suggests that it is ineffective in treat
clinical trial 6-week of methB12 and 22 subjeq

completed the 6 month extension study behavioural symptoms of autism
Ghaeli et al (2014) Iran 15 children with autism aged 4-17 y we Risperidone - Study showed that social interactions a
Open-label study treated with risperidone for 8 weeks verbal communication skills  wer|

significantly improved after treatment
Stereotypic behaviours did not change

McCracken et al (2002) USA 8 weeks of treatment with risperidon Risperidone - Effective in  reducing tantrums

Multisite double-blind
Randomized Controlled Trial

versus placebo in 101 children (5-17 y)

aggression or self-injurious behaviours
children with autism
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1.6 Research questions and justification

This study aims to answer the following questions:

e Do children with autism show significant development in commtinicand
social skill, regardless of intervention context?

e Does the pattern of development differ across children in thathd Greece,
regardless of intervention context?

e Do patterns of development differ in the UK and Greece for @nldn the
same intervention context (i.e. SLT based interventions)?

e Does the specific country and intervention context aswowiéh the pattern
of developmental change?

If research and practice in the treatment of children witlsrautare to
improve, then increasing the number and quality of studies explorirtettedopment
of children with autism over time should increase. The need to exq@orprehensive
and effective treatment plans is essential in ordeeteeschildren with autism and
their families in the most efficient way. Also, investigatitige effects of different
types of treatment is likely to be of benefit to many childred their families. It is
important to assess different types of treatment and to figeéhtise characteristics
that predict responsiveness to specific prognesiapproaches. It is also equally
important to raise awareness of various types of treatneenffar insight to parents
about the development of autism over time and help professiexpand their
understanding with respect to the manifestation of autism thooudime. Moreover,
it is essential to add to the literature on psychotherapyaltiee scarcity of empirical
support in the field of psychodynamic/psychoanalytic psychotherapy.

The purpose of this study is to identify the progress of childriém autism

over time in the UK and Greece and directly compare progrelesviing different
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types of therapy. Also, the differences in the developnoeérchildren with autism
between the two countries will be identified.

One area of progress in the diagnosis and epidemiaddbggutism across
countries has been at the level of screening tools thabeamlidated in numerous
languages and dialects. Nevertheless, there are very few crassahstiidies (Lotter,
1978; Probst, 1998) that address the impact of culture on autism. iShase very
little information about how the genetics, biology, risk facttnesatment and course
of autism differ across countries, continents or ethnic groupsrgiveallsopp &
Boyle, 2002). As mentioned by Cascio (2015), most of the literature on aodism
focused on major English speaking countries, like the UnitegsSt@anada, UK and
Australia. The main comparisons between these countries oetleeit policies (e.g.
Baker & Stokes, 2007). Further research has been carried out in otheresouike
India (Daley, 2002,2004), Italy (Cascio, 2015; Cola and Crocetti, 2011) andeFra
(Chamak et al, 2010). For example, Cascio (2015) investigated how augtism i
conceptualized in various autism intervention services offerdthly. However, no
previous research has been conducted comparing the outcomedhoeéhdifferent
approaches of treating childhood autism in the UK and in Gremtaéharefore the
findings will be of direct clinical and theoretical interédthilst the attempts to raise
awareness, early identification and diagnosis of autism adyaesearch about how
children develop and how different types of treatment affech iseneeded in order

to create more appropriate ways to support children with autisnhaindamilies.

1.7 Thesis Format

The aim of this introductory chapter is to set the contexh@thesis as well

as acquaint the reader with the main topic of the study.bjidadlows a structured
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outline of each of the remaining chapters of the thesis.

In the second chapter the literature on the development of children wimauti
over time and more specifically on longitudinal and prospectiveestuaf children
with Autism Spectrum Disorders is reviewed.

The third chapter explores healthcare provision and service movier
autism in the UK and in Greece. The main similaritied differences in regards to
autism and the history of service provision between the two ¢esiatre identified.

The fourth, fifth and sixth chapters provide an overview of studileded to
three specific types of treatment of childhood autism: speetHasmguage therapy,
psychoanalytic/psychodynamic psychotherapy and occupational therapy.

The seventh chapter describes the methodological approach cadigptbe
study. The aim of this chapter is to provide a criticatussion of the methodology,
methods and ethical issues related to the study. The contex¢ skttings will be
outlined and the research design, methods and procedure will be described.

The eighth chapter presents findings in four main sections: Exploraf
associations between different skills and their developmhé&einds over time for the
whole group; examination of development across different cesntexamination of
the effects of country and intervention context on change dwex fsubgroup
analysis of the effect of country on those with the samegy context (SLT) and the
effect of therapy context on children in the same country.

Finally, chapter ningliscusses the findings of the research. Limitations of the
study and implications for further research and practice are ainsidered in this

chapter.
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Chapter 2 Development of children with autism over time

Autism is a lifelong developmental disorder that affects indivaliralvarious
ways. It is important to explore the manifestation of aym@ptoms of autism through
childhood and later on and to monitor the status of autism diagndsesim of this
review is to highlight the key evidence currently availaklgarding the development
of children with autism over time. Understanding the nature arettoay of change
in various aspects of development may help in the earliertibeteaf autism, and
consequently promote earlier intervention.

This chapter is organised around the following aims: 1) to proside
overview of studies on the general development of children wiiknaubn autism
severity trajectory, repetitive behaviours and language; 2) totifigelimitations
within this body of research. This review was based on a seargulbdished
empirical research studies available since 2000 in order to provideotaeupto-date
information. Available research was reviewed in an attempt tiddbe studies that
met the aims previously stated and studies were excludesglrifitlcus was on other
aspects of autism.

The diversity in the developmental trajectories and rates afgehamong
children with ASD is illustrated here. As suggested by Matsonugn®y (2011) the
study of changes in the development of children with autiambeen quite limited
but it is shown from the existing literature that symptomauifsm do change over
time (Matson & Sturney, 2011). Understanding the nature and tngjeftohange in
various aspects of development may help in the earlier deteoti@utism, and
consequently promote earlier intervention. Most of the liteeaturmmarized in this
chapter focuses on longitudinal and prospective studigs esfchoolchildren with

Autism Spectrum Disorders, but a small body of literature con@akescents and
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young adults. The chapter will focus on general development andtgeraetitive
behaviours and language although it is acknowledged that othem&idagelopment
have been documented.

Children with autism are considered to be very different frorh e#eer and
the clinical presentation of their symptoms varies along wighautcomes following
an intervention (Ben-ltzchak et al, 2014). According to Howlin 1&2809) some
children demonstrate significant progress in different areas \@lamment while
others might present with no or less significant improvemenenvassessed with
standardized measures. Most studies included in a revienekgeSet al (2004)
reported a positive change in the severity of autism symgptover time. However,
stability in autism diagnosis is often documented acresrly childhood and into
adolescence (McGovern & Sigman, 2005), thus there is mixed evidence. For example
research suggests that maladaptive behaviours decrease over dinge vath
challenging behaviours for some but not all children. Gray et al (201 &)fiee an
improvement in some of their participants over time, but a 23% eshaw change
and a 16% presented with an increase in their maladaptive behaviours.

In two projects (Lindsay et al, 2010; Meschi et al, 2010) of theeBett
Communication Research Programme (BCRP; Dockrell, Lindsay, Law, &teoa,
2014Y% the focus was on the progress of children with ASD or speeufiidge and
communication needs (SLCN) who go through the mainstream edusgttam. In
the Meschi et al (2010) study significant movement into and othteo€ategories of
SLCN and ASD was reported, especially when the children wengng between

primary and secondary school. However, less movement was reportduldren

6 The Better Communication Research Programme (BARRkrell, Lindsay, Law, & Roulstone,
2014) was commissioned as part of the Betteanmunication Action Plan, the government’s response

to the Berkow (2008) review of services for children and young peefih speech, language and
communication needs.
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with ASD. More specifically, 41% of the children who were in the A&idegory
when they started secondary school remained in the same gadégeied when they
finished secondary school.

Tables 6-11show studies that have been completed since 2000 regarding
change in autism over time. Most of the studies were condirctbe USA, five in
Canada, four in the UK, two in Australia, two in France, one in,l@he in Iceland

and one in Netherlands.

2.1 The general course of autisand diagnostic status

There is research that suggests that children with autisnbiextifferent
trajectories. For example, Gotham et al (2012) suggested dha shildren with
auism could improve over time with respect to their symptomdentthers might
delay in demonstrating any improvement. It can be seen thougth¢éhatajority of
the studies that focus on the manifestation of autism over timeotdake into
consideration how the therapy context might have influenceddéwelopmental
pattern of the children, which my thesis aims to investigate.

Szatmari et al (2015) carried out a large prospective outcome stuatger to
assess the developmental trajectories of autistic sympteenitye(like restricted and
repetitive behaviours or social communication impairments) and td#vataptive
functioning (acquisition of various skills and abilities thate developmentally
suitable). A cohort of 421 preschool children with ASD was monitored tahé
points (at baseline, at 6 months and 12 months after baseline, agel Gtears). The
authors identified heterogeneity in the development of children A8D. With
respect to the progress of their adaptive functioning thetseshibwed improvement

in 20% of the sample and an 11% of the children demonstrated askeaneautistic
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symptom severity during the study. These findings are consiatigh research by
Gotham et al (2012) and Fountain et al (2012). Furthermore, the fesmarc
suggested that the female sex was linked with less sevengtsym and better
progress and that there was an association between youngérdaggnasis and the
higher functioning group. Nonetheless, the results are weakenée lfgct that they
did not explore the intervention contexts of the children pp#itig and the effect
this might have on the developmental trajectories.

A prospective study on the psychological development of 218rehilwith
autism, aged between two and seven years old, by Baghdad{2€06) also report
significant changes over a period of 3 years. Developmental regregss observed
in their daily living skills and person-related cognition but theas stability in other
areas such as communication, socialization and object-relaggtdtion. It is also
interesting to note that a link was found between the absergmeeth in childhood
and poor outcomes. However, this finding should be interpreted autiioa since it
could be the effect of comorbidity with functioning level.

The changes in the developmental areas mentioned earmisredeto be
associated with the children’s level of psychological functioning, with their language
skills and the severity of their symptoms. More specificdilsirt initial functioning
level could be considered as a predictive factor of their psydcalodevelopment.
These results have important implications for services provitiegapy for children
with autism since they may help understand further the variabkes\tdsily affect the
development of children with autism.

Eaves & Ho (2004) followed forty-three children diagnosed withsautbr
pervasive developmental disorder not otherwise specified (PDD/N@8)ZX,5 years

to 4.5 years and based on the results 79% stayed in the sgmestiacategory. In
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addition, children with milder symptomatology and higher non-aferkills in
relation to verbal ones exhibited the most improvement irbaveskills. The
Childhood Autism Rating Scale (CARS; Schopler et al, 1988) scoressirstily
remained the same between mean ages 2 years 9 months and 4 years 11 months.

On the other hand, Jonsdottir et al (2007) did not replicate tidsd in a
sample of preschool children with autism. Jonsdottir et al (2007) exptbeed
progress of forty-one children with pervasive developmentaldiss (PDDs) twice
during their preschool yea(3-6 years old). The mean period of time between the two
times that the children were assessed was 27.71 months. ficgaats were also
receiving intensive eclectic intervention on average about 8@shwer week. The
results of the study showed that with respect to their cognpierformance the
children remained stable but the symptoms of autism decreased. For sbessraent
of behaviour, the CARS was used and the scores decreased oveA tpuossible
explanation about the difference in these results comparduetortes reached by
Eaves and Ho (2004) could be that the participants in the Badedo (2004) study
were more cognitively impaired and did not have the chance to chargicantly in
that period of time.

In a similar vein, Charman et al (2005) followed twenty-six childngtn
autism aged 2 years to the age of 7 years. The results stlmteé35% retained their
diagnosis and symptom severity showed different trajectaneshe different
symptom domains over time. Also, improvements were detectedrfte shildren in
competencies and in terms of symptom impairments. Howevenpared to the
previous study by Eaves & Ho (2004), @iman et al (2005) did not find age 2
performance on standard measures of cognitive skills, languatgeasidl symptom

severity to be predictive of age 7 functioning in these dombutsat age 3 they did
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predict future outcomes. Nonetheless, it should be takenaitount that these
findings might have resulted from the use of a younger saatpieitial diagnosis
compared to the Eaves and Ho (2004) study.

Sutera et al (2007) argues that children can lose their autismodiagover
time, after they evaluated children with ASD at 2 and 4sye&age. In the Sutera et
al (2007) study, 73 two-year olds with ASD were assessed on aybaiter
standardized measures of cognitive and adaptive functioningvarel reassessed
when they were 4 years old. Based on the findings thirteen ohtlieen lost their
autism diagnosis by age 4. However, not enough information wasipdoabout the
effect of the intervention that the children received during thabgher

The diagnosis of autism was reported as less stable dretive ages of 2 and
4 years in a study by Turner & Stone (2007). The researchers followeeeighty
children diagnosed with autism or PDD-NOS starting at age Ptheyi were 4 years.
In this sample 63% of children retained the diagnosis of autissgea4. A possible
explanation for these findings is the use of different diagnost&sures at ages 2 and
4.

In a prospective study of 87 high risk (siblings of children aitism) and
low risk infants (no history of autism), Landa & Garret-Mayer (206eased the
general development of the participants from 6 to 24 months of Tdge study
included three outcome groups: ASD group, language delayed group arallytypic
developing group. Results demonstrated that at 14 months thenpenf of the
children who were later diagnosed with autism was worse ne@gpect to language
and motor skills, in comparison to the group that went on teldpvtypically.
Moreover, by 24 months the children with autism scored loweahennon-verbal

problem solving domain compared to the typically developing group. Whepazeth
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to the language delayed group, the ASD group performed worse in gotss fime
motor and receptive language domains but there was no sagmifaifference
between the groups with respect to their expressive languages.sitaseinteresting
to note that those with a later diagnosis of autism stastetlange gradually between
14 and 24 months and they regressed in the social and/or language areas.

In a more recent longitudinal study, Landa et al (2013) repticated
extended the findings of the study conducted earlier by L@&daarret-Mayer
(2006). Landa et al (2013) investigated the social, language, and madotatrias in
235 children with and without a sibling with autism, age@8@months. In the Landa
et al (2013) study, children were grouped based on their diagnosis bgrithsnof
age. So, there were three groups: children diagnosed by 14 mahiltsen
diagnosed after 14 months and typically developing children. Lahdd €013)
examined the developmental features and trajectories of chidtbnearly versus
later indication of autism. Furthermore, they looked into the réiffees between
those groups and children without autism from 6 through 36 montlageof At 6
months the groups exhibited similarities in their developmenatiet that period the
groups of children that developed autism presented with atyp@&ectories. The
results also showed that the impairment from 14 to 24 montbsgveater in the
group diagnosed before 14 months than the group that was diagrieseH davever,
at 36 months the impairment seemed comparable between ihegroups.
Furthermore, developmental plateau and regression occurred in sddrercwith
autism, regardless of the time that they were diagnosed.

The results of a study by Ozonoff et al (2010) support the previousdgmdf
the studies by Landa & Garret-Mayer (2006) and Landa et al (2013). Oziraiff

(2010) also found that the development of the social, motor, comation and

47



cognitive skills of children with autism remains intact atm®nths of age and
thereafter comes the regression of those skills that usually becorare obvious
around 12 months of age. Lord et al (2006) found that 89% of childreramtiidm at
age 2 received the same diagnosis at age 9 and improvementweteor some
children as well. Werner et al (2005) reached similar conclusiodssaggested
stability of autism symptoms over time after assessing children at 2em@+4 years
of age.

Following Lord et al (2006), Lord et al (2012) monitored the progress of
toddlers referred for risk of autism every two months from age d&hm to age 36
months. A battery of standardized observational measures (ADO%RAand
MSEL) were used in order to assess sixty-five children who wersecuative
referrals and thirteen children from other research projects. Thksrebowed that
forty-eight children received an ASD diagnosis and replicttedfindings from the

study by Landa & Garrett-Mayer (2006).
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Table 6. The general course of autismand diagnostic status

Study Country Sample Assessment Measurés Key findings
Szatmari et al (2015) | Canada 421 children with ASD (2-4 y) ADOS, ADI-R, 99-item CBC, PLS; - Possibility of improvement in
Fourth Ed., MPR adaptive functioning in 20% of th
Longitudinal sample
- 11% of the children demonstrats
a decrease in autistic symptq
severity
Landa et al (2013) USA 235 children with and without { ADOS, MSEL, Communication an - Similarities at 6 mo in their
sibling with autism aged-86 mo | Symbolic Behaviour Scale development but after that group
Prospective Developmental Profile (CSBS DP) of children that developed autism
longitudinal presented with atypical
trajectories
Baghdadli et al (2006)| France 219 children with autism, age CARS, ADI-R, VABS, EAP, WISC Il , - Developmental regression in dail
between 2-7 y WPPSI-R or subscale of the K-AB( living skills and person-related
Prospective French version of ESCS cognition
- Stability in areas like:
communication, socialization and
object-related cognition
Lord et al (2006) USA 192 children prospectively studig VABS, ADI-R, MSEL, WISC, - 89% of children with autism &
from referral for autism before 3| Differential Ability Scales, ADOS, PL age 2 received the same diagng
Prospective mo ADOS atage 9
Werner et al (2005) USA 3 groups: 72 (# y) with ASD; 34 | EDI - Stability of autism symptoms

Retrospective

(3-4 y) with developmental delay
without autism; and 39 (4 y)

children with typical development

7 A complete list of the full names of assessment measures included in this &hapdeided in Appendix VI
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Landa & Garret-Mayel
(2006)

Longitudinal
Prospective

USA

87 children divided into 3 groupd
ASD, Language delayed, typical

PLS-1l or IV, ADOS, MSEL, CDI

Significant decrease i
development between years 1 4
2

Lord et al (2012)

Longitudinal

USA

65 children referred for possib
ASD; 13 referrals of children wh
were part of typically developin
and language-delayed comparig
groups from other projects (12 - ]
mo)

ADQOS, ADI-R and MSEL

Age of symptom onset didn’t
make any difference to th
severity of autism

Variability in early trajectories

Sutera et al (2007)

Longitudinal

USA

73 two-year old children with ASD

M-CHAT, clinical judgment, ADI-R,
ADOS-G, CARS, VABS ,MSEL, BSID,
2" Ed., DAS

13 of the children lost their autist
diagnosis by age 4y

Ozonoff et al (2010)

Prospective

USA

25 infants later diagnosed wit
ASD; 25 typically developing
assessed at 6, 12, 18, 24, and 36

Video observation

Development of the social, motg
communication and cognitiv
skills of children with autism
remains intact at 6 mo an
thereafter comes the regression
those skills

Eaves and Ho (2004)

Longitudinal

Canada

49 children (2,5 y) diagnosed wit
autism or PDD-NOS

PDDST, CHAT, BSID-II, Mental Scalg
WPPSI-R, VABS, CARS

79% stayed in the same diagnog
category

CARS scores in this stud
remained the same between mg
ages2y9moand4yill mo

Turner & Stone (2007)
Longitudinal

USA

48 two year old children diagnose
with autism or PDD-NOS

Mullen Scales of Early Learning, ADOS
ADI-R, CARS

63% of children retained th
diagnosis of an ASD at age 4

50



Jonsdottir et al (2007)

Longitudinal

Iceland

41 children (mean age: 41,43 m
with  pervasive  development
disorders (PDDs)

ADI-R, CARS, BSID- II, WPPSI-R
VABS

Stability in cognitive performance
Decrease in autism symptoms
CARS scores decreased

Charman et al (2005)

Longitudinal

UK

26 children with autism aged 2y
time 1

CDI, RDLS-Il, GMDS, ADI-R, ADOS,
VABS, structured interactiong
assessment

85% retained their diagnosis
Improvements for some childre
in competencies and in terms
symptom impairments

Turner et al (2006)

Longitudinal

USA

26 children diagnosed with autis
or PDD-NOS at age 2

BSID-Il, SICD-R, CDI, K-ABC, MPR,
Leiter, ADOS, ADI-R,WJIR,WIAT,
PPVT-3, EVT

Stability of diagnosis at age 9
Significant  improvements it
children’s cognitive and language
skills
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2.2 Autism Severity Trajectory

Six trajectories were identified by Fountain et al (2012) usingat and
communication skills and repetitive behaviours as outcomes. tthera utilized the
records of children who were born between 1992 and 2001 in California vadho ha
obtained an autism diagnosis by 2006. The data were avadaldatcomes only up
to 2006. The sample population consisted of 6975 individuals from waosels the
researchers obtained the trajectories along with demographic infonm@tiey used
group-based latent trajectory modelling and multinomial lagrggression models in
order to identify and describe subgroups within the data that g$ienilar
developmental trajectories. Significant heterogeneity in tthgctories was noted
based on the results and they also identified a group of childrenatiatisat baseline
with the lowest scores and improved substantially. The rdsmaralso mentioned
that among these children the most likely to progress were thibtsout intellectual
disability and with more educated, non-minority mothers. HoweVer, specific
factors, through which the socioeconomic status influenced thelapenental
trajectories were not explored, and no information was provided regaldingpes
and quantities of services that individual children used. Simiidirfgs were reached
by Gotham et al (2012) who identified four trajectories for autstioptom severity
in a sample of 345 children (aged 2-5 years old) with ASD, who wdosvied until
they were 15 years old. Gotham et al (2009) had developed a staadambtric of
ADOS calibrated severity scores (CSS) that are more unifodistyibuted across
ages and language levels than ADOS raw scores (Venker et alp26#%). Gotham
et al (2012) used a battery of standardized tests and the ABIb&ted severity
scores (CSS) were analysed. The aim of the study was to ideéfyt trajectory

classes or patterns of change in ASD severity over timeraspective repeat-
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assessment data. Based on the findings there was stabiliy ASD symptoms over
time and only 15% of the sample was assigned to improving or wogselaisses. In
addition, an association between differences in language alydlidimig skills and
differential trajectories of autism severity was suggested.

Venker et al (2014) aimed to replicate and extend Gotham et al (2012)
findings by investigating the autism severity trajectorysdasn early childhood. The
participants were 129 children between 24 and 36 months referred fdrl@asgism
or diagnosed with ASD and their evaluations were carrieétoage 2Y%; 3%; 4% and
5%. The researchers identified four differential trajectory etasd autism severity
(persistent high, persistent moderate, worsening and improving) and badkd on
results it was suggested that there was little change iralbgewverity level during
early childhood. Contrary to Gotham et al (2012), Venker et al (2014) did narfind
association between the gender, ethnicity or assignmentetdaan trajectory class of
autism severity. However, their sample had limited raeiad ethnic diversity.
Furthermore, significant differences in functional skills trajges by class were
demonstrated and it was suggested that early non-verbal cogmpairment along
with deficit in daily living skills might predict a persestt and severe trajectory of
autism severity. However, as it is noted by the authors duthe observational
methods used in the study they cannot be definite whether indraagem severity
leads to decreased functional skill levels or if lower fiomatl skills lead to more

severe autistic symptoms.
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Table 7. Autism Severity Trajectory

Study Country Sample Assessment Measures Key findings
Fountain et al (2012) USA Records of 6975 individuals borf CDER - Significant heterogeneity in th
between 1992 and 2001 and wyg trajectories

Prospective diagnosed with autism by 2006 - A group of children that started
baseline with the lowest scorg
improved substantially

Gotham et al (2012) USA 345 children (aged 2-5 y) with AS[ ADOS, ADI-R, VABS - Stability in the ASD symptom
over time

Longitudinal - Association between difference
in language and daily living skill
and differential trajectories q
autism severity

Venker et al (2014) USA 129 children aged 24-36 m ADOS, ADI-R, MSEL, PLS-4 - 4 differential trajectory classes

Longitudinal

referred for possiblé
autism/diagnosed with ASD

autism severity

Little change in overall severit
level during early childhood
Significant differences in
functional skills trajectories by
class
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2.3 Development of autism during adolescence and young adulthood

There is growing body of literature that reports a decrease of autispi@ys
during adolescence and young adulthood (e.g. Fecteau et al, 20@8r 8edl, 2003;
Shattuck et al, 2007). However, in a study by Shattuck et al (20@7)ynprovement
between middle childhood and adolescence was slower when i@mhtpaearly and
middle childhood. Anderson et al (2011) also suggested that thereslswar
improvement in individuals with autism during adolescence.€itz& et al (2003)
and Shattuck et al (2007) studies it was found that repetiseeof objects, measured
by the ADI-R, declined with age in children and adults. Nevérsse it should be
kept in mind that adolescence is considered to be a diffiemiod for children with
autism (Anderson et al, 2011). Findings from a number of studiese(éowl et al,
2006; Posey et al, 2006) of children with autism suggest that varidaoerability
factors in adolescence could lead to increased withdrawad, Aiging adolescence
the access to community activities and services usuallygesaralong with the
availability and intensity of the treatments. In early dildd, the therapy that is
provided can be intensive and focused but during adolescence and aditlthayd
lose these features and this may influence the develomheividuals with autism
(Bagdhali et al, 2012). Therefore, these factors can affect the results nfdies shat
look into the development of children with autism during adolescence.

Seltzer et al (2003) conducted a retrospective study in order ¢gsatse
development of autism over time. The participants of their stuehg older than the
study groups seen earlier; 400 individuals who had been diagnitedutism were
divided into two cohorts: adolescents {2Q years) and adults (22 years or older).
Seltzer et al (2003) looked into the differences between current sysoch

lifetime symptoms, like childhood functioning, especially at 4ge 5 years. Seltzer
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et al (2003) found that the symptoms of autism decreased over timethsless, the
degree of improvement was not the same across groups and itléeémenthe areas
of behaviour that were taken into consideration. These resulterfistipport the
findings of other longitudinal studies that reported improvement®mmmunication,
on average, from childhood to adolescence and adulthood (Howlal, €004).
However, there are other domains of development that dompobve significantly.
Seltzer et al. (2003) found that most of their sample of adolesaadtadults (87.7%)
with autism met the diagnostic criteria for autism i ttlomain of restricted,
repetitive behaviours and interests. However, this percentagsigvascantly lower
than the 97% who met criteria at an earlier point in their lives.

Similar conclusions as Seltzer et al (2003) were reached by mMHawlal
(2004) who found that most of the adults that participated in thely sthowed that
only 12% of the group were symptom free in the behavioural domain andcesh
showed mild (42%), moderate (35%), or severe (11%) behavioural symptoms.
According to Howlin et al (2004) the lower the language skills, ldss the
improvement over the years.

In three studies (McGovern & Sigman, 2005; Seltzer et al, 2003 and
Woodman et al, 2015) it was reported that adults with intebegctisability and ASD
tend to show fewer improvements over time. Woodman et al (2015) ased
prospective longitudinal design to explore developmentakdiajies of autism
symptoms and maladaptive behaviours in adolescents and adiits ABD.
Maladaptive  behaviours included self-injurious behaviours, withdrawal,
uncooperative behaviour, aggression and destruction of property. Thee Santipd
study included 313 adolescents and adults with ASD. The findinggested an

overall improvement in the individuals over time and a decreagetism symptoms
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was identified. However, positive change was not seenl ithalparticipants, since
some of them had worsening symptoms during the study. Woodmah (2015)

found greater impairment in restricted and repetitive behaviourshtardsts (RRBS)
and verbal communication followed by impairment in socialprecity. Most of the

participants presented with less maladaptive behaviours oved-ylear period but
still some of the adults showed worsening behaviours.

McGovern & Sigman (2005) and Chowdhury et al (2010) reached similar
findings to the ones reached by Seltzer et al (2003) and Woodrah(2615). In the
Chowdhury et al (2010) study th&utism Diagnostic Interview-Revised (ADI-R;
LeCouteour, Lord and Rutter, 2003) and the Repetitive Behavior Beaised
(RBSR; Bodfish et al, 2000) were used to explore restricted and repetitive behaviours
(RRBSs) in 34 high functioning adults with ASD and an overall improvénmethese
individuals over time along with a decrease in their autism symptoms wad. fo

In the study by McGovern & Sigman (2005) forty-eight childrerhvaiitism
were observed in both early and middle childhood and laten dete adolescence
using the Autism Diagnostic Interview-Revised (ADI-R; LeCouteduosrd and
Rutter, 2003) and the Vineland Adaptive Behavior Scale (VABS; Sparroal, et
1984). The results suggested that the developmental trajeabonyefarly childhood
to adolescence appeared to show positive change in soi@eddtion skills. Even
though the diagnosis did not change the parents of the participhstrved
improvements in adolescence. A positive link between saoraliement with peers
and adaptive behaviour skills was also found.

Anderson et al (2009) assessed a sample of children over an-géaren
period from toddlerhood to adolescence. The sample consist@8 diildren with

autism; 51 with PDD-NOS and 46 with developmental delay but n@tnauf he
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authors reported positive changes overall in the autism grotheiasadaptive social
abilities increased over time, social deficits decreased thadt nonverbal 1Q
improved. It was also noted that children with autism benefitenn fearly

intervention. Additionally, it was suggested that early childhobaracteristics, e.g.
diagnosis, cognitive abilities, environmental resources cowddigrthe growth of
adaptive social skills form age two to thirteen. Nonetheldss results could be
stronger if the families were randomly assigned to treatnoe if the quality of

treatment had been controlled or measured.

In an effort to further investigate change in the development afrehilwith
autism, Bagdhali et al (2012) followed 152 children with autism fraitdlsood to
adolescence over a ten-year period. Progress was noted in tHgiLimg Skills
and there were changes in socialization and communication atidibe Furthermore,
the results showed that fewer hours of early intervention weredlinkth a lower
trajectory of communication. This finding is in agreement with résults of the
previous study by Anderson et al (2009) who also found an association between hours
of therapy and the impact it has at adolescence.

Kelley et al (2010) assessed three groups of children: 13 childaerhad
been diagnosed with autism on average eight years forittre study and they no
longer met criteria for a diagnosis on the spectrum baseden ADOS scores
(Optical Outcome-OO0); 14 children who still retained their diago(High
Functioning Autism-HFA) and 14 typically developing. The childreerev11-84
months of age when they received their initial diagnosisubm and they were re-
assessed when they were 11-12 years old. Their findings irdlitetethe OO group
scored lower in the communicative, social and behaviourabd@ntompared to the

typically developing group but their scores were still ia ttormal range. The HFA
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group though continued to show impairments in these areas. Shas®ispeculation
by the authors that early behavioural intervention might haomributed to the
improvement of the OO group, since 8 of the 13 children for whom tley h
treatment data received intensive behavioural treatment butwaolfrom the HFA
group had received this type of treatment. Stability in audiEmgnosis was suggested
in a study by Turner et al (2006) who assessed the developmeittaines of
children 7 years after their initial diagnosis. The participarfitthe study were 26
children diagnosed with autism or PDD-NOS at age 2 who retemiow- up
evaluations at age 9. Based on the results the diagnoasissthaor PDD-NOS that
children received at age 2 was more likely to remain the same at age 9.axomidv
respect to the childrésn cognitive and language skills, the findings suggested that
there was a significant improvement between the ages 2 aRdrthermore, the
results suggested that children in the higher outcome group receivedrker
diagnosis and had more speech and language therapy betveseh agd 3 than did

children in the lower outcome group.
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Table 8. Development of autism during adolescence and young adulthood

Study

Country

Sample

Assessment Measures

Key findings

Seltzer et al (2003)

Retrospective

USA

400 individuals with autism
adolescents (121 y) and adultg
(22 y or older).

ADI-R

Symptoms of autism decreas
over time

Adults with intellectual disability
and ASD tend to show fewg
improvements over time

Woodman et al (2015)

Longitudinal Prospective

USA

313 adolescents and adults w|
ASD

ADI-R, SIB-R, WRIT, VS, Positive
Affect Index, FMS

Overall improvement over time
Decrease in autism symptoms
Less maladaptive behaviours oV
the 8-year period but still some
the adults showed worsenin
behaviours

Link between positive family
relationships and interactions wi
positive outcomes for adults wif]
ASD

Bagdhadli et al (2012)

Longitudinal

France

152 children with autism (averag
age:5vy)

CARS, ECPA, WISC Ill, WPPSI-R o
subscale of the K-ABC, ABC, Familia
Resources Index

Progress was noted in th
children’s daily living skills
Changes in socialization an
communication abilities

Fewer hours of early interventig
were linked with a lowel
trajectory of communication

Anderson et al (2011)

Prospective Longitudina|

USA

Data of 116 participants assesg
between 9 -18 y. 65 children wit
autism; 27 with broader autis
spectrum  disorder; 24  wit

developmental disability but ng

ADOS, ADI-R, WISC-IIl, DAS, MSEL,
ABC, PDS, parentalreports, CBC
ABCL, DBC, ALS

Hyperactivity behaviourg
improved the most for the autis
group

Social withdrawal became worg
over time for the autism group
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autism

Greater heterogeneity i
trajectories  for  maladaptivi
behaviours in autism group

Anderson et al (2009) | USA 93 children with autism; 51 with ADI-R, ADOS, VABS, MSEL or MPR, Adaptive social abilities increase
PDD-NOS and 46 with SICD-R, parental reports over time, social deficitg

Longitudinal developmental delay but not autig decreased and nonverbal
assessed from age 2-13 y improved in the autism group

Howlin et al (2004) UK 68 participants referred for autis| ADI, parental reports, WAIS-R o0 IQ scores tend to remain relative

Longitudinal

in childhood (average age
referral: 7y)

Raven’s or the Leiter or MPS ,BPVS,
NARA, Schonell Spelling test

stable over time

McGovern & Sigman
(2005)

Longitudinal

USA

48 children with autism observe
from early childhood-adulthood

ADOS, ADI-R, VABS

Positive change betweg
developmental trajectory fror
early childhood to adolesceng
and social interaction skills.
Stability in diagnosis but th
parents observed improvements
adolescence.

Kelley et al (2010) USA 3 groups: 13 had lost their autist ADI-R, ADOS-G, VABS, BASC, HFA  continued to  show
diagnosis (Optical Outcome groug subscale of WISC'%Ed., PPVT-3d Ed. pragmatic, linguistic, social, an
14 typically developing and 14 wit| subtest of the TLC, TOPL, C3L-3d Ed. behavioral difficulties
high functioning autism. (11-84 m OO group overcame their socig
at diagnosis) communicative and behaviour
difficulties
Chowdhury et al (2010)| USA 34 individuals aged 19-28 y ADI-R, RBS-R Improvements in the RRB doma

Retrospective

as a whole, with the exception
Self-injurious Behaviours
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2.4 Parental behaviour and development of autism

As well as some of the factors arising from studies above, réssaggests
that another factor that might influence the developmemadtiduals with ASD is
the behaviour of their parents (Baker et al, 2011; Greenberg et al, 2008maioet
al, 2015). Woodman et al (2015) highlighted the importance of family gsote
individuals with ASD, since they found that improvements he ftelationship
between mother and child led to a decrease in deficits ialgeciprocity and asocial
behaviours. Thus, a link between positive family relationships @iedactions with
positive outcomes for adults with ASD was reported. Woodman €RGil5)
suggested that maternal warmth, praise and mother-child reldpansality affected
the development of children with autism in an 18-month period, btiteaguthors
mentioned there was not enough information about the reverséatiref effects. In
addition, it should be taken into consideration that the metineluded in the study
came from a similar socioeconomic background; they had cotedplss years of
education on average and 67% were employed. Therefore, the resutis baig
different if there were varying socioeconomic backgrounds.

Baker (2011) investigated the period from early adolescence togyoun
adulthood and the relationship between the adaptability of a féafillty to remain
flexible) and the development of children with autism during {hetiod. Their
participants were the same as in the Seltzer et al (2003prr®hberg et al (2006)
studies. More specifically, they came from a longitudinal itigaon of families of
adolescents and adults with autism in Massachussets (n=204)iscwhg¥ (n=202).
The Baker (2011) results suggest that the level of family adapyamiliht influence
the development of the children’s behaviour problems. Similarly in the Greenberg et

al (2006) study a relationship was found between high level oftisniti and
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increasing severity of RRBs along with more internalizing ametias maladaptive
behaviours. However the fact that the studies (Baker, 2011 and Greehb&rg006)

were based heavily on maternal reports add a cautionary note aboutiigéhsof the

results.
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Table 9. Parental behaviour and development of autism

Study Country Sample Assessment Measures Key findings
Baker et al (2011) USA 149 families of children diagnosg FACES II,PAl, SIB-R, CES-D,WRIT - The level of family adaptability
with autism (10-22 y) VSC might influence the developme
Longitudinal of the children’s behaviour
problems
Greenberg et al (2006) | USA 149 mothers who lived with the| Five-Minute Speech, SIB-R, AR - High levels of criticism related t

Longitudinal

son or daughter with autism ag
11.3t048.9 yat Time 2

increasing severity of RRBs alor]
with  more internalizing ang
asocial maladaptive behaviours
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2.5 Restricted and Repetitive Behaviours and interests (RRBs) over time

The heterogeneity that characterizes children with autiso @éfines the
development of restricted and repetitive behaviours and interdsitd) wary among
children with autism. Restricted and repetitive behaviours andesise(RRBs) are
common among many children with autism and they are interprstaepetitive
mannerisms, intense preoccupations with specific objects/parthem, specific
routines and behaviours based on sensorial interests (Richler260@), However,
not all children with autism present with these behaviours ovex @miensively
(Walker et al, 2004). RRBs have been divided into two forms: lower ardehigher
order behaviours (Turner, 1999). Based on Harrop et al (2014) the lower order ones
are defined as “repetitive motor actions and movements and physical and/or sensory
manipulation of objects and the higher order ones include moren@et/&ognitive
functions and are characterized by the presence ahestut(Harrop et al, 2014, p.
1208).

Esbensen & Seltzer (2009) focused on the progress of RRBs and they
suggested that RRBs decrease over time. The researchers used thavdrepet
Behaviour Scale-Revised (RBS-R; Bodfish et al, 2000), a caregiver-repagune
that focuses only on RRBs, to assess the progress of these behaviours ovdreime
sample consisted of combining data from many studies of RRBs (n=A12) i
individuals with ASD, aged 2-62 years old. However the resulslimited by the
fact that the analysis was based on modified cross-sectional data.

Similarly to Esbensen & Seltzer (2009), Joseph et al (2013)usisd the
RBSR to assess the RRBs in their sample. Their participagts 277 children (aged
2-11 years old); more specifically 128 children with autism, 46 RED-NOS, 44

with non-spectrum developmental delays and 59 typically develagindren were
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followed for two years. Based on their findings the RRBs of childréin awitism did
not decrease. Moreover, the RRBs were found to be stable oventohiédren with
autism between the ages of two and seven years. Also, Jesap{2013) found that
the amount and type of RRBs varied based on diagnosis and thatwagrnot a
significant correlation between RRBs and age, cognitive functiosieg,or social
communication impairments.

Militerni et al (2002) conducted a cross-sectional cohort study group of
children aged 2-4 years old and another group aged 7-11 years. Paportatiata
and observation during play were used to assess the childrdrased on the results
the younger group presented with more recurrent motor and senstigted and
repetitive behaviours. Richler et al (2010) used the ADI-R to askegsrogress of
these behaviours on children with autism and children with non-spectrum
developmental delays over 9 years and they found that thetikepsensory motor
behaviours did not decrease over time.

Likewise, Constantino et al (2009) explored the progress of sogaliment
in children with autism from 3-18 years of age and reported $yabilisymptoms
with a hint of improvement. Honey et al (2008) recruited 104 childreed(24-48
months) with autism, autism spectrum disorder or other disorders aodddlthem
for 13 months. The researchers used relevant items from the ADd-Reinfindings
were consistent with prior research by Joseph et al (2013) thiegefound that the
children’s ability level might relate to the level of repetitive behaviours, with higher-
level repetitive behaviours developing in children with lowaeaptive functioning
and language skills. Compared to the findings by Joseph et al (20113, Honey et
al (2008) study RRB scores increased over one year but across time theyededneas

addition, it was suggested that the RRBs remained but their impactaded.
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However, the effect of the speech and language therapyitbesa received and the
fact that there was not enough information provided relative totties interventions
the children had during the study, might have influenced the results.

Harrop et al (2014) carried out a short-term longitudinal study (3 pion@s
within 13 months) in order to explore the trajectory of restlichad repetitive
behaviours of children with autism. Similarly to Militerni dt(@002) the authors
used observation methods during free play with the primary caregiveressdsw/er-
order restricted and repetitive behaviours in children with autism ageears old in
the beginning of the study and compared them to a group of typaelgloping
children of the same age. Based on the findings the group of childtieramtism
demonstrated more frequent RRBs. However, these behaviours were also ipresent
the other group but limited to just one form: “fiddles with objects/uses objects in
repetitive and nomunctional manner” (Harrop et al, 2014;p. 1215). In addition, the
RRBs in the autism group remained constant during the 13 months of the study. These
findings are consistent with Honey et al (2008) and Richler @0410). Nonetheless,
it should be taken into consideration that 13 months might nanbegh time for
children with autism to change significantly.

Harrop et al (2014) also reported that the children in the autism group who had
lower non-verbal ability and language demonstrated more frequent RRBshisn
was also seen in the Militerni et al (2002) and Szatmari €0£16) studies, but a
relationship between the frequency of RRBs and social communica@snnot
found. As the authors also note, with respect to the limismtminthe study, the
observational methodology might have limited the validitytlod results but the
positive link found between the ADOS scores for RRBs and the fneguef

observed RRBs offers some validation for the methods. Nonethelgsbnthiwas
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demonstrated at all three points of observation and the casrelatvere low.
Furthermore, it should be noted that the coders were not blihe @ms of the study
or the group distribution and the researchers did not control fdatigeiage variable
in the group analysis and they did not recruit language matgpexlly developing
controls.

Fecteau et al (2003) reached similar results as seerr @atiiee Constantino
et al (2009) study. Fecteau et al (2003) identified better progresscial and
communication skills than in RRBs in a sample of 28 verbal childreradoléscents
with ASD. In their study the developmental changes were assbysthe ADI-R and
the authors compared the symptoms of autism identified using @spettive
assessment for the 4-5-age period.

Moore and Goodson (2003) carried out a study following 20 children with
autism at two time points, when they were two years old amehwhey were four
years old. The authors also used the ADI-R to assess thigenisi restricted and
repetitive behaviours and interests and contradicted previous findiriReHler et al
(2010) since they found that the specific behaviours were reduced meerbtit
became cognitively more complex. In addition it was found thair diagnosis
remained. However, the use of ADI-R in all of the studies abagbtrhave affected

the results since it is a parent-report measure.
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Table 10. Restricted and Repetitive Behaviours and interests (RRBs) over time

Study Country Sample Assessment Measures Key findings

Esbensen et al (2009) | USA Combined data from many studi{ RBS-R - Autism symptoms lessen with age
of RRBs (n=712) in individualg

Cross-sectional with ASD, aged 2-62 y

Szatmari et al (2006) Canada 339 children with PDD (mean ag ADOS, ADI-R, Leiter ,VABS - Higher levels of repetitive senso
100.79 m) motor behaviours were associat

Factor analytic with lower functioning

Joseph et al (2013) USA 128 children with autism, 46 wit| RBS-R, ADOS, ADI-R, MLES, DAS} - Stability in RRBs of children with

Cross-sectional an PDD-NOS, 44 with non-spectru autism aged 2-7 'y

Longitudinal developmental delays and § - No significant correlation betwee
typically developing children (age RRBs and age, cognitiv
2-11y) functioning, sex or socid

communication impairments

Richler et al (2010) USA 192 children under the age of 3| MSEL, MPR, WISC-III, DAS, - Repetitive sensory motd
referred for evaluation for possib| ADOS, ADI-R behaviours did not decrease o\

Longitudinal autism and 22 children of the sar time
age with non-spectrun
developmental disorders

Constantino et al (2009) USA 95 malemale twin pairs aged 8| SRS, DIGS/FIGS - Subtle improvement of autisti

Prospective

15y, 95 children with Pervasiv
Developmental Disorders

social impairments over time

- Biggest improvements notice
over time in those most affectq
by autistic social impairments
the start of the study
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Militerni et al (2002) Italy 121 children with autism in 3 WISC-lll, GMDS, WISC, a sem The younger group presented w
groups: 75 toddlers (mean age i structured questionnaire was develof more recurrent motor and sensd
y) and 46 children (mean age § from a number of existing instrument restricted and repetitiv
Cross-sectional Cohort y). such as the Y-BOCS, the CARS , t behaviours
ABC , and the SBS Older children had more complg
behaviours.
Honey et al (2008) UK 104 children (aged 24-48 mo) wil ADI-R, ADOS, MSEL,VABS RRBs remained but their impa
autism, autism spectrum disorder decreased
Longitudinal other disorders RRB scores increased over o
year but across time the
decreased
Harrop et al (2014) USA 1) Children with autism (n = 49 ADOS, ADI-R, MSEL, PLS, RBQ-R The group of children with autisr
mean age 45 mo) DISCO, items from the Direc demonstrated more frequent RR
Longitudinal observation of repetitive behaviours The RRBs in the autism groy
2) Children with typical| autism and the coding scheme of Bar remained constant during the |
development (n = 44;mean age | €t al- (2012) and Watt et al. (2008) months of the study
mo)
Fecteau et al (2003) Canada 28 verbal children and adolescerf ADI-R, ADOS, WISCGII, WISC-R, Significant improvements in a
with ASD (mean age: 13y) WAIS-R domains
Retrospective Fewest improvements in restrictg
interest and repetitive behavio
domain
Moore and Goodsof UK 20 two-year old children with ADI-R Diagnosis of autistic spectrur
(2003) autism remained stable over time
Longitudinal Communication and social skil

of the children showed littlg
change overall at follow-up
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2.6 Development of Language

The start and development of language is a process that caffebed by
several factors, like the interaction of a child and their enviesiriverson, 2010).
Joint attention is defined as the ability of a child to coorditla¢ir attention between
a feature in their environment and a social partner (Malesa ,eR(l3). The
association between joint attention and later language deverdpmight be
attributed to the communicative function of joint attention (Matdsa, 2013).

Pickles et al (2014) assessed the development of expressive aptiveece
language of children with autism in the USA. The participamsevi92 children who
were referred for autism and a battery of diagnostic and psychorretiruments
were utilized to assess them on six occasions betweer? ages19 years old. Seven
subgroups, each subgroup differing on the level of language ability were el nrtéi
multivariate latent growth curve analysis and the results igigleld the relative
stability of language development in autism beyond six yearse Mpecifically, it
was found that beyond the age of 6 children progressed in a similar manneolait be
the age of 6 there was a variation in their progress. The renigt# reflect the
plasticity that defines early childhood. Thus, different environmmeah be more or
less advantageous for children to learn language. Also,iasdted by Pickles et al
(2014) the uniform progress of the children’s language beyond age 6 could be a result
of the intensive treatment they received, but intervention xpnas not explored in
detail.

Wetherby et al (2007) explored the social communication skilishiddiren
with autism in the USA and found that language comprehensib®-ao 24-months
of age was the best predictor of developmental outcome yedtlal and nonverbal)

at 3 years for children with autism. Similarly, Thurm et al (20@)nd that
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nonverbal ability in 2-year-old children with autism in tUSA was the strongest
predictor of developing functional language at age 5, suggestihghtire is a strong
link between cognitive ability and language outcomes.

Weismer & Kover (2015) explored language development in 129 children
with ASD in the USA in four assessments (2%2-5%) and a prosedotngitudinal
design was used. The ADOS calibrated severity scores (CSSusenieto measure
the role of autism symptom severity relative to cognitiod ather factors that might
have affected the development of language. In addition standatd&tsdvere used
to obtain measures akveral domains of the children’s development along with
parent questionnaires. As it is stated by Weismer and Kover (2015af@ntion did
not predict the rate of language change, which was also répartine Toth et al
(2006) study who found no association between joint attention anth@oication
development across the preschool and early-school age period. Nosethelesber
of children who did not show evidence of response to joint attewt@m they were
22 appeared to have low verbal skills at age 5%z in the WesntkKover (2015)
study. Joint attention has been found to be a predictor of dgegdevelopment in
several studies (Gillepsie-Lynch et al, 2012,2015; Gulsrud et al, 20lldsaMet al,
2013; McDuffie et al, 2005; Siller & Sigman, 2008; Sullivan et al, 2007 ahell&
et al, 2006;).

Barbaro (2012) suggested that it is necessary to map the ealgmgiaent of
verbal and non-verbal skills in order to comprehend better the apeneht of
children with autism throughout the years and to understand haolifers from
typical development. Based on Anderson et al (2014) the sttogmgeBsctor of more
positive development of children with autism is fast insee@f their verbal 1Q

between ages two and three.
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Rutherford et al (2007) conducted a longitudinal study in the USA toefurt
our understanding of the development of pretend play in chirgmautism over
time. The participants were twenty-eight children with anitfaverage age-33.9 mo),
eighteen with other developmental disorders (average age-34.&thtyenty-seven
typically developing children (average age-19.5 mo) matched on overallimgstat
both time points. The children in the first two groups weresassetwice over a 24-
month period and the rest were seen twice within a 12-montbdpdrecause they
wanted to preserve developmental matching. Results indicateathtte initial
assessment the autism group presented with impairmealiskinds of play (pretend
and sensorimotor), but at time 2 deficits were found only im greiend play and not
in sensorimotor play. Additionally, it was reported that theup with the
developmental disorders did not differ from the control group wegipect to pretend
play and joint attention predicted pretend play development rowsuglly in all
groups.

Haebig et al (2013) explored the longitudinal links between twegoaes of
parent verbal responsiveness and language comprehension and pnoduetiyear
later in forty toddlers and pre-schoolers in the USA that werendgegl with autism.
The responsiveness of the parents was coded from videotapes of paceptaghtihat
were collected at time 1, which was the initial annual @bid larger study. Parents
and children were then reassessed twelve months laterndtasvorthy that in this
study one of the findings suggested that the relationship betparent linguistic
input and later language achievements may vary based on the child’s stage of
language development. In addition, results showed that childrerautidm who are
verbally fluent might require more advanced language input in dadexchieve

further development of their language. On the other hand, aiveosgsociation
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between parent follow-in comments and later language developméetgnoup with
minimal expressive language was found. This finding also adds suppbe results
of Siller & Sigman (2002; 2008).

Siller & Sigman (2002) were the first to show that responsiveness inpafen
children with autism in the USA contributes to later develognreifanguage. In a
subsequent study, Siller & Sigman (2008) conducted another study in the US§ aimi
to replicate and extend their previous findings about the association between parents’
responsiveness and language development. Twenty eight childreautigm were
included in this study and the findings contribute to the previousamtgeey showed
that the children’s degree of language growth was independently predicted by the
level of parents’ responsiveness to their children’s attention and activity during play
and by children’s responsiveness to other’s suggestion for joint attention. Thus, it was
found that preschool children with autism who responded mouogntiogttention tasks
obtained language faster than the ones that did not respondllaiithough the
findings of this study are important it should be taken intmawt that if the sample
was more homogeneous in regards to the chronological age of ohaldseudy entry
and if there were more participants it would allow us to geze the results to all
children with autism more confidently.

McDuffie et al (2005) investigated predictors of vocabulary comprehension
and production in a group of children with autism in the USA.cboadance with the
findings by Sullivan et al (2007) it was found that greater occurrentgeint
attention predicted later vocabulary acquisition, as well @®pcehension and
production of novel words.

The results of the Gillepsie-Lynch et al (2012) study were demsisvith the

findings of the Siller & Sigman (2002; 2008) studies. Gillepsie-Lyrtchl €2012)
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evaluated twenty participants in the USA between earlylobdd (M=3.9 years) and
adulthood (M=26.6 years). Responsiveness to joint attention (RJA), langudge
Developmental Intelligence Quotient (DQ) were assessed in ehirlghood. In
adulthood, the parents of the participants were interviewed and\ag&ptctioning,
autistic symptomology and global functioning were assessilépsie-Lynch et al
(2012) looked into various correlations between measures and highligeed
importance of joint attention for developing social skills. Thailtesshowed that
better RJA and language ability at 4 years are linked with ghehilevel of
functioning in adulthood. RJA was also predictive of languagetyalail 27 years.
Furthermore, a correlation was detected between improvementsgualze ability
and Developmental Intelligence Quotient (DQ) between 4 hgears and adult

outcomes.
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Table 11. Developmenof Language

Study Country Sample Assessment Measures Key findings
Pickles et al (2014) USA 192 children referred for autisi ADOS, ADI-R, VABS, MSEL, parent - Beyond the age of 6 childrg
assessed between 2 and 19 y interviews and diaries progressed in a similar manner
Longitudinal - Before the age of 6 there was
variation in their progress
Thurm et al (2007) USA 110 children referred for possib| ADI-R, PL-ADOS, SICD, DAS,VABS, - Nonverbal ability in 2-year-olg
autism and 21 with development MSEL children with autism was th
Longitudinal delays and no evidence of autig strongest predictor of developin
followed from 2-5y functional language at age 5
Weismer &  Kover| USA 129 children with ASD werd ADOS, CSS, ADI-R, PLS-4, PPVT-4 - Joint attention did not predict th
(2015) assessed from age 2% to 5% Bayley-lll, VABS-II, ESCS rate of language development
Prospective longitudinal - ASD severity predicted growth i
language comprehension a
production
- Cognition predicted growth iy
production
Wetherby et al (2007) | USA 50 children with ASD (averag| ADOS, VABS, MSEL, SCQ, CBS - Language comprehension at 18-

Prospective Longituding|

age:21,36mo), 23 with
developmental delays (20,71 m
and 50 with typical developmer
(21,14 mo)

24-months of age was the bg
predictor  of  developments
outcome (both verbal an
nonverbal) at 3 years for childrg
with autism
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Barbaro (2012)

Prospective Longitudina|

Australia

109 children with ASD;8 childrern
assessed at 12-, 18-, and 24-m,
children were assessed at 18- 3
24-months, and 72 childre
assessed at only one time point (2
12-months, 8 at 18-months, 62
24-months)

ADOS, ADI-R, MSEL

Developmental slowing in the"®
year of life of children with
autism

Poor Receptive relative t
Expressive Language  skil
appears very early in life fg
children on the spectrum

Rutherford et al (2007) | USA 28 children with autism (mean C4 ADOS, ADI-R, ESCS, MSEL, Fewel Joint attention predicted pretern
4 y and 3mo), 18 children witl Play Scale, 5th ed. play development roughly equal
Logitudinal other developmental disorde in all groups
(mean CA: 4y) and 27 typicall
developing children (mean CA: 2
and 6mo)
Siller & Sigman (2002) | USA 25children with autism, 18 childre] ESCS, Cattell Infant Intelligence Scal Caregivers of children with autisr,
Prospective longitudinal with  developmental delay, 1| RDLS, CELF-R, CELF- P, MSEL, vide who showed higher parent
typically developing children observation of child-caregive sensitivity had children wh
interactions developed superior joint attentig
and language over a period of
10, and 16 years than did childr
of caregivers who showed lowg
levels
Haebig et al (2013) USA 34 parentchild dyads evaluate( ADOS, ADI-R, PLS-4, videg Relationship  between  pare

Longitudinal

annually at time 1 (mean age
31.35 mo) and time 4 (mean age
66.91 mo)

observation of parent-child play sessio

linguistic input and later languag
achievements may vary based
the child’s stage of language
development

Positive link between parer
follow-in comments and late
language development in tho
with minimal expressive languag
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McDuffie et al (2005)
Longitudinal

USA

29 2- and 3-year-olds diagnos
with autism spectrum disorde
(mean age: 32 mo) were assesse
entry and 6 mo later

PAF, MIS, STAT, CDI, video
observation of intentiona
communication

Greater occurrences of joif
attention predicted late)
vocabulary acquisition, as well
comprehension and production
novel words

Siller & Sigman (2008)

Longitudinal

USA

28 children with autism wer
assessed during early and mid
childhood

MSEL, RDLS, CELF-R, ESCS, vide
observations of maternal indicatin
behaviours, maternal verbal behaviouy
and children’s toy-directed attention.

Preschool children with autisy
who responded more to joif
attention tasks obtained langua
faster than the ones that did n
respond as well

Children’s degree of language
growth was independentl
predicted by the level of parents’
responsiveness to their children’s
attention and activity during play

Gillepsie-Lynch et al
(2012)

Longitudinal

USA

20 participants between ear
childhood (M=3.9 y) and adulthoo
(M=26.6y)

ESCS, Cattell Scales of Developme
Stanford-Binet 4th ed., MSEL, RDLS
CELF-R, ADI-, VABS, overall socia
functioning questionnaire

Change in adaptive behaviou
with development, but not i
symptoms of autism

Whalen et al (2006)
Longitudinal

USA

10 children with autism (mean ag
4y 2 m)

Unstructured Joint Attentiof
Assessment, Structured Joint Attenti
Assessment, Empathic Respor
assessment, Structured Play Assessm

Teaching joint attention skill
contributed to the increase
spontaneous speech

Small decrease in the frequency
spontaneous speech
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2.7 Summary

Many studies reviewed here included a large number of partisjpasgessed
their sample longitudinally and reported positive change in déeclopment of
children with autism over time.

Overall, existing research appears to suggest some staifiltymptoms in
autism over time, with some suggestions that certain skils naore prone to
fluctuate. Research suggests that the changes seen in sytigtoms vary across a
number of different areas. For example, Baghdadli et al (2006) rdporte
developmental regression in the daily living skills and persomegklaognition of
children with autism but stability in other areas like: camination, socialization
and object-related cognition. Gotham et al (2012) suggested thatchddren with
autism (e.g. children with high verbal 1Q and adaptive behavemuld improve over
time with respect to their symptoms while others mightalestrate regression.
However, Sutera et al (2007); Kelley et al (2010) and Werner (@08b) reported
stability of autism symptoms over time. Differing resultaynbe in part due to
methodological differences across studies and to a laoleasurement of important
aspects such as intervention context.

With respect to predictors of outcome most of the researgbests that high
cognitive skills in the early years of the child are linkedhwmore advanced
development of children with autism and in decreases in asygnptoms severity
over time (e.g. Turner & Stone, 2007). Another key finding was the decrease o
stability of the Restricted and Repetitive Behaviours aneraests of children with
autism over the course of years. Furthermore, significant heterbgeras reported
in most of the studies that focused on the trajectory osrauymptom severity.

Turning to the studies that looked into the development of chilevrigh
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autism from childhood to adolescence and adulthood, it appedrsanhaverall
improvement in individuals with ASD over time and a decreas¢heir autism
symptoms were mostly reported. In light of previous findingsdgkson et al, 2009)
most of the research that followed up individuals with autisiming adolescence and
adulthood also suggested a link between lower cognitive skilid fewer
improvements. Research suggests that another factor that miience the
development of individuals with ASD is the behaviour of their parésee section
2.4).

Moreover, most of the studies reviewed in section 2.6 suggestaHwgtjoint
attention skills are vital to subsequent development of childrédnautism in several
domains. On the whole these findings suggest that joint iattei® an important
aspect to consider, especially in relation to later languageageneht. For example,
McDuffie and colleagues (2005) found that greater occurrences of joaritiatt
predicted later vocabulary acquisition, as well as compretersid production of

novel words.

2.8 Conclusions

Autism Spectrum Disorders were mostly explored in early childhiogt
recently there is a shift in the interest and the atteftamturned into the progress of
different components of the disorder across the life span. Most of thesstediewed
here tend to focus on preschool children and this could be reltdte tspecial
interest of researchers in early intervention and in the waycthild affect the course
of autism. Research suggests that early social and commanidatictioning in

autism affects the initial diagnosis (Charman et al, 2005; &bed, 1989). Therefore,
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it is considered important to study the development of thspects of the disorder
from early on.

In the body of research reported above the longitudinal dessgnmostly
used in order to observe the development of children with autism eatyrover a
period of time. This period of time varies based on the reseacthhe participants

etated with this

are usually cohort. There are several strengths and weakiae
type of design.

Longitudinal research measures prevalence at several poitiise, and can
provide information on causation, prognosis, stability, and changes(R1L®88, cited
in Sanson et al., 2002). However, the generalizability of thdtsem a longitudinal
study could be limited since all participants are from ooleot and the findings
usually refer to one generatioiihe size of the cohort though is important when
considering the validity of the findings of a study. Anotheadis&ntage is that when
children are studied over a long period of time, researchers rogiume more
subjective. Also, in this case the participants may becomeidamwith the content of
the assessments and the improvements in their performanasotmayrror the reality
of their development. Finally, another factor that weakbasrésults in most of the
studies included in this chapter is that there was not enough atformprovided
about the effect the different treatments the participasesl might have on their
development over time. Additionally, the use of observational methdtie imajority
of the studies might have also affected the validity of the results.

The findings of the studies reviewed here underline the tawpoe of early
identification and intervention, and contribute to the greater effoiicrease public

awareness of the early signs of autism. More longitudiseglareh is needed in which
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children with early and later manifestation of autism are falbwnd there is also a
need for more research on the long-term effects of different therapy sontext
Research (Bagdhadli et al, 2013) suggests that the time of etdrtherapy,
the intensity of the intervention and its duration along witlea®ponents are critical
for the development of children with autism. Therefore, it isartgnt to further
explore these features and determine how they affect indivieidsautism over
time. Also, there is a growing need to explore the varigdhltsare used as predictors
of outcome for pre-schoolers with autisnit. is worth mentioning that there is very
little research related to the progress of individuals wittisen as they move from
childhood and adolescence into adulthood. Longer follow-up studiés loelp find
predictive factors across the life course in order to gaetter understanding of
autism. Studies that focus on the trajectory of autism help fgdesgecific factors
linked with distinct trajectories and lead to a better undedshg of the functional
areas that need to be targeted by each intervention. In order tat pitgidire

behaviour it is important to investigate how autism symptomsfest over time.
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Chapter 3 Health care context

In this studywe engage with the question of whether autism manifests
differently across Greece and tHdK. In order to move towards a better
understanding of the development of children with autism athes® two countries,

a review of the healthcare context of both countisesequired. Additionallyiit is
importantto comprehend how autisns treatedin each country and how parents
experience the whole process of diagnosis, treatment and support.

In section 3.1 the healthcare provisionEuropeis discussedo provide the
wider context of the study and sections 3.2 and 3.3 prommdeverview of the
healthcare systemis the UK and Greece. Sections 3.4 and 3.5 assess the mental
health care provision for children across the two countndsparticularly the service
provision for children with autism and discuss the special educakeeds sector,
issues of stigma anphrents’ experiences of children with autisim conclusionto
this chapterjn section 3.6 the similarities and differencedealth care provision for

children with autism and their families between th¢ and Greece are highlighted.

3.1 Health care provisionin Europe

A definition of a health systeis providedby the World Health Organization
(WHO, 2000) who state that a national health system comspads€&all activities
whose primary purposs to restore and maintain health . improving the health of
the population they serve, respondibg people’s expectations, and providing
financial protection against the costsilbthealth’” (WHO, 2000: 58). All countries
in Europe have some form of a healthcare system but they ohffdne way they
function and are furet (Goodwin, 2008).

For centuriesn many European countries, religious orders provided a form of
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hospital care (Freeman, 2000). Health care was also somatifeesd publiclyby
local parish and municipal governments (Freeman, 2000). Betivéghand tie mid-
nineteenth century Europe was characteribgdinnovative industrial, social, and
political developments, and the impact this had on sodedyto the Industrial
Revolution.

The 19" century was a period when various public health movenaotse
among different European countries aimiogmprove sanitation and this period was
also characterizethy the rapid growth of hospitals. For example, hospita¢gsew
establishedn Britain, asthe result of voluntary effortsy private citizens (Warren,
2000).In addition,at that time there were efforte educate peopla health matters
andin 1852 Sir John Pringle published a book that discussed venrtilatbarracks
and the provision of latrines. Howevas the Industrial Revolution expanded across
different parts of Europe, the health and welfare of the weréleteriorated duto
poor employment, housing and living conditioAs. a result there were outbreaks of
epidemics suclas influenza, typhus, typhoid, cholera and smallp&his situation
led to a movement towards refornis orderto improve sanitation and a number of
international sanitary conferences took place, whicttdetie establishment of other
public health initiatives sucasthe provision of clean water and improved sewerage
provision (Keller, 2010). The establishment of these institutitew to the
development of international health organizations, includimg:Office International
d’Hygiene Publique(1907);the League of Nations Health Organizat{@920); and
the World Health Organizatiofi948)(Keller, 2010).

The timing that national health services (NHS) werebéisteedin Europe has
varied considerably. Germany was the fisintroduce a public, compulsory system

of health insurance for industrial workens1883 (Freeman, 2000). Health care¢he
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UK has been influencedualy a variety of reforms beginning with the New Poor Law of
1834 and a publicly fundedHS was establisheth 1948 (Freeman, 2000). However,
for other countriesn Europe the establishment of national health services namh
later. A reconstruction of health servicesPortugal began after the revolution of
1974, which ledo the establishment of tHgHS in 1979 (Barroset al, 2011). The
NHSin Italy was establisheith 1978 (Donatinetal, 2001) andn Spain theNHS was
developed after the Health Care General #ctl986 by the first socialist party
government of the restored democracy (Garcia-Arneséd, 2010). It was not until
1983 that the National Health SystemGreece was established when the socialist
party camedo power (Ballas, 2004).

During the twentieth century, the state increasinglyabex politically
responsible for health provision across Europe (Maarse, 2006,). Hovedéezrthe
long post-war boonn the 1970s all European countries faced various challenges with
respectto health care. More specifically, they fouitddifficult to satisfy the rising
health care costs for different reasons, such as: intenah&conomic recession and
ascending unemployment; improvemenishealthcae technology and treatments;
growing health care demands doean ageing population. All this contributed the
elimination of theGDP (Gross Domestic Product) and a large part of public budgets
havingto be spent on health care (Andre & Hermann, 2008). Since the imealat
economic recessian the 1970s all European countries have faced similar difiesult
in covering the increased health care costs, with formscohamic austerity
introducedin many countries (Andre & Hermann, 2008).

The financal and economic crisis between 2008 and 2009 affected almost all
European countries. Accordirtg Garel and Lombardi2011) in many countriesn

Europe, suclasthe UK, Spain, Portugal, Greece, France, wages were reduced and
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unemployment increased. Consequently, the resources probyd¢ases and social
insurance contributions were lowered and this affected thithhgatem’s capacity

and sustainability. This financial crisis has changedtthetion of different features

of the health system& Europe, with a number of recession measures taken with
respectto health policy (European Hospital and Healthcare Federaft011).In
countries where national austerity measures have includedicaghicutsin the
health system accompaniég generaltax increasesit has become more and more
difficult to support the health system (Clemeatsal, 2014). Thisis the situation
experienced recentin Greece, that wilbe discussedaterin this chapter.

It is of interestto look into the mental health care provisiaswell, since
autism service provisiors integratedin the mental health sectan most European
countries (Braddiclet al, 2009). Regarding mental health care provisio&urope,
during the last 30 years there has been a movement acrogsEmapean countries
to transform their mental health policigsorderto provide better care and supptwt
their communities, instead of institutional care. Throughout the 128Dgsarly 2000s
the Mental Health Declaration for Europe and the Mentlth Action Plan for
Europe were introduced and they are considered the mosficsigt steps towards
the reform of the mental health system Europe (Semrawet al, 2011). This
reorganization mirrors the recognition of the growing nemdhange the mental
health systems that included old-fashioned and remote tr@tiy suchas asylums
(Balan and Pauna, 2014). Since then mental health has bkeowtedgedas a
priority and most European countries have committedthe development of
community-based mental health services and their integratiopfimary health care
aimingto lessen the stigma associatednental illness and other disabilities (Semrau

etal, 2011). However, the specific aims and political context vaigngnthe different
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countriesin Europe. With the economic austerity across Europe tiemgeneral
concern about the outcomes and the quality of services prowiddide general
population and especially for children and their families.

As statedn the“State of Mental Healthn the Europeaf/nion” report(2004)
each Member State of the European Unsoresponsibledr the organization of their
own mental health care systemwhich a range of services are-ordinated.t is also
mentionedn the report thain most European countries during the last years there has
been a refornin their mental health care system and some of them éml hrough
similar developments years earlier. Tit&tate of Mental Healthin the European
Union” report(2004) suggested that mental heaishmostly incorporatedin general
health care and the nationad regional governmens responsible for this sectan
most European countries. Outpatient cardargely providedin Europein either
hospitalsor mental health centres where teashspecialists and psychiatrists reside.
Additionally in the countries where general practitioners play the role ofjabe
keeperin health care, people are usually referted GPs exceptin case ofan
emergency. The promotion of mental health and programmes aimicgmbat
mental illness stigmatization may vary across count(i&sropean Commission,
2004). Nonetheless, several projects have been fungdte European Commission
since 2003n orderto promote mental health across Europe (Knepal, 2007).As
mentionedby Jane-Llopiset al (2006) non-governmental organizations (NGOs) also
play animportant rolein mental health promotion and prevention of mental illness
Europe.

Children’s health services can have complex needs ranging fronvemitons
to improve mental health, suas anti-bullying and emotional literacy projecis

specialized intensive care (Lenton, 2014). Betta (2009)carried out a comparative
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studyin Europe and noted that countries with a higher per cent of public health
expenditure children and adolescents tentieduse more often the health care
servicesIn regardgo child and adolescent metal health serviceSurope, these are
separated andun by different staff that cooperate with other child agencied a
schools. In most European countries there are: child and adolescent
psychiatrist/psychologists/psychotherapistrivate practice, outpatient departments
in hospitals, child psychiatric services public health agencies, child guidance
clinics, family counselling services, early interventicentres and social paediatric
services (Remschmidt & Belfer, 2005).

As it is statedin the “Child and Adolescent Mental Health Enlarged EU:
Development of Effective Policies amdactices” (CAMHEE, Braddicket al, 2009)
thereis a lack of awareness and knowledge with resfzedifferent method#n order
to promote child mental health and reduce mental illness. GAMHEE programme
(2007)startedin January 2007 and aiméalprovide recommendations and guidelines
for effective child and adolescent mental health policiespractice across Europé.
is also importanto consider that during the last yeansmany Europan countries
thereis a shift from institutionato community care services for children and from

inpatientto outpatient therapy (Braddiak al, 2009).

3.1.1 Summary

The development of health systemsEurope has varied across countries.
was not until the 1980s that almost all European states rgaathaccest health
careto almost all of their citizens but the timing that natibhealth services have

developed has varied between different countries across Eu®ipee the
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international financial crisis of 2008, Europe has experieecedomic recession that
has ledto deficits in public budgets. Thus most healthcare systemBurope are
challengedby similar difficulties because of the financial austerityd ghereis a
concern about the outcomes and the quality of mental healices especially those

providedto children and their families.

3.1.2 Different models of health care provision

The European health care systean be divided into two basic healthcare
models: the Bismarckian model and the Beveridgian mdde. Bismarckian model
was establishedh the end of the 19 centuryby Bismarckin the newly unified
Germany. This modak mostly based on social health insurance for wage-earners.
This insurance systelis mainly financed collectivelypy employers and employees
via payroll deduction (Minor, 2010). Germany, France and Austriaane ®f the
countries that use the Bismarckian model. The Beveridgiaae! was establishad
1948by Beveridgein the UK. In this model, health caiie provided and financely
the government througtax payments and a national health service provides health
care serviceto the general population (Saltman and Dubois, 20@%her countries
that use this model include: Greece, Spain, Italy, Sweden and Portugal.

Accordingto Mladovskyet al (2009) most European Countries abmreduce
inequalitiesin health care and make sure that health services arbutistt equally.
An equitable healthcare system aims for all citizensave accest® appropriate care
and avoid a system that leatts some individuals being abl® access only the
minimum level of care (UCL, 2012). Howevan,some countries accesshealthcare
might be more difficult for lower income individuals, dteethe existence of out of

pocket payments. These can include direct payments froniiemtpgor servicesor
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goods, suclas prescription pharmaceuticats x-rays.In countries suclas Greece,
Cyprus and Bulgaria these kinds of payments comprise over 40% hafadth costs

(Mladovskyetal, 2009).

3.1.3 Public vs Private healthcare provision

As discussedn the previous section, healthcare Europeis funded either
through taxatioror social health insurance. Thus, public fundigmthe main source of
funding for health care spendimngmost European countries. However, this does not
mean that the public sectas solely responsible for providing health care and
throughout Europe theis a mix of public and private healthcare provision.

Private healthcare provides alternative choicéo patients whalo not wish
to use publicly provided health care suadithe NHS. In the private sector there are
private for-profit and not-for profit organizations. Also, healtburance can be paid
by someone’s employeror for othersit can be paid individually (Andre & Hermann,
2008.

According to Freeman(2000), the relationship between public and private
health caras associated with the tension between political control @oéessional
autonomy. Also, the link between private and public healtk can be conceivets
an issue of ethiceor of economics, since the fact that private medicine existdd
imply that sometimes acceds healthcareis associated with the abilityo pay.
However, countries withNHS systemsdo not often fit this ideal one-model
description as they have private health care provisias well, such as private
hospitals and doctors that warktheNHS and privately (Rothgang, 2008).

In countries with Social Health Insurance systems (e.g.riaudBelgium,

France, Germany) inpatient care mainly relies on puidiprivate non-for- profit
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hospitals (Eecklot al, 2007). Privatizatiomn these countriess mainly drivenby
permanent fiscal austerity and perceived defigitdhe inpatient sector (Schmidt,
2010). Moreover, implicit privatization occums order to change from inpatietd
outpatient care thatanbe consideredsan effective methoaf cost containment. For
example, this shift has been taking plat€&rance since the 1980s (Schmidt, 2010).

Accordingto Maarse(2006), privatization seem# be encouraged when the
public health systens perceivedto be failing. Then, people become more edger
turnto a private setting and avoid the perceived lower quality ead long waiting
times that they expedb find in the public sector. Also, affluence has been linked
with privatization with affluent people often paying for prvatervices and for what
is considered a better quality of healthcare (Maarse, 2006).

Galettoet al (2014) have noted that theiis a recent trenah Europe towards
making the public sector more similay the private one, for exampley offering
people the choice of which hospital attend for treatmentAs it is suggestedy
Andritsos and Tan@014)the existence of private care can also benefit those people
who need urgent ca have a severe conditioasit reduces the number of patients
that needo be treated publicly and directs the demand accordinglieelah Olivella
(2003) has suggested that private health care contridotése reduction of longer

waiting lists in the public sector.

3.1.4 Summary

A mix of public and private healthcais present across Europkr many
countries with National Health Systems private health@xists along side the public
provision. It could be argued that a mix of private carea public system provides

greater choiceto the general public. The tension between political contral a
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professional autonomy can be linked with the relationship legtyweblic and private
in healthcare and the link between them could be considseetissue of ethicsr of

economics (Freeman, 2000).

3.2 The National Health System of th&JK

When examining the National health system of th€ it is essentialto
include a brief overview of its history. HospitatsBritain came into existence during
the medieval times when the church took responsibility folttheare provision. The
oldest hospitain Londonis St. Bartholomew’s that was foundeth 1123by Rahere, a
favourite courtier of King Henry | (Waddington, 2003). During thieteenth century
there wasan increasein the establishment of hospitals amdthe fourteenth and
fifteenth centuries university graduates who also held positiotise church often
played the role of physicians (Ham, 2009). Throughout the sixtemttury the
scientific method spread amy its end medical knowledge expandéd.that time, a
group of specialists knowas “barber-surgeons” emergedin Britain. These were
medical practitioners that performed surgery. Doctors, who hadafanstitutional
training, were more expensive than barber-surgeons and they considgegasan
inferior task.In Renaissance England there were three types of meulaaitioners:
physicians, surgeons and apothecaries (Ham, 2009).

As Ham (2009) describedy the nineteenth century voluntary hospitals along
with municipal hospitals were responsible for the healthcaowigion. Doctors
offered ambulatory car@ the community and there was centrally organized state
health care system. However, various central and looailds were establishaed
orderto deal with public health and sanitation issuashe late nineteenth and early

twentieth century, the Labour Party was establishedthisdincreased the political
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pressurdo offer more heldo peoplein regard€o health care. A compulsory national
health insurance scheme was introducethe 1911 National Insurance Ay the
Liberal Government of 1906-191By the end of the 1930s there were two hospital
systemsin the UK: the public sector and the voluntary hospitals. @ase
developments that occurred during the Second Wdd and more specifically, the
Beveridge Report (Beveridge, 1942), the Labour Governmentirpumotion the
National Health Service Adh 1946. The main objective of this historical legislation
wasto make health services fragthe point of delivery (Boyle, 2011).

The establishment of the National Health Service was &uiy51948 and the
aim wasto provide health services for all. Aneurin Bevan, the Minisferlealthat
that time,is consideredo be the founder dNHS. After 1948, a salaried service was
initiated for hospital doctors and the hospital outpatiervice was further developed
(Ham, 2009).

The 1950s were consideréad be the years of‘make do and mend” (Ham,
2009, p.17)in the hospital serviceas capital expenditure during the decade was
equivalentto 100 million pounds.As a result, no new hospitals could be built.
However, the situation changed with the 1962 Hospital R¥wch provided foran
expenditure of 500 million pounds England and Wales thetenyears upo 1971
(Rivett, 1998). Twenty years after the development of NS, significant
developments occurred relating the British MedicalAssociation’s Charter for the
Family Doctor Service published 1965, which ledo a new contract foGPs.This
contributedto the expansion of health centres and the emergence of prirealh
care teams (Ham, 2009).

In 1974 theNHS was reorganizeas fourteen Regional Health Authorities,

covering all three parts of tHéHS and incorporating the teaching hospitals. A new
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level of Area Health Authorities was established, withiftdaries mosthadacentto
local authorities, along with the regions and the disthetlth authorities that
managed the hospitals (Rivett, 1998During the first half of the 1980s the
government was interestéa making theNHS more business-like and efficient. The
Griffith’s Report of 1983 (Evans, 1984) playad important rolein changing the
management structure of thHS with general managers introducatall levelsin
NHS.

The White Papein 1987 laid out the Conservatives' goals for a new contract
for GPs. During 1991-1997, a period of limited growthn "internal market" was
introduced throughout thdJK, changing health authorities' responsibilitiby
separating the roles of purchaser and provider (Bevan, 201 1NH8&e&xperienced a
significant change, outled in the 1989 White Paper (Department of Health, 1989),
Working for Patients which passed into lasthe NHS and Community Care Act
1990 (Department of Health, 1990). The internal market was thesetvative
Government's attempd address problems, suakgrowing waiting lists.

In orderto better understand the health care provisionhe UK since the
1990s it is importantto clarify that it now consists of four separate countries
(England, Scotland, Northern Ireland and Wales). Sepadatestrations have been
electedin Northern Ireland, Scotland and Wales and these areresponsible for
health and social carén England between 2006 and 2013 health care was organised
and provided locally through 152 Primary Care Trusts (PCTspatkatesponsie for
the health care provision of peojtea specific geographical area (Legido-Quigley et
al, 2008). The PCTs provide primary, secondary (hospital) and commasaityices

that ae purchased from mainly tHeHS but also private and voluntary organisations
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and alsaco-ordinated with on@r more local government bodies providing social care
(Legido-Quigleyet al, 2008).

In recent years there has been a greater move towards the provision of prima
health carein England, withGPs (General Practitioners) playingn increasingly
central role for primary care services and commissioning iHeiudes provisioty
other health care professionals and organizations thatidaras part of the general
practice system, suds walk-in-centres NHS Direct, and community health service
providers. The role oEPsis also relevanto this studyasit is usuallyGPsthat refer
childrento the Child and Adolescent Mental Health Services (Vadlatal, 2015).
Also it is the Primary Mental Health Workers (nurses/abwiorkers/psychologists)
who liaise between primary and specialist child and adel& mental health services
(Macdonaldet al, 2004).

With the implementation of the Health and Social Caré (Bepartmentof
Health, 2012) new structures were introduced from 2@1&ngland designedo
provide better care for patientsClinical Commissioning Groups (CCGdgd by
General Practitioners (GPs), started being responsible for ndegigand
commissioning local health servicesEngland (Department of Health, 2013). These
CCGs aimedto replace the previous PCTs. The PCTs are authotiaedbtain
services either from a public hospital of the NH& from a private provider
(Giovanella & Stegmuller, 2014). Therefore, the opportunities for the prigaterso

participatein health care delivery are increasing.

3.2.1 Private vs Public healthcare provisiom the UK

In the UK thereis a mix of public and private health care provision.

Accordingto the OECD Health Datg2008)it is estimated that just over 12 per cent
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of individuals in the UK have a duplicate/parallel health insurance. This enables
people with additional private healthcare insuratcbave quicker access health
servicesto choose specialists and oftemhave higher standards of comfort when
hospital (Klein, 2005).

In recent years thBHS has made greater use of private and voluntary sector
providers,in orderto reduce waiting timesr to provide community services sueb
carers for peoplen their own homes (Greener, 2009). For example2004, the
government introduced measures that helped private companies pgandeal
medical serviesand included voluntary and not-for-profit sectorghe provision of
public servicesin orderto increase their rolen health care (Boyle, 2011). Plimmer
(2014) has reported the amount spent on outsourcing public seiwictee UK has
doubledto £88 billion since 2010. Similarly, following the Health andctal Care
Act (2012),in community health services there has been a tripling@éraliture on
independent sector activity since 2006/7 (Lafebél, 2014in Hudson, 2014: 282).
Soeven thoughhe financing remains public, thei®a trend towards privatizatian

various aspects of ti¢HS (Giovanella & Stegmuller, 2014).

3.2.2 Summary

The health systenn the UK is tax-financed and the primary purpose of the
NHS is to offer free accest® healthcare. Theris a mix of public and private health
care provision with approximately 12% of the population havingape health
insurance. The majority oNHS servicesin primary, secondary and community
settings are now organised and finanbgdP-led commissioningln orderto access
NHS specialist care, patients netedbe referred from &P or they can be admitteas

an emergencyln addition, they can pay themselves for a private conswitati be
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referredto via a private medical insurance (PMI) scheme (Boyle, 20Ei)m 2013,

with the implementation of the Health and Social &1012), new structures have
been introducetb provide better care for patients, wifi°sand other clinicians more
responsible for commissioning health and social care wigéh ntewly established

Clinical Commissioning Groups (CCGSs).

3.3 The National Health System oGreece

The churchin Greece playe@n important rolein providing healthcare until
the 19" century. After the Greek independeneel 830 and until the end of the 19th
century, charitable organizations, military medical s&vi@and some municipal
hospitals were mostljn charge of the country's health care system (Theod&rou
Karakatsani, 2008). Healthcare was also provided privdiglgrivate doctors and
private clinics. The role that the government plagetthat time was minor apart from
the introduction of some vaccination programmes, regulations samitary
instructions in order to prevent the outbreak and spread of infectious diseases.
Medical officers were providetly the governmento certain districts and the High
Health Council (latrosynedrio) was establishedl834,in orderto organize public
health care and offer medical examinations (Economou, 2010).

Before the First World War there was no public health qaayvision in
Greece, apart from military hospitals and charitablephtals in the major urban
areas. From the end of the 19th century a number of we@ltegks and charity
organizations contributetb funding the building of new hospitals. Also during that
period, social insurance funds for seamen, miners, civivasés and military
personnel were introduced (WHO, 1996). Since the beginning of thec@bthry a

group ofphysicians protested about the absence of public healthistatsd the lack
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of a public health system (Theodorou & Karakatsani, 20081917 the Ministry of
Hygiene and Social Welfare was established (Law 748/1917)henfiblv municipal
and communal hospitals that existed were taken byethe municipalities and
communities. The establishment of the Social Insurance OegenmzIKA) in 1934,
was the first significant action that the government tmokcrease health provision
for the Greek populatio

In 1953 a new legislation was introdudedestablish a national health service
(Law Order: 2592/1953). The objective wimsdecentralize health cate regional
health councils and through themdistrict health councils. However, tHsw was
never implemented dut the lack of structured regional policy along with the
growing trend for urbanization that accompanied the reconstructiothe state
(WHO, 1996). During the 1950s and 1960s the social insurance sect@oaiat
security benefits evolved and all insurance funds, other thandontracted health
care services from private specialist physicianghe case of primary health care
services, and from publior private hospitalsn the case of secondary care (WHO,
1996). Thisled to the expansion of the private secawphysicians startetb have
more private practices and the number of small-scale priwaspitals grew. The
healthcare situationn Greece remained the same during the dictatorship period.
Following military interventionin 1967 the Generals established a dictatorship
Greece that lasted until 1974 whenvas replacedby democracy. The fallouts of the
dictatorship were severe aada consequence the Greek population was divided and
traumatized. Howeveit was during that period that plans for a comprehensive health
care system were developed (Economou, 2010).

As a result of the political agenda of the socialist pardy dameo powerin

1981, the National Health System of Greece (ESY) was firstgblishedn 1983
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with Law (L.) 1397/83. Accordingto the ESY lawit was declared that healit a
“social goal” and that the state should become responsible fondtien’s health
care. The aim wat offer citizens equal rightso high-quality health care (Ballas,
2004). Moreover, the following principles were exhibitedhe reform: equityn the
delivery and financing of health services; primary headite cdevelopment; a type of
public-private mixin healthcare provision; decentralisationthe planning process,
improvementsn management and community participation (WHO, 1996).

Following the establishment of the ESiY 1983, most of the private health
care facilities were brought into the ESY and after 1992 mevate hospitals could
not be established. Also, the private hospitals thata@dyreexisted were either
integrated into the public sector closed down (Economou, 2010As suggestedby
Liaropoulos(1995), the initial aim of the healthcare refornms1983 wago increase
equity in financingby expanding the role of the public sectiy, limiting the role of
the private sector anoly reducing the relative shares of private insurance financing.
However, the efforts were unsuccessakthere wasanincrease of the private share
of care financing along with reduced equity, which had alsm ladfected by the
growing share of private insurance funding. The increasecdestia private health
insurancen Greece was consideréalbe the result of the overall dissatisfaction with
the public hospital sector and the lack oftapmlate diagnostic facilities the public
health services (Liaropoulos, 1995).

Initially the ESY was considerdd be very popular with the Greek population
and the system seemeéd be working successfully, buds time passedatients’
expectations increased and problems stadegpear (Ballas, 2004). For example,
1994it was highlightedby Brian Abel Smith, the head ahinvestigation committee,

that the amount of under-the-counter bribesloctors, nurses and medical suppliers
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was extremely higlin Greeceby OECD standards (Abel-Smitst al, 1994).1t was
also reported that the Greek National Health System was lacking planning and
structure (Ballas, 2004As statedby Close(2002),during thelate 1990s the level of
public dissatisfaction with the health services was the highéisé European Union.

In 2001 the Greek National Health System was subjeotadeform initiative
and accordingto new legislation (Law 2889/2001) hospitals started operadsg
administrative and economic decentralized units under therotoof newly
established Regional Health Systems (Aletras, 2007). Afternatpatient clinican
public hospitals were introduced and doctors were taldéfer careto private patients
on a fee-for-service basis (Economou, 2010).

In terms of the service provision Greece four services are distinguished
since 1983: primary healthcare, secondary and tertiary hbeadt emergency
healthcare and psychiatric healthcare (Boutsioli, 2008).

Primary Health Caren Greeceas provided by: 1) the National Health System
(ESY) that includes health centres, regional cliniestpatients’ departments of
hospitals.As a result the healthcare financiiggbased on three different sources: the
social insurance contribution, the state budget and private pé&yniEconomou,
2010); 2) the public funds (e.g. IKA) that provide their servicesclirdcs of the
funds, private doctors, diagnostic centres and laboestoB) the Municipality; open
care centres for the elderly, programmes‘laflp at home” along with municipal
clinics, which offer primary health care, nursing and sometiomswelfare services;
4) the private sector with numerous diagnostic centlscs, privatephysicians’
practices, etc.; 5) non-governmental and non-profit organizati@gesthe Greek Red
Cross and Doctors without Borders that provide sesto the general populatioor

to immigrants and refugeas their health centres (Adamakidou, 2010).
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In May 2010, Greece came under the supervision of the European
Commission, the European Central Bank and the International Mgrietad duego
the coumry’s spiralling public deficit and debts that threatened nationakrog@tcy.

As a result, Greece signed a Memorandum of Understanding jMi@lt included
health sector measuraswell, that focus on reducing public expenditureFebruary
2012 Greece signed a secohtDU and in 2015 a third one, including similar
measures. From 2011, cuis the salaries of health care personnel have been
implemented and hospital mergers and closures have lsamedlAs a consequence

of the new measures théeficits of public hospitals and statutory health insurance
funds are expectetb increase, affecting the quality of health services antbmiat
satisfaction with theservices’ (Kaitelidou and Kouli, 2012).

Since 2012 the changés the NHS of Greece resulteth a unified central
fund (National Organization for Healthcare Provision-EOPYY),clwhs Greece’s
state-owned issuer and a main provider of public health. Gdris organization
merged most of health care funds and covers over the 98% disiived people
(Karakolias and Polyzos, 2014). Now that the financial crisssadficted the income
of most Greeksijt is noted by Karakolias and Polyzog€014) that more patients
preferto use public services. Overall, EOPYY seenedbe a promising reform but
the performance of the organization to?013 failedto meetthe expectations of the
society, the state and international credittmsaddition, the health care sector seems
relatively disorganized with respett human resources (Karakolias and Polyzos,
2014).

Another impact of the crisis the growing unemployment, which leatsan
increasing number of uninsured people, who are not qualifiechjoh@alth coverage

following means testindt should be noted though that the means testing has not been
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updated, thug is not based on the new social reality (Kentikeletial, 2014) As a
result many people remain without unemployment or heakllefite and many social
clinics have emerget fill in the gap.

In January 2015 the left-win§yriza’s election win can be attributetb
people’s frustration with the economic situation. The aims of thisypar¢to offer a
national reconstruction plan. More specifically, their obyes with respecto the
health sector include accesshealth care for the uninsured and the restructure of the
public health care system. Howevalt,this pointit is very difficult to make a new
deal with theEU and reverse austerity measures.

The financial crisis also had a significant impact on @ehealth care
provision. Anagnostopoulg2013)suggested that there was a 55% redudticstate
funding for mental healtin 2012 comparetb 2011, which had already decreassd
20% in 2011 comparedo 2010. In addition, public and non-profit mental health

providers have been negatively influenced.

3.3.1 Private vs public health provisiorin Greece

The health system of Greeisea mixture of public integrated, public contract
and public reimbursement models, which consists of features tine public and
private sectors (Economou, 201l servicesin Greece are provided both publicly
and privatey, except for the Emergency Care, whighonly provided publicly
(Boutsioli, 2008). Before 1983 the provision of health daré&reece followed the
compulsory social health insurance model (Brismarck model). Clyretementsof
the Bismarck and the Beveridge modatsexist (Economou, 2010).

The introduction of public-private partnerships (PPiAs)he Greek Health

Sector was considereds an effective wayto provide better quality health services

102



(Biginas, 2015). A studypy Siskouet al (2008) identified the high level of use of
private health carén Greece, whichs linked, with the fast growth of the private
sectorin the last 20 years along with the underfunding of the publithheare sector.
Nonethelessi is reportedby Leathard(2013)that the downside witRPPds that the
emergent debts might be transfertedthe next generations of taxpayers. Based on
Biginas (2015) the so called “Greek Paradox” describes the situation regarding
healthcaran Greece, whichs consideredo be the most privatizeth Europe whilst
the Greek population remains covetgdsocial security. This can be justifibg the
lack of experienced stafin primary health services, especially areasin the
countrysideor in the islands.

The significant role of private healthcaime Greeceis outlined by Giokas
(2001)who suggests that the Greek population have been disshtisfiethe public
healthcare provision and have resortedhe private sectoit should be taken into
consideration though thafs Karakdias and Polyzos(2014) reported, dudo the
recent financial crises more people are now turtontdpe public sector. Theris still
a large number of people though who prefer the private hhemdte services
(Adamakidou, 2010). Gioka&2001) discusses a number of aspects of the public
provision that the population were dissatisfied with, for eXamgmoor quality service
provision, poor building infrastructure, services not dbleneet fully thepatients’
needs for diagnosis and treatment with limited use of iaaktechnology. Another
further factor that encourages patietdsturn to the private sectois the limited
availability of servicesn the afternoon and evening hours (Adamakidou, 2010).

Similarly, Boutsioli (2008) reported that some of the factors that have
contributedto the increased use of the private health seot@reece could be: the

dissatisfaction of people with the public system tlmehe ineffective organisation
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and function of the hospitals along with bureaucracy; tserance policies applied
by both private and public insurance sectors; high quality akiheservices provided
by private hospitals and the increaseprivate doctors. A studipy Nikolakis et al
(2002) showed that 40% of the insur@ud the Social Insurance Organization (IKA)
resortedto a private doctor because of lack of confidence and 20% looking fo
second opinion. However, Private Health Insurainc&reece does not play a major
role as people usually pahy themselvesilt is estimated that approximately 12% of

the populations coveredoy private health insurance (Economou, 2010).

3.3.2 Summary

The health care system Greece comprises of elements from both the public
and private sectors. Primary Health CameGreeceis provided by: the National
Health System (ESY); the public funds (e.g. IKA); the Muniliipathe private
sector and non-governmental and non-profit organizations t®te financial crisis
more patients seek public healthcare and a considerabbéasein the emergency
units visits lmsbeen reported (Economati al, 2014).As a consequence, the waiting
timesto receive public health services have increased and itharghortage of staff.
Additionally, this increasen the demand for public servicded to a few NGOs
providing health services and other social care services fad. distribution) as

well.

3.4 Mental healthcarefor children in the UK
According to Gill et al (2014) child mental health carées consideredan
important part of th&JK health system and the National Institute for Health Gare

Excellence (NICE) has providexh electronic libraryof quality standards that consist
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of many regulations that refeto children. In particular the significance of early
interventionis highlighted lately, considering th&o Health Without MentaHealth”
initiative (Department of Health, 2011).

Children’s mental health issues are progressivatifacting a great deal of
attention. Various documents have highlighted the impoetarf early interventiom
the field of mental health andn effective service provisiomn child health care
(Thompsoret al, 2005). Child and Adolescent Mental Health SsExs{CAMHS) are
specialistNHS services where assessment and treatnseotferedto children and
adolescents. One of the early documents that identtiedidrsin which child mental
health professionals works the Health Advisory Document (DoH, 1995). The
structure of CAMHSiIs still based on this 4-tier system. Based on this document
(DoH, 1995) the 4 tiers proposed were:

Tier 1 would offer the non-specialist primary care servicesGRs, health
visitors, earlyyears’ provision etc.

Tier 2 would include primary mental health workers (Gald Vostani, 2003;
cited in Thompsoret al, 2005) who could take referrals and provide assessment and
treatment. Based on a more recent report issne#014 (Child and Adolescent
Mental Health, 2014) tier 2 consists of seegthat can be providebly professionals
placedin schoolsor centres. A range of agencies provides these targeted services.

Tier 3 would include specialized child mental health sesviofferedby a
multidisciplinary team

Tier 4 would provide assessmenhdatreatmentin specialized day and
inpatient units for more severe casesighly specialist outpatient services.

It should be noted here that Tier 3 CAMHS provide diagnostic assasand

care for children and adolescents with autism, but somesipesalist Tier 4 support
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IS required since the needs of some ASD children niigimore complex. The Tier 4
Specialist ASD Services often cooperate with specializedap®d neurodisability

services aimingo provide the most appropriate caoehose referred.

With respect to the referral system in the child mentalthesector, it is the
GP who refers children and adolescents to CAMHS services. Howe\aestudy by
Weeramanthri and Keaney (2000) it was reported that none of thenGBded in
their survey were formally trained in child and adolescent memtalth and
consequently they would find it difficult to identify childhoatisorders. Another
study by Montoliu and Crawford (2002) also highlighted the importance of GPs’
training in the field of child and adolescent mental health.réfbee, there is a
growing need for political investment in research, professionalrigpand national
guideline development in order to promote further child and adoiestental health

(Vallance et al, 2015).

In the last years CAMHS were considered to be under pressueeisinas
found that two thirds of local authorities froze or cutitf@&AMHS budgets between
2010 and 2013 (Young Minds Survey, 2013). On the other hand, it has beeadeport
that resources that promote child health have improved itJkyee.g. more wards
have been designed in hospitals for infants, children and adoteg&Green, 2015).
Based on the most recent report of Children’s and Young People’s Outcomes Forum
in 2014/2015 (Report of the Children, 2015) great progress has been identified

many areas concerning child health and healthcare inkhe U

Over the last years a variety of policies (e.g. DFES and Zl86) have
promoted the child and adolescent mental health systenmeinUK and early

intervention has been encouraged as well. In 2012 the Department atth He
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published the report of Children’s and Young People’s Outcomes Forum where
principles that aim to alter the focus of children’s healthcare were identified, such as

the need to promote early intervention (Report of the Children, 2Ea)y

intervention has been part of the reform in the UK services since the early 1990s (V

Roosmalen et al, 2012). Early intervention mental health seracdier 2 may be
provided by CAMHS, or by other agencies (e.g. voluntary sector providess).i#\
stated by Weare (2000), various initiatives have also encouragektbvielopment of

interventions through schools aiming to promote mental healthoantetvene early.

3.4.1 Service provision for autism in the UK

Over the past decade research has indicated that apprdyiorepercent of
the population in the UK are affected by autism (Baron-Cohah 2009; Wilkinson
& Twist, 2010). It has also been reported that almost three gy@raf pupils in
schools in England had a statement of special educationalwikasght per cent of
those diagnosed with autism spectrum disorders (DCSF, 2009). A statésna
document that describes the special educational needs of ochaahck provides
information about the extra help they might need (The SEN Framew014).
Baron-Cohen et al (2009) identified in the UK an estimate ASD presaleinl.57%
for children aged 5-9 years old in 2004. A more recent study by RasseRodgers
(2014) estimated the prevalence of ASD in the UK at 1,7% which isideved
relatively high. However, the increase in the diagnosi&®D in the UK could be
justified considering the broadening and changes of the diagnustgcia, the
increase of awareness, cultural factors and the decreasgnof stssociated with the

diagnosis (Gray, 2002; Matson & Kozlowski, 2011).
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There are two main governmental policies that focus on childitnautism
spectrum disorder (ASD). The Autistic Spectrum Disorders Good Rrdsticdance
(GPG) (DfES and DoH 2002) introduced indicators for good practicgifiarent
areas of provision for children. These indicators aim to improveléhelopment of
comprehensive services or to act as a means of evaluatiostétdighed services.
Secondly, the National Autism Plan for Children (NAP-C 2003) wadblesttad as a
framework for the identification, assessment and provision &f aderventions for

preschool and primary school-aged children with ASD.

The most well known charity in the UK that leads nadiocand international
initiatives is the National Autistic Society (NAS), which wiasinded in 1962 by a
group of parents who were later joined by people with a professiotekst in
autism. The specific organization works in many areas in ordeelppeople with
autism and their families live their lives with as much ireletence as possible

(Broach, 2003).

Most methods to diagnose ASD are in accordance with broegrmgmental
recommendations (DFES, 2002) and involve parental and professional led stkeckli
(Baron-Cohen et al, 1992; Baron-Cohen et al, 1996; Robins et al, ROf&t; et al,
2003) through which parents and professionals compare observedooesafi the
child with the formal criteria for ASD (e.g. The International <Slécation for
Diseases/ICD-10; World Health Organization, 2007). The whole prockske
screening and assessment of autism is summarized in tReQN2003 where a multi-
agency approach is recommended; along with clear time frionessessment; the

promotion of training of professionals in the knowledge and awarenessiftA&
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active involvement of families in care planning and procedurestandréation and

implementation of national networks of support for ASD.

Accordingto ICD- 10/DSM1V-TR (American Psychiatric Association, 2004),
in orderto make a diagnosis of autism a multidisciplinary assessprecedureis
required. In the UK two standardized diagnostic instruments are widely used
combined with clinical judgment usually af least twoor more professionals with
autism expertise (Bair@t al., 2006). These are: the Autism Diagnostic Interview-
Revised (ADI- R) (Le Couteur, Lord, & Rutter, 2003; Lord, Rutter, Ee
Couteur,1994) and Autism Diagnostic Observation Schedule (ADOS) (kbrd
al.,2000; Lord, RutteDi Lavore, & Risi,2001).

In the UK the initial screening test for autisisusually madeby the GP who
will then refer the familyto a health professional who specializiesdiagnosing
autism. Also,there are certain protocols that ngede followed with respedb the
care provided for children with autism. Based on the Natiowdlbkorating Centre
for Women’s and Children’s Health (2011) children with autism are referred a
multidisciplinary team. Most primary care trusts use atidigtiplinary teamto
assess children with autism that consists of a psychjatispsychologist, a
paediatrician, a speech and language therapist andccupational therapist.
Following diagnosis many different interventiomay be suggestetb the familyas
possible treatments for autism. Also, there are earlgrvahtion programs and a
variety of support services. However, reseancthe UK showed that parents find the
diagnostic process for ASD slow, chaotic and badly hantNéamhsell & Morris,
2004).

TheUK government promotes the multidisciplinaeammodel and encourages

interprofessional working across health, education and|smarie. Accordingo Parr
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et al (2012) the child development centres provideost of the assessments of
neurodevelopmental disorders and make the appropriate mesmrmhations regarding
intervention and care depending on the case. Child Devetap@entres (CDC) are
part of theNHS and they offer assessment, treatment and suppattildren with
various developmental disorders (Appleton and Minchom, 1991). Tdfesgionals
who work in child development centres form the child development te&@ns.
aspect of their role hato do with the neurodevelopmental and neurodisability
assessmés and another with the collaboration with education and bazEse
services (Paret al, 2012). One of the challenges that most of the NationdtiHea
Service Trusts face has do with the implementation of the necessary transder
adult services. Especially, this procdes young people with ASDs significantly

underdeveloped (Paet al, 2012).

In 2013 the National Institute for Health and Clinical Excelle(ECE) in
cooperation with the Social Care Institute for Excellence (SCIE) publishedieligei
(NICE, 2013), summarising how professionals can offer treatment andrsuppo
children and young people with autism. Based on this NICE guidalinghildren
with autism should have access to health and social careesealong with mental
health services regardless their intellectual abilities any other co-occurent
diagnosis. Furthermore, it is recommended in the guideline ttetvéntions are
delivered by trained professionals and mediated by parentss,caa&chers or peers.
A case coordinator should also be appointed to every child/young person fgliamvin
autism diagnosis, in order to act as a point of contact f@natioice of intervention
strategies should be adapted based on each individual’s developmental needs.
Additionally, it is recommended that the needs of families@nchrers should also

be assessed, including their personal, emotional and social support.
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Since the New Labour government of 1997-2010 in the UK, attention &as be
drawn to the promotion of early intervention and the importarfidaterprofessional
working across different agencies in childhood care has beenghigil. Since then
the UK government has emphasized the sustained commitmeatly intervention

services, in order to improve children’s lives (Collins and McCRay, 2012).

3.4.2 Supportfor children with autism in the education systemn the UK

In regardsto special educational need (SEN) provision acrossUKe the
government has promoted the inclusion of individuals with spediatational needs
in mainstream schools where possible. The role of inclusasrbecoman essential
part of the education systamthe UK (Dyson & Millward, 2000)In 1994, a Code of
Practice for SEN wastroducedby the UK government and a special educational
needs co-ordinator (SENCO) was appointet every school. The SENCGs
responsible for the identification and assessment of childignspecial educational
needs ando provide appropriate provision for individuals within a typicalssroom
setting (Dyson & Millward, 2000).

Until recently teachers along with the SENCOs plannedréusupport for
children, which was knowras School Action (Early years actiom early years
settings; DfES, 2001)n cases where the child needed extra help, external support
services were providelly a speciafit teacheran educational psychologist, a speech
and language therapist another health professional (DfES, 2001). This extra support
was called School Action Plus (Early years action Rfugarly years settings).
Different mechanisms were availabl® monitor service delivery, including
Individual Education Plan (IEP); and Person Centred Plan (PCP). However,irigllow
the introduction of the Children and Families Act (2014) tleed®ns are replacday

a single category named SEN support.
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The Childen and Families Ac{2014)was introducedo improve services for
vulnerable children and young people including special educhtieeas (SEN) and
a new Code of Practice for children with SEN and disaslitvas outlined. One of
the key changeis the replacement of the Special Education Needs Stat¢BIENIS,
2007) and Learning Difficulty Assessments (LDAs) Education, Health and Care
(EHC) Plans. The EHCR a legal document that identifies the SEN needs of a child,
focusing on the educational elengethat were also coverday statements, but also
covers theandividual’s health and social care needs and refeichildren and young
people upto the age of 25An EHCP canbe applied forby someone’s school, their
parentspr by the individualif they are aged between 16-25 years old.

In regardsto the relationship between parents and professionals, the Warnock
Report commissioneth 1974 by the then Education Secretary, Margaret Thatcher
recommended the inclusion of paremgshe assessment and supportive processes for
children with SENWarnock’s thinking has been reflected the Education Acts that
have followed since that timgCole, 2005). The 2004 Children Act (DFES, 2004)
underlined the importance of valuing parental contributiooluding parentsn the
support process, along with the importance of professionalsnghakore effortto
communicate and network with each other and with paf@®&S, 2004). There are
now additional services based on the Sure Start (1998) initi@ieonnor & Futh,
2006) that provide children and their parents with support and therealso
designated Parent Partnership services (DCFS, 2007) which are nesbiiyothe
Local Authorities.It has been argued that all these efftoténprove parental rights
have made parents more confidéatraise their concerns (Carlson & Cornwall,
2006).

A key element of the revised Code of Practicéne Children and Families Act
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(2014)concerns the requiremetatinvolve children and parents the process. Thus,
local authorities must have regauadtheir views and let them participate decisions
to be made. More specifically, young people (over the age othfl)parents have a
statutory rightto be involvedin the decision-making process with respéct
assessmentseavice provision, planning and support. This new Code of Practice
promotes more family inclusion and the personalisation of e&dh [@an based on
the individual’s needs. Additionally, theris a focuson the positive aspects of each
individual and the Government encourages cooperation betweenalaterities,
health services, schools and families.

With respecto the Early Years Services, Eisenstadt and Melh{Z8k4) noted
that England adopted two successful approaches; they bralightly education and
child care provision under a common regulatory framework lagy therged services
across agencies, mainly via the Sure Start programme. AngdadEisenstadt and
Melhuish(2014)the aim of the Sure Start programme wamerge health, education
and social welfare servicas various communities (especiaily area with levels of
child poverty) for all the families of children under 4 yeald. In addition, the
programme focuses on helping parents with their parenting akidlsupporting them
in order to reduce their stress. Another early year programme thatadastedin
Englandis the Family-nurse partnership (FNP), whishbased on &S nurse home
visiting programme (NFP-nurse family partnership). The objeabivéhe specific
programmeis to intervene early and help first-time parents and theidi@n. More
specifically, the services are providegt a nurse home visitor who focuses on the
social and emotional health of the famag well. However,in England the specific
services are provided ontg mothers under 20 years old and a variatsoprovided

to a wider group. Political will and the involvement of Hdijesty’s Treasuryin
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policy formulation are considered the most important fatdits of these chang@as
the early years services. The Treasury also promotes theeration of the
departments of health, education and employment on sociey jpsdues (Eisenstadt

and Melhuish, 2013).

3.4.3 Stigma andparents’ experiencesn the UK

There are various programmes and campaiigriee UK that are conducteimh
orderto combat social stigmatization towards disability and taleiliness (Stigma-a
review of the evidence, 2010). Howeveshouldbe taken into account that most of
them arefocused on adults. Standard One of the National Service Fraikndaro
Mental Health (Departmemf Health, 1999) has contributed a great dedhe fight
against discriminatiorto mental illness. Actiondgo address these issues are often
carried out through several professional organizations along health and social
services departments (Papadopoulos, 2009).

There is evidence from theUK’s Department of Healt{2007) that non-
stigmatizing attitudes relationto disability and mental illness are increasinghe
British culture, but that stigmia generais still present, particularlin more rural and
poorer socioeconomic backgrounds. Nonetheldsss reportedby Papadopoulos
(2009) that despite the fear of being stigmatized when acwpssiental health
services, peoplen the English culturelo not hesitatdo look for the necessary care
and treatment. A studyy Rose(2007)drew attentiorio the inadequacy of knowledge
in young people with respe¢b mental health issues that might instigate more
discriminating behaviours towards other young people with méetth problems.
For this reason a growing number of national campaigns aredamut aimingto

change the situation. For example, after the ChangingldViaampaignled by the
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Royal College of Psychiatrists, several improvemeantghis area were reported
(RCPsych, 2003).

In a child’s early years, after the onset of autism, parents experianeery
difficult and stressful periodhs they are strugglingo understand theichildren’s
problems andhs they are looking folan accurate diagnosis and treatment for their
child. This period comego an end when the diagnosis received and the child
placedin appropriate treatment (Marcesal, 1997). Accordingo a study conducted
in the UK by Calzadeet al (2012), parents of children with autism reported that they
tried to awoid discussing the diagnosis with their chasithey did not want therto
feel abnormal and stigmatized. Also, some of the pareqigessed concern about
other people treating their child differently because of tlgrbsis (Calzadet al,
2012). In addition, Hodgeg(2006) suggested that some professionals do not include
parentsin the final decision making process that determines whetker c¢hild has
ASD, which leaves parents confused. Moreoiteis reported that parenta the UK
were often unhappy with the imbalanced focus ehikl’s difficulties as opposedo
strengths (Hodge, 2006).

Howlin and Moorg(1997) conducted a large survey of parental experiences of
the diagnostic process with children diagnosed with ABDhe UK. The results
showed that the level of parental satisfaction was retatdte ageof the child when
the diagnosis was made. Parents whose children were didgeadier appearetb
be more satisfied than the ones whose children were diaoese 5 years old. A
link was also found between the degree of satisfaction bdth ttve process of
diagnosis and with the help receivad additionto the length of time parents h&al
wait before the final diagnosis.

Attentionis also paidto the process of communicating a diagnosis of autesm
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the parentsin the UK. Based on the National Institute for Health and Clinical
Excellence (NICE, 2011) the guidelines propose that professiatadald give
sufficient timeto parents; they should also let the parents/cdeacsthem and give
them timeto act upon the news of the diagnosis (Ablebtl, 2012). Furthermore, the
professionals involved are adviséd be sensitive, explanatory arid provide a
written report along with a follow-up assessment. Ablaittal (2012) utilized
gualitative methodologyn order to investigate the experiences of nine parents
North East England. The researchers focused on how the parentsvezbrthe
feedback session when they received the initial diagnosasitefm for their child.
Parents felt significant amount of stress following theyudsis and confusioas
well. The authors noted that even parents who expectedaitpeogis felt a great deal
more intense feelings than originally expected.

The diagnostic process, forward planning and reviewstaihelp parents and
professionals care for children with autisim.a studyby Keenanet al (2010)in the
UK, parents representing 100 children with ASD and 67 multidisaiy
professionals reported their experienceghete processes and the findings showed
that diagnosis antktatementing” took extended periodsf time and did not resuih
satisfactory future planning for the children and their fewil Parents and
professionals agreed that improvements were necessary regamdimg dnd review
procedures of diagnosis, statementing and forward planning.eshés were similar
to those of previous studies (Cassidy and Morgan, 2006; Jenal 2007) that
showed diagnosiss a difficult process that can take a loigme. In addition, the
Keenanet al (2010) study showed that the whole process was distressing, uynclea
difficult to understand for parents and families and did notteattar advice on how

to proceed after diagnosis (Keeretral, 2010).
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When caringfor a child with ASDit is important for parentso have a good
relationship (Brown, 2011). Howevem many situations parenting a child with
autism affects thearents’ relationship (Broaclet al, 2004).In a study conducteuh
the UK by Bromley et al (2004) interviews were undertaken with 68 mothers of
children with autism and over half of them screened posifare significant
psychological distress. Als@, was found that the distress was associated with low
levels of family support and mothers were more likelyeport low levels of support

if they were a lone parent.

3.4.4 Summary

In theUK the initial screening test for autismoften madéyy the GP who will
then refer the familyo a health professional who specializesdiagnosing autism.
Some primary care trusts use a multidisciplinary téaassess children with autism,
and following diagnosis, many different interventions are usualygestedo the
family aspossible treatments for autism.

In regardsto special educational need (SEN) provision acrossUKe the
government has promoted the inclusion of individuals with spedatational needs
in mainstream schools where possible. The special educatierdsco-ordinator
(SENCO)is responsible for the identification and assessment of childitbrspecial
educational needs amolprovide appropriate provision for individuals within a typical
classroom setting (Dyson & Millward, 2000).

Regardingrarents’ experiences research suggests that some professiomads
include parentsn the final decision making process that determines whetledr th
child has ASD, which leaves parents confused. Also, somen{gaof children with

autismin the UK reported that they trietb avoid discussing the diagnosis with their
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child, as they do not want thento feel abnormal and stigmatized. With resperct
stigma towards disability and mental iliness, non-stigrmaiattitudes are increasing

in the British culture, but research shows that the stigrganerals still present.

3.5 Mental healthcarefor children in Greece

One of the most significant milestongsthe child mental health sector
Greece was the establishment of the first child psych@dpartmenin a general
paediatric Greek hospitad 1979by Professor John Tsiantis (Kolaitis et al, 2018).
regardsto the reformsin the child and adolescent mental health sector another
significant changen Greece was the closure of the Child Psychiatric Hospital
Attiki, which was establishedh the 1960s. Consequently, all the children who were
hospitalized there (mostly with severe intellectuabdility) were transferretb more
modernized community facilities.

In the early 1980s many child mental health services were foundeg then
there has been a modernization of the child psychiatric systeser theEU
Regulation 815/1984. Since the mid 1980s there has &eefffort to review and
redesign the mental health systam Greece (Christodoulowet al, 2012). The
European Union has been assisting financially and technicadih the
implementation of this reorganization and the refagrbased on th&U Regulation
815/1984(19841994) and on the Psychargos programme (the latest revisioe of th
programmeby the ministry of Health and Solidarity covers the per2@d 1-2020).
The Child aad Adolescent Mental Health ServicesGreece are regulated under the
National Health and Welfare Policy (Pejovic-Milovancesial, 2014).

At the end of 2010 the European Union requestedevaluation of the

psychiatric reforms andnindependent team from abroad along veithtexpert Greek
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teamcomprised the evaluation team. Based on the findings mds¢ afitial aims of
the programme were successfully reached. Howeétvaras mentionedby Loukidou
etal (2013)that irregularities between urban amdal areas were noticed and some of
their goals showed variation. Based on Christodowdbwal (2012) the effort to
transform the mental health system has not been totadtyessful. Accordingo the
evaluation of the National Action Plan Psychargothe period 2000-2009 only 30%
of the planned psychiatric services for children were dgtuaktablished
(Anagnostopoulos, 2013). Kolaitist al (2012) reported thatin 25 of the 52
prefectures of the country there are no child psychiatricssNn generg thereis
intentto establish more child psychiatric serviéeshe Attica Prefecture (where the
city of Athens belongs to) and dtethe crisis the plato reform the child psychiatric
services has been cancellédshould be taken into account though that thaokbke
Psychargos Programme a range of community mental healticesemwere created
and the deinstitutionalization of chronic psychiatric ho$gtatients has occurred
(Loukidouetal, 2013).

Moreover,as a result of the evaluation thaasrequestedit the end of 2010
the Greek Ministry of Health changed the Psychargos Rla2012 based on the
findings, but the current financial situation of Greece mighthawegative effect on
the implementation of the necessary changes (Loukidou, 2@18)hopeful though
thatin July 2013 the Greek government agreed with WiH®@rderto receive their
support with respedb the planning of health care reforms andseptember 2013 a
new health voucher programme was finanbgdthe EU in orderto cover 230000
beneficiaries for 2013-2014 (Kentikelemisal, 2014).

Despite all the positive developments the CAMHS Greece is still

consideredo be inadequaten fulfilling the needs of children, adolescents and their

119



families (Kolaitiset al, 2012).Especially during the last years, dte the financial
crisis, a growing demand for public child and adolescent psychsatndices has been
noted (Christodouloet al, 2012). This increase can be justifigdthe fact that there
Is an increasean the psychopathology of children and adolescentstadlee impact
the crisis had on most family dynamics and because mdrenare people turto the
public sector and terminate the private services their childrentosend.

There are still issuas the mental health field that netalbe addressed, such
as sectorization, development of primary care policieggrigsectorial coordination,
development of forensic services along with long-range planningsfGtioulouet al,
2012). Additionally, therés a growing needtlo focus more on the provision of cdoe
the most vulnerable groups, like children and adolescentrevwthere are still many
deficiencies. For example, there are still many problefitis the provision of careo
people with autism. However, the current situat®ulifficult to change dueo the
economic recessioas the child and adolescent mental health services have been
severely affected and the best solutisnfor the existing serviceo maintain a
satisfactory level of function. The negative effects loarecognised botim the child
psychiatric services andh the extended environmemh which the children are
growing up.As it is recommendedtby the World Health Organizatioib is important
to make good use of the present resources and link fundiagcreditation systems
and assessment of provider performance (WHO, 2010hristodoulouet al, 2012).
Anagnostopoulos & Soumak2013 conducted a surven a sample of public and
private child psychiatric institutionn Athens, Piraeus and Thessaloniki comparing
data from 2007-2011. Based on the results there was a 39,8% iroraesecases

public outpatient services for children and 25,5% for adolescents emedvtas a drop
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by 35,4%in the private careBy 2013 the waiting timén most Child and Adolescent
Mental Health Services had tripled (Anagnostopoulos & Sourgaii3).

Children with autisimin Greece are usually referrég paediatriciango child
psychiatric services (Volkmaet al, 2007). Care for people with autism has been
providedby mental health and welfare services. However, mentdthheervices are

limited to the large cities (Volkmagt al, 2007).

3.5.1 Service provision for autismn Greece

The interestn autistic disorders started growing Greecein the early 1960s
(Anastasopouloset al, 1964) and the use of tH@SM-IV (American Psychiatric
Association, 1994) and the ICD-10 (WHO, 1992) has contribtddgtle increasen
knowledge regarding diagnosis and care provision for children awtlsm. This
knowledge has been strengthermdthe evolution of child psychiatrgs a separate
discipline from general psychiatig Greecen the early 1980s (later tham the UK
where child psychiatry became a separate spedialthe 1940s)In addition the
growing dissemination of information on autism was influenbgdhe European
Community Charter of Recognition of the Fundamental Social Rajhtse Disabled,
the related legislation of the European Community for peapth special needs and
the foundation of thearents’ Greek Autism Society for the protection of autistic
people (Gena, 2002). Moreover, under tasv 1143/81lin 1981 special centres for
the care of children and parents were establisinedrderto provide diagnostic and
counselling services across different areas of Greedd. M8pecto the rural areas
some of the establishments offer their services via mabiles. In addition some
Medical Pedagogical Centres have been develapeitie major cities of Greece

offering primarily diagnostic servicek 1992 the Greek Society for the Protection of
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Autistic People was established and they have contdldatsost of the advances
the field of autismn GreecelLater on, withLaw 2817/2000, 54 Diagnosis Evaluation
and Support Centres were estald3HKDAY). Nonetheless, the KDAYs have
significant challenges especially havibg do with infrastructure. Assessments of
children with autism arelso conductedin child psychiatry clinics ofchildren’s
hospitals. Priorto the Greek Law 2817/2000, children with autism were mostly
offered care and suppair asylums,at homeor other residential entities and they
were not includedh mainstream education (Syriopoulou-Dellial, 2011).

In Greece, unlike th&JK, General Practices very under-developedo a child
can only be referretb a specialist tearby a paediatriciaror the parents can refer
themselves. The Diagnostic Assessment and Support Cerdtesere establishad
the capital cities of each prefecture Greece under the Law 2817/2000 offer
diagnosis, assessment and care mastthildren between the ages of 3 and 22 years.
A multidisciplinary team that evaluates children with swtis placedin each centre
and consists of a psychiatrist, a clinical psychologispeech and language therapist
and a social worker. These professionals use various psychbedatcdools to
measure: the skills/abilities of children with autism, #gtistic symptoms, the
neurological state and function of the central nervougsyste 1Q, the learning and
language skills, the relationship of the child with theimifg, their emotional
wellbeing and their social skills (Gonela, 2006). The assesssprocedurés based
on an interview with the parents and the child. Cognitive dbdgitas well as
communication and social skills are assessed. The diagaosticacyis reinforced
by the use of specialized instruments saslihe ADI-R (Lordet al, 1994) and the
Diagnostic Interview for Social and Communication Disordersnf)/ 1999), the

Autism Diagnostic Observation Schedule-Generic (Loetl al, 1998), the
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Psychoeduactions! Profile-Revised (Schopdéral, 1990) and the Adolescent and
Adult Psychoeducational Profile ( Mesibetal, 1988§.

Most children with autism are referréy their parents and often with serious
delays,astheydo not know the existence of relevant services (Papageorgiou, 2005).
This may be causedy the lack of public awareness. Another reason for parents
delaying the diagnosis might be that they winavoid social stigmatization, since
the social pressure with respect issues of disabilityis more intensein Greek
communities (Argyrakouli & Zafiropoulou, 2003). Following the refedfaildren are
assessed by a number of professionals of different disgptmel often receive
different diagnoses.

A study carried ouby Efthimiou etal (2013)in Greece suggested that 25 out
of 7,661 hadan Autistic Disorder, based o®DSM-IV. The initial assessmens
usually giverby the paediatrician, whim turn, refers childreto a child development
clinic for an official assessment and possible diagnosis (Papageorgiou, 2005).
However, these clinicaasit was mentioned earlier are usually establisimethrge
cities. In addition, early intervention programs are limitedGreece and dut® the
disorganization of the health system thisr@ot enough cooperation among separate
entities that provide support and capechildren with autism and their familie8s it
is alsosuggestedby Papageorgio2005) autismis diagnosedht first assessmernn
one third of the cases, which could be doénadequate training of professionais
this field.

Moreover the financial crisi;m Greece has affected the units that deal with
developmental disorders and the impact has been signiftetanéxample, Perivolaki
(1983),a well-known establishment for children with autism, wheegmbosis, day-

care and overall suppad provided, has shut down two i$ three community units
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(Anagnostopoulos, 2013). Furthermore, thésea growing needin Greece for
different departments (e.g. health and schtmivork togetherin orderto provide
better support to the community of families of children with autism
(Anagnostopoulos, 2013). Giannakopoudbsl (2014) reportedn their findings that
very few educators worik partnership with families and local mental health services.

Based on a studyy Stampoltziset al (2012) the average age of diagnhosis
Greece was six years of age and about 78% of the children wi@padedin their
study had private speech, occupationalmusic therapyat least once per week.
Stampoltzisetal (2012)also reported that most children wéh ASD are not offered
the appropriate early intervention serviaasl they often receive suitable support
when they start primary school. This situation could befiedtby the lack of clarity
in the policies and procedures that retierearly childhood education centres and
children with mental health problenss developmental disabilities (Giannakopoulos
et al, 2014). However, Stampoltzét al (2012) support the notion that children with
ASD share common characteristics among developed camin®verall, the variety
of early childcaren Greecss relatively limited considering other European countries
(Petrogiannis, 2010).

Despite all the difficulties reported abowethe last 20 years theigan overall
improvemenin the service provision for autism Greece anéh the area of child and
adolescent mental healtin general. For example, many non-governmental
organizations are providing mental health servetethe momenin several areas of
the country, they have developed centres for specific graugsas children with
autism and they have secured funding for research prayectgarious aspects of

mental health (Kolaitietal, 2012).
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3.5.2 Supportfor children with autism in the education systemn Greece

In 1985 the policyfor the education for children with disabilities changed
significantly andLaw 1566 had a separate section for special educdtic2000 the
Greek state made a mote create a legislative framework, with the institutioh
Law 2817/2000 from the Ministry for National Education and Religiodtaiss,
where it is indicated that peoplaith special needs are those with sensory-motor
difficulties, mental deficiency, special learning difficalti and complex cognitive,
emotional and social difficultiesas well as autistic persons and people with
developmental disorders (Syriopoulou-Delli, 2010). Withw 2817/2000 several
education issues for children with special educational needs mareged.In
addition the saméaw promoted the establishment and function of special eidacat
schools and the formation of a Special Education Departinetite Pedagogical
Institute (Anagnostopoulos, 2013).

In regardsto Special Educational Need (SEN) provision Greece a new
legislation was votedn 2000 (2817/2000 - Government of Greece 2000) that the
"special classes" that existéu schools for children with special educational needs
would be renametb "inclusion classes", reflecting thus the increased empllast
was placed on the practice of inclusion. Thasv introduced the design and
development of individualized educational pldos students with SEN, who had
be incorporated into the mainstream curriculum withsingport of trained teaching
staff andit was emphasized that students with SEN should be trainge general
classes along with the other students (Kalyva, 2008).

An amendment of the initidlaw camein 2008to make the inclusion of special
educational needs children compulsony public mainstream education (Law

3699/2008). However, many teachers that support children with aatiennot
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qualified nor trained sufficiently (Syriopoulou-Dellet al, 2012). Most early
childhood educators are unalile respond adequatelyp children’s and families’
mental health problems and developmental disorders (Giapoaks et a, 2014).
Special needs educatiam public schools can be offsl in inclusive classes
within the mainstream schooin mainstream classes with oteene support,n
special schoolsn special classes within hospitals/ instituti@ngt home.In order for
a childto be part of a special needs education prograthmemustbe assessedt an
evaluation centre (Differential Diagnosis, Diagnosis and Suppart Special
Educational Needs-KEDDY9r at an approved paediatrior psychiatric facility,to
obtain certification of their problems (Kalyva, 2008). SpeE@ilicational Need€o
ordinators (SENCOs) have not been officially introduced, yet,the Greek
educational system. However, there are support teachers ethi@ngvin resource
roomsor instructing students with SEM general classrooms through thecalled
“parallel supporprograms” (Agaliotis & Kalyva, 2011). With regard® the special
educationin the early years Petrogiannis and Drago(®3l4) suggested that the
future of integrated nurseries for toddlers with special needsubtful dueto the
economic recession and they are providganly a small number of municipalities.
In addition, special agencies like the Greek Society for tlmte®ion of Autistic
People support thein orderto improve the development of these children and offer
them the same education and communication experieasesheir typically

developing peers (Petrogiannis and Dragonas, 2014).

3.5.3 Stigma andparents’ experiencesn Greece

Greece was historicallgn agricultural country andt has only been since the

past 50 years that Greece has transformed in&deanodern society (Petrogiannis
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and Dragonas, 2014As a result, the initial norms and values that usetbrm the
traditional patriarchal family might still influence up a certain level the Greek
society.As describedoy Tsibidaki and Tsamparli (2009) the family unit and religion
still play a major rolan the Greek cultureln Greece 98% of the population follow
the Greek Orthodox religion (Papadopoulos, 2009) and religipresenin different
aspects of the society, e.m education children are taught obligatory religious
courses (Tsibidaki and Tsamparli, 2007).

Families with children with a disability consider thé&ith in God and the
relationship with a priesor even the whole congregatian essential source of
support, both emotional and financial (Tsibidaki and Tsamp2@@7). Based on
Hofstede’s theory(1997) on culture the Greekas a nation are not comfortable with
vague situations and the Greek Orthodox religion might hasegated the high
levels of“‘uncertainty avoidance”, thus the low levels of tolerance for uncertainty, that
define the country. The cultune which children grow up forms their lives, characters
and attitudes towards difference, disability and mentalinésdtiesaasthey internalize
the different social and cultural rules (Vlachou, 1997). Fangde,in Greece people
with a disability are not expected adopt social roles artae active members of the
society (Westbrooket al, 1993). Research conducted the UK on UK-migrant
Greeks suggested that they tdodhide any mental health issugsthe family and
they might even turn down a mentailly family member and use psychiatric services
only in extreme situations, which support$offstede’s theory on “uncertainty
awoidance” since mental health problems create ambiguity for theure
(Papadopoulos, 1999).

Mouzaset al (2008) reported that theres a negative attitude towards mental

illnessin generalin Greeceln addition, research suggests that stigmatizing attitudes
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towards disability and mental illness exiatthe Greek culture ( Arvanity, 2008;
Tzouvara and Papadopoulos, 2014 and Moetaf 2008). Mouzast al (2008) also
identified an association between religiosity and mental illnesgnsi Thereforeit
seems crucidlo increase anti-stigma campaigns along with general know lelolget
mental illness and involve trusted members of each commumityderto promote
anti-stigma attitudes the more traditional parts of every community.

In a studyby Papageorgiou and Kalyy2010) most of the parents of children
with an ASD (48.2%)reported positive attitudes coming from family, so¢&t.8%)
and work environment$39.1%) 1/3 of the parents that participatéd the study
mentioned that they felt rejeedfrom others around them and 1/3 had not revetaled
colleagues that they have a child with ASD dodear of stigmatization. Particularly
men tendedto hide this information andas Papageorgu and Kalyva (2010)
described, this could be diethefact thatmendon’t wantto be pitiedor they could
be more worried about being stigmatized. Accordim@ena(2006), Greek parents
of children with autism have reported that the progress aiunlef of their children
along with their adjustment have beée most common causes of anxiety for them.
The difficulty of Greek societyo accept a child with autisis usually causedy the
lack of suitable therapeutic programmes, whglone of the main stress factors for
the parents, along with the fear of uncertainty that was mextiearlier. The level of
support that parents receive from their immediate family enment,in additionto
the acceptance of thHgroblem” from the grandparents and other relatives, are also
decisive factors for the well-being ohea family in Greece. A timely and valid
diagnosis accompanied by a thorough and comprehensive exmtetoatine parents
regarding the disordés crucial for their better adjustment (Gena, 2006).

As it is arguedby Dycehset al (2007), the impact of any impairment can be
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better understoodh the contextof the person’s experience of cultural and social
networks. Thus, the cultural background might affect whiehaviours of a child
with autism are conceiveas problematic. Papageorgiou and Kalyi2910)reported
that parentsn Greece perceived deficits communication, social and self-help skills
along with the educational and behavioural difficultees the most challenging
aspects of autism. Alsat was notedby the authors that the parents mentioned
feelings of embarrassment when they wiar@ublic and that their support systems
were inadequate. The stress levels of the parents were alsd fogh in the
Papageorgiou and Kalyy2010)study which confirms findings of similar studies that
were carried ouih Greece (e.g. Konstantareas and Papageorgiou, 2006).

According to a studyby Argyrakouli & Zafiropoulou, (2003) with Greek
mothers of children with a disabilityt was found that many Greek mothers feel a
prolonged sense of loss, despaimd hopelessnesg they have a child with a
disability, like autism. The Greek culture seam$lace higher importance on social
status comparetb the English cultureln addition, the Greek culture places strong
emphasis on social criticism aadresult Greek mothers of children with autism may
feel isolated (Argyrakouli & Zafiropoulou, 2003). However, soaspects of the
Greek culture leatb positive self-esteem for mothers. Accordtnghe results of the
study by Argyrakouli & Zafiropoulou(2003), Greek mothers of children with a
disability who have higher education and more qualificatiomsl t®& be more
confident. This could be due a more realistic vievof their child’s situation and the
ability to try to find appropriate care. Moreoven the sme study positive self-
esteem was associated with larger family size, suggetite idea thatthe typical
child will make-up for the disableshe” (Pitten, 2008:4).

Parents, specialist® the field and caring citizens have been struggliog
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accomplish the creation of diagnostic centres, specialéiducschools, day centres,
boarding schools and other services that provide children wiikrmawand their
families a better life. The persistence of these groups oplpes leadingto the
progress ofesearch and the role of the parents of children with ausstine most
important. Since 1992 parents established“tli&eek Society for the Protection of
Autistic People”, an organization that involves parents of children with autism and
professionals workingn the field. This societys very active and cooperates with
Autism-Europeas well. Also, there are many regional Associations of parents of

children with autism all over Greece (Gonela, 2006).

3.5.4 Summary

In Greece parents can be refertec specialist tearhy a paediatriciarmr they
can refer themselves. Most children with autismGreece are referredy their
parents and often with serious delagsresearch suggests thdg not know about
relevant services. Another reason for parents delaying the diagngsishmithat they
wantto avoid social stigmatization. Research suggests that sizgngaattitudes exist
in the Greek culture (Arvanity, 2008; Tzouvara and Papadopa2@d<gl and Mouzas
et al, 2008). The financial crisim Greece hsalso affected the units that deal with
developmental disorders diethe reduced staff and closure of several units and the
impact has been significant. For example, Perivgla883),a unit where diagnosis,
assessment and overall support are provided has closed fgotlolee community
units (Anagnostopoulos, 2013).

In regardgo special educational need (SEN) provisioiGreece, since 20Gfh
increased emphasis upon the practice of inclusion has been twadeddualized

educational plans were introduced for students with SEN, wthéohze incorporated
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into the mainstream curriculum with the support of trained tegckiaff andt was
emphasized that students with SEN shdddrainedin the general classes along with
the other students (Kalgy2008). However, Special Educational Ne€asordinators

(SENCOs) have not been officially introduced, yethe Greek educational system.

3.6 Main similarities and differences between Greece and théK in regards to
autism

The BritishNHS is considered a comprehensive public, low cost system and a
pioneer of public private partnerships. For these reasons Gregdellbaved some
patterns of healthcare provision already develojredthe UK (Boyle, 2011).
However, an important difference between the two healthcare systsntkat in
Greece theraés an absence of family physicians (GHs)orderto actas a point of
referenceo health services ard refer patients into theHS (Karakolias & Polyzos,
2014). Soin the UK it is the GP that makes the initial screening of a child with
possible autism and will then refer the family mnspecialist services within the
NHS.

In Greece th&P screening and referral system for childhood autism does not
exist. This could be arguedsthe reason why many children are referred with serious
delays,in additionto a lack of public awarenesk Greece children and parermign
only be referredby a paediatriciaror they can refer themselvés a specialist team,
andit has been reported that often parents have diffignltinding howto access
these teams. Furthermorie, Greece parents often chodseconsult with a private
paediatrician because of the long waiting listshe public sector. Therefore, one of
the main differences between Greece andKein regardsto the service provision

for autismis the initial referral process.
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Also, it should be noted that both theUK and Greece the service provision
for autismis part of the Child and Adolescent Mental Health Servides, the
CAMHS in Greece are not organized around a four-tier sysasnn the UK.
Although the referral system and CAMHS organization are diffdvetween the two
countries the members of the team that children with awdrenreferredo are very
similar, asare the diagnostic tools that are usedssess autisnm both countries the
official diagnosis of autisnis offeredby public healthcare specialistddowever,in
Greece there are only a feMHS centres nationally thatan provide this service,
which makes the waiting for a diagnosis even longer. Atk to the lack of
organizationin some of the public settings that offer diagnosis and tesatm
sometimes parents pref@rgoto private diagnostic centres and gay the diagnostic
assessment and treatment of their child. Moreover, comparée UK, in Greece
there is a lack of appropriate prevention and health promotion servenad
insufficient staff and equipmein the rural primary care centres (Simetal, 2015).

Nonetheless,in the UK there is also a needor political investmentin
research, professional training and further promotion of childagiadescent mental
health (Vallanceet al, 2015). The two countries may varytheir referral system and
aspects of their health care provision but whetomesto autism and child mental
health provision they face similar challenges, sagtinancial constraints and lack of
practitioner training (Vallancetal, 2015).

Another area that the two countries diffethe special educational need (SEN)
provision within the education system, even though both coumaies policies that
emphasize the role of inclusion of individuals with special atiocal needsn
mainstream schoolsSince 1994 a special educational neederdinator (SENCO)

has been appointdd every schooin the UK. However,in Greek schools SENCOs
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have still not been officially introduceds a result,it is more difficult for children

with autismto progressn the typical classroom setting. Sometimes, Greek educators
express concern about the utiliof inclusion. Their main arguments argime
shortage, lack of specialized knowledge on their side, the d@mands of the
curriculum, and potential problentsthe academic progress of non-disaledents’
(Agaliotis & Kalyva, 2011: p. 545). Additionally the early intertien sectorin
Greece is relatively underdeveloped compardéd the early childhood services
providedin the UK. Relevant training can help early educatmrsdentify children
experiencing problems and intervene eamlyprderto give them a better opportunity

to thrive (Giannakopoulost al, 2014).

A similarity between the two countriesthe role of voluntary organisations that
support parents and promote services for autisbbothUK and Greece respectively.
The National Autistic Society (NASHh theUK was foundedn 1962, and thé& Greek
Society for the Protection of AutistReople” in Greece was establishad1992.

To conclude, the differences between the two countries shalsid be
considered when discussing the perceptions of autighe two countries. Wildegt
al (2004) reported that many behaviours, like aggression, lack of atewh poor
social and communication skills along with lack of eml expression might
originate from differenes in culture. Perepa (2014) suggests that the way parents
perceive theichildren’s difficulties might influence the outcome ah intervention.
For example, some parents might perceive specific behaviduiseir childrenas
problematic whereas otherslwnot. Thereforeit is important for thento be included
in the process of developingn intervention,in the planning, andt is equally
importantto identify the value a specific behaviour might represent forptrent.

Perepa(2014) also identified the impact of therents’ cultural background on the
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perception of autisin general.

As previously discussed the Greek culture seenace higher importance on
social status and places strong emphasis on sodieaistn, which carleadparentdo
delay the diagnosisin order to avoid social stigmatization (Argyrakouli &
Zafiropoulou, 2003). Nevertheless, the issue of stigmatizasoavidentin both
countries. Howeveiin the UK anti-stigma campaigns have contribute@nincrease
in positive attitudes towards mental illness and developrheiigarders (Evans-
Lacko et al, 2013). The decrease of stigmatizing attitudes attathetental health
issues and disabilitin the UK could be explainetly improved education through the
media and via the broadening of awarenesociety thankso the increased presence

of community psychiatric services (Papadopoulos, 2009).
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Chapter 4 Speech and Lanquage Interventions

4.1 Introduction

This chapter is one of three chapters that present and disndgsysi of
studies investigating the types of treatment that are thes fotthis study: Speech
and Language Therapy, Psychotherapy and Occupational Therdagyaim of this
chapter is to provide an overview of different techniques used in spaddhnguage

therapy.

Research studies demonstrate that children with autisniaan significant
speech and language deficiencies (Volkmar et al, 2009) and chiladfeautism are
considered to be limited in their communicative abilitiesg@r-Flusberg, 1999).
Lack of verbal and non-verbal initiations appears often in childrigm autism and
they usually show deficiencies across a variety of linguidamains. As a result,
intervention research focused on the improvement of those skillsnportant
regardless of whether a child with autism uses verbal meansnaiunication or

uses augmentative and/or alternative systems of communicatiogglK2600).

Over the years augmentative and alternative communicatitensyshave
been explored and are now available for children with autisordar to help them
expand their communication repertoires (Magiati & Howlin, 2003). Esenthe
interrelationship between language and other deficits in autisimé&ds the need for
research in this area even more important (Koegel, 2000). Thesarnments are
connected with deficits in understanding how other people think &tid ather
aspects of the disorder, especially with social functioningelgdard & Tager-

Flusberg, 2001).
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As seen in chapter two, a number of factors have been foulidktdo
language development and these are often used as the basis foraspe&uiguage
therapy in this area. For example, Kasari et al (2008) suggesiegitit attention
and object play are significant predictors of expressive lamgdagelopment and
Toth (2006) has reported a connection between joint attention skdldaaguage
ability as well.

Epidemiological studies by Derby et al (1992) and Iwata €384) suggest
that as many as #80% of behaviour problems in autism may have a communicative
function (as cited in Koegel, 2000,p.5) and according to Volkmar et al (2004)
approximately 25% of children with autism do not develop functiepdech.
Communication skills are considered to be necessary to focml ssnd personal
relationships and they affect behaviour, self-regulation, and hgarin a study by
Roulstone et al (2012) it was reported that parents consideretnfiravements in
their children’s communication skills could lead to increased social inclusion and
independence. Individuals with and without autism need to ba@biéeract socially
and in order to achieve this ability, according to Bloom ankela1978 (cited in
Koegel, 2000,p.7) children “must learn the rules of language use for deciding which
forms to use in different contexts, for learning when and how to say what to whom”.

It is widely acknowledged that difficulties in communicatiera core feature
of ASD and there is a growing body of research that focuses ordimg\effective
methods in order to improve the communication skills of childngiin autism
(Goldstein, 2002). A number of studies have attempted to examineffdet of
language interventions on autism and to use language interveintiorter to change
communication skills in children with autism. These studiesrcawside range of

participants and methods, from those involving individuals whoawefdnctioning
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and require picture based programmes such as the Picture ggdbammunication
System (see section 4.2.1) to those which address higher comnumaialls such

as pragmatic difficulties. These studies are now discussed.

4.2 Language interventions in children with autism

The present review aims to investigate the effect of speedhlaamguage
therapy with children with autism by reporting information @vesal programmes
that are used to improve language and communication skillssigtbiip of children
This review discusses various types of speech and languagp\theterventions (as
seen in tables 12 and 13) in order to allow a better unddmstpof its use with
autistic children. Also, in this section a description ofrditere search strategg i

encompassed along with the criteria used to include and appraise the.stud

The literature review conducted entailed a computerized séarcklevant
papers from various databases. The SCOPUS, PsycINFO, CINAHLindeBRIC
and Cochrane databases were searched in 2013 and again in 201Beusafigwing
keywords: autism, ASD, speech, language, therapy, pathology, miiene
treatment. The above search terms were combined with the universal ‘Boolean
operators’. Also, word endings were ‘truncated’ with the commonly used asterix

standing for any or no characters at the end of a word.

In the first stage of selection process, all papers whoseotithbstract were
clearly not relevant to this review were excluded, and a total of 1280 papeised
In the second stage abstracts of identified papers were screendn fimllowing
inclusion criteria: a SLT intervention was provided, the target populatsnchildren
with ASD, the papers were available in English and theietudiere published

between years 2000-2015. The specific dates were chosen in order tin@ffieost
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up to date evidence. Thus, studies were excluded if their focusavas the use of
speech and language therapy and if they included groups of @etiesnd adults or
children with developmental disorders not on the autism spect@mminspection,
fifty studies were identified as meeting the inclusion catemd were categorised as
follows: 19 addressed the Picture Exchange Communication Sysie@G5{P10 the
Functional Communication Training (FCT) and Speech Generating&e(SGD), 8
the Natural Language Paradigm (NLP) and other parent implemiaetéecentions, 4
the Naturalistic intervention techniques and 4 studies disgtutseDenver Model,
PROMPT and ALM methods. An overview of these papers is provideskations
4.2.1-4.2.12. Several techniques have been reported in these studidsetwetieal
for children with autism in regards to the improvement of thaigliage and
communication skills. The methodology and results of thasdiest are varied and

these will be discussed in this chapter.

Moher (2009) presented a helpful guideline to use when conducting a
systematic review, in the Preferred Reporting Items for SysierReviews and
Meta-Analyses (PRISMA) statement that also guided thisatitee review. When
conducting a review there are different levels of evidera=eth practice available.
Five levels of evidence (Sackett et al, 1996) have beenilgedcievel | contains
systematic reviews, meta-analyses, randomized controlled treais] U includes two
groups, nonrandomized studies (e.g., cohort, case-control); Level Il inatgp@ne
group, nonrandomized (e.g., before and after, pretest and posttest); Level IV
embodies descriptive studies (single-subject design, eaies)sand Level V contains
case reports and expert opinion that include narrative literegui®@vs and consensus
statements. Level | and Il are considered to be the mostie&eand conclusive for

evidence-based practice (Portney and Watkins, 2007). In tables 12 #mdd@er of
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the studies reflect the strength of the findings in relation toyffestof study design.

It should be taken into consideration that speech and language therajme pract

Is often not pinned to any of these particular techniqueaded! in this review and
tends to be more eclectic and individualized. Several speetitaaguage therapy
approaches have been developed aiming to promote the comnmmiskills of

children with autism. However, the fact that children witltism present with
significant heterogeneity makes it more difficult to concluthat there is one
technique that fits all children with autism (Howlin, 1998). Manyaeshers support
the notion that speech and language intervention for children wigmaahould be
individualized. Practitioners use a number of programmes thgttémel to adapt
based on knowledge from external systematic research aldhgtheir personal
clinical expertise, in order to fit individual children and faesli(Law, Roulstone &
Lindsay, 2015). Thus, the role of speech and language therapistdtifaaated, as
they should consider the developmental profile of each child and praceerdingly

(Prelock, 2002).

There is limited evidence regarding the effect of genelattc speech and
language therapy practice on the language, pragmatic or funa@naunication of
children with autism. In a study by Fernandes et al (2011) &ftiydren and
adolescents with autism (mean age:9,3 years) received 6 monthsech spad
language therapy and were assessed after 6 and 12 montbstlodrépy onset. The
functional communicative profile of 96% of the participants improvest afeatment,
even if it lasted only 6 months. The results suggest that speddarmyuage therapy
can be beneficial for children with autism even when it is initiateshalder age, e.g.

in adolescence. More robust evidence on the outcomes of spedclanguage
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therapy practice was provided by Adams et al (2012). The researcmehscted a
single blind randomized controlled trial (RCT) to investigate dutcomes of an
intensive social communication intervention offered to children wpithgmatic
language impairment with or without autistic features. A tot&d8 children (aged 5-
10 years) were involved and they were randomly assigned to the Social
Communication Intervention Programme or to the group that retéieatment as
usual. It was also reported that the majority of the partitgpdad Pervasive
Developmental Disorder or Autism Spectrum Disorder but they indidhtdthey
excluded children with severe autism at the start of theys&idnificant intervention
effects were found for the social communication intervention (22froved in
conversational quality and 28% in social communication) comparednedtment as
usual (5% improved in conversational quality and 4% in social comuauiomg.
Therefore, the results of the study demonstrated an improvement of the atiomats
competence and functional social communication for the childtem received the
intensive social communication intervention. Additionallywias implied that the
specific intervention may be beneficial for verbally able drieih with autism.
However, no significant treatment effect was reported on structural langubgie s

It is important to demonstrate the effectiveness of vatgions that speech
and language therapists implement with children with auéinthexplore the use of
these strategies. Some of the techniques included in the flofjsctions are aimed
at and used with young non-verbal children. Children with poor verbightion
abilities make the best candidates for augmentativeoaradfernative systems of
communication (AAC) support (National Research Council, 2001). A large dody
research concentrates on the youngest and minimally verbal chidvwenit is

important to review these studies here in order to conceptualiae the evidence
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base looks like in the absence of studies exploring groups of aggeand verbal
ability range. Not much research has been conducted invesjighe outcomes of
usual speech and language therapy practice (not a specifie8tiique), especially
compared to other genres of treatment, like occupationalphenapsychotherapy.
One of the aims of this thesis is to look into conventiopeesh and language
therapy practice along with other therapy contexts and investigatéhese associate
with the pattern of developmental change of children withs@aut As already

mentioned some more specifically defined techniques are alsoiusgedech and

language therapy practice and these will now be discussed in turn.

4.2.1 The Picture Exchange Communication System (PECS)

The Picture Exchange Communication System (PECS) is a yisbhadled
communication system used extensively with children who have languBgjesdkie
to a variety of disabilities and disorders, including autipectgum disorders. PECS
is based on behavioural methods and uses symbols and picturetp tohidren
develop their speech and communication skills. The six phagee PECS system
are - Phase 1: How to Communicate; Phase 2: DistamteParsistence; Phase 3:
Picture Discrimination; Phase 4: Sentence Structure, antbuitds and Language
Expansion; Phase 5: Answering Questions; and Phase 6: CommnméBondy &
Frost, 1994). The effect of the Picture Exchange Communication SYREGSS) in
autism has been the focus of nineteen studies since 2000 as shown 12 table

Flippin et al (2010) conducted a meta-analysis in order to saas$es
effectiveness of PECSight single-subject studies (18 participants) and 3 group
studies (95 PECS participants, 65 in other intervention/control) weheded. As

mentioned by the researchers the quality of scientifia ngas assessed and used as
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an inclusion criterion in computation of effect siz8he results of their study
indicated that there was an average effect for advancing thewaication skills and
a slight effect for speech outcomes. The results that conctreelevelopment of the
speech of children with autism following PECS varied amongstbdies that were
included in the analysis and it was not fully indicated BCS increases verbal
communication. Similar conclusions in regards to the efficacy of Ri€8 reached
by Sulzer-Azarroff et al (2009). Sulzer-Azarroff et al (2009) carriedaogview of
thirty-four controlled single-case studies and group experimental repdPS©8 and
it was reported that PECS has enabled individuals witsraub express themselves
more easily and has improved their communication skills. Mbghe participants in
the included studies acquired extensive functional vocabsilateé did not acquire
speech. Furthermore, a meta-analysis (Tincani & Devis, 2010) oésistedies on
PECS showed that the use of PECS contributes to the promotiomatiohal
communication for children with autism and other disabilities.s€hstudies used
single-participant designs and reported quantitative data ¢ausreiexchange and/or
vocalizations. The studies included in the Tincani & Devis (201€aranalysis
showed that PECS produced moderate improvements in commun@stioaasured
by increased picture exchange during intervention compared to baseline.

A small number of studies include naturalistic or quasi-natticahiseasures
of communication (e.g. Gordon et al, 2011). Gordon et al (2011) aimed tonexami
the form and function of spontaneous communication and outcoméctprsedin
nonverbal children with autism following classroom-based PECS. Imathgomized
controlled trial the sample from a previous study by Howtimle(2007) was used.
Eighty-four children participated in the study. It was a comigtimased study that

included autistic children aged 4-11 years with little or no foneti language, with
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no sensory impairment who had not used PECS beyond Phase 1. Ther®&GS

appeared to increase spontaneous requesting for objects or help bpomaneous
requesting for social routine or commenting. Overall, PECS seemechprove

children’s spontanecous communication for instrumental requesting using pictures,
speech, or both of them merged. These findings lend weight tosttitkes focusing
on PECS (Yoder & Stone, 2006).

In addition to investigating the developmental associstisith language
described earlier, Yoder and Stone (2006) and Yoder & Lieberman (2010) also
explored interventions for young people with autism. Yoder & St@2@06)
conducted a randomized group experiment of 36 children with atgiwmpare the
efficacy of two communication interventions, the Responsive HEducaand
Prelinguistic Milieu Teaching (RPMT) and the Picture Exchange r@anncation
System (PECS).

The Yoder & Stone (2006) study measured the initiation of joint aitent
before treatment as potential predictor of differential resptmdesatment. Initial
rates of joint attention predicted whether a child gained more &itimer PECS or
RPMT. According to the results, the RPMT was more sucdessfiacilitating
initiating joint attention and object exchange turns for childrext began treatment
with at least some initiating joint attention. On the othand, the PECS proved to
have a superior effect to the RPMT in children who began the eeatmith initially
lower frequencies of joint attention, which means that thedblkeschildren benefited
more from PECS.

The two social-communication interventions addressed by rYauid Stone
(2006) were examined further by Yoder & Lieberman (2010), who found that post

treatment measurement of the number of picture exchanges fdvtheePECS
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intervention. These findings were interpreted as support for the hgmothat the
PECS curriculum can successfully teach a generalized metharbastiinating
attention without requiring eye contact, to children witBDA The validity of the
results in both studies is strengthened by the use of raadeignment in order to
assign children to treatments but the fact that the examioeducting the pre- and
post-assessments were also the primary data codecoalddnot be kept blind to the
children’s treatment assignment may have influenced the results. The finding of
Yoder & Stone (2006) that the less able children benefited moreREGE was not
reflected in the Gordon et al (2011) study discussed earlier. didshbe taken into
consideration though that in the Gordon et al (2011) studghhdren had severe
autism symptoms and were more delayed with regard to their \@mtahon-verbal
skills. Thus as a group, the children in the latter sample wsseable than Yoder and
Stone’s sample.

In a similar study, Schreibman & Stahmer (2013) conducted ansytste
randomly controlled comparison of Pivotal Response Training (PRTuslest verbal
methods to teach communication and PECS that uses piateeihlods. However,
their findings differed from the two previous studies (Yoder & 8t@906; Yoder &
Lieberman, 2010) because their results demonstrated that neithertwbtheethods
was found to be superior to the other and children in both gihupsed an increase
in their language skills. A possible explanation to the reasion different results
were reached is that the children’s characteristics varied among the studies (Yoder &
Stone, 2006; Yoder & Lieberman, 2010 and Schreibman & Stahmer, 2013¥)adnd t
they utilized different assessment measures.

The effects of PECS implementation on communication andicteskr

repetitive stereotype behaviours of children with autism were exahily Magiati &
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Howlin (2003). Thirty-four children with autism participated in the stmy no
control group was utilized. PECS was implemented to the childrehddirst time at
school but it should be noted that seven of them had alreadytriagesd in the past.
The assessment data were collected two months before treaamckrévery two
months for six months. The results showed that overall thasean improvement in
the children’s communication level. More specifically significant gains in the use of
signs, single words and communication skills were identiffedignificant decrease
of negative behaviours was also indicated. Nonetheless, amneshby the authors
the lack of control group makes it difficult to conclude ttie improvements were
solely caused by PECS.

Another study that reinforces the idea that PECS can beagsadunctional
means of communication was carried out by Carr and Felce (2007)aZhfelce
(2007) conducted a study using PECS in a classroom with a teachetagasroom
aides. The participants consisted of 17 children in the control groupdwhaot
receive any additional treatment other than what they aleeady receiving and 24
children comprised the group using PECS who had 15 hours of training and the
PECS use was moved to the classroom in order to use withetsaand aides. The
results demonstrated an increase in communication attemifftsclassroom staff
from the children who received PECS training. However, as notedebguthnors,
since both the researcher and teachers provided PECS instruction, the researcher’s or
the teachers’ training could be responsible for the increase in communication. Also
attempting to assess the use of PECS, Lerna et al (2014) focusked lomg-term
effectiveness of PECS and their findings were consistent withqu&¥indings since
they demonstrated that PECS training helps improve children’s social-communicative

skills.
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As it was mentioned earlier Carr & Felce (2007) and Yoder & S{a0@6)
demonstrated the efficacy of PECS in improving children’s communicative functions
and initiating/requesting behaviours. Similar findings were reacheoth®y single-
subject studies (Anderson et al, 2007; Charlop-Christy et al, Zoé¥2z & Simpson,
2004; Greenberg et al, 2013; Jurgen et al, 2009; Kravits et al, 2002 and Einahni
2006) that provided further support for the association between PECS and increases in
speech development. Charlop-Christy et al (2002) conducted l#@plebaseline
design across participants in order to explore the effect @fSPE the areas of
speech, social-communicative behaviour, and problem behaviour Hplégeand
academic settings. After observing the progress of the three childrepantiwpated
in the study, the results showed that all children beefiteam the PECS use in a
short time; their speech was increased along with theiralsoemmunicative
behaviours and the problems in their behaviour decreased. The ssapeplaf the
previous study is similar with the one of the Ganz and Simpson (2004) study who also
investigated the effects of PECS and the relationship between BBESpeech
production. Only three children with autism were included in thudysas well. As
seen in the Ganz and Simpson (2004) study the participaotgailsed from PECS
and increases in average intelligible words spoken pemteied noted. However, no
clear relationship between changes in spoken words and non-waiiz&tions was
identified and the lack of baseline data limits the interpretatidheofindings.

The use of PECS on the spontaneous communication skills »fyaasi old
with autism across her home and school was assessed by Kita@it62002). Their
results demonstrated increases in spontaneous language andatrba. Tincani et
al (2006) explored the effects of PECS on requesting and speech developmed of th

children with autism. Tincani et al (2006) measured words and wordxap@atmns
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that came up during the PECS training and their findings are camsigith previous
studies that support the use of PECS to promote requesting and dpeeldpment
(e.g. Charlop-Christy et al, 2002; Ganz & Simpson, 2004; Kravits 20@R; Magiati
& Howlin, 2003; Yoder & Stone, 2006). However, the generalizationnofiigs of
the Tincani et al (2006) study should be considered with cautioa aifull analysis
of the levels of the participants’ communications skills prior the intervention was not
included.

Increases in the spoken vocabulary of one child with adtiowing PECS
were also demonstrated in a study by Jurgen et al (2009). In texsom et al (2007)
study one child with autism was taught functional languageguBECS and the
results also indicated that it is important to take into account the child’s
characteristics. A recent single subject design study feertberg (2013) provides
support for the use of PECS with less able nonverbal children. liznepat al (2013)
included four children in their study and based on their findings thasean increase
in most of the participants’ vocalizations. It should be taken into account that most of
the participants in the previous studies (Anderson et al, 2007; Ganz & Sir2pfdn
Jurgens et al, 2009; Kravits et al, 2002; Magiati & Howlin, 2003) wispsech
improved after or during the training in PECS were also tbimitate words before
the intervention but in the Greenberg et al (2003) study it wasaitedl that PECS
can benefit children with limited verbal abilities as well. Eieless, the small
sample sizes along with the different assessment measuareseshods across studies
that assess the use of PECS to encourage speech developnterdnaiusions that
can be drawn about its effectiveness.

A few studies have contradicted the findings of previous studies (e.g.

Charlope-Christy et al, 2002; Ganz & Simpson, 2004; Gordon et al, Zulder-
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Azarroff et al, 2009; Yoder & Stone, 2006 and Yoder & Lieberman, 2010). Gahz et
(2010) recruited two children with autism, who had not gained fundtiona
communication skills after using the PECS. The initial plas wo use a multiple
baseline design across participants to investigate the ugmeeth, but because the
participants made very little progress in PECS and verbal traglehe data was
presented as in a case study. According to the authors the particpamstudy had
multiple disabilities and health issues that preventethtirom mastering PECS. In a
retrospective study by Pasco & Tohill (2010), the authors explorechvahitdren
make more progress using PECS. Twenty-three children winauwtho were 5 or 6
years old and non-verbal participated in the study. The resulte aftidy showed
that children with a developmental age below 16 months weakle to master PECS
level Ill. However, children of 5 and 6 years of age who are below thedapguental
age are more likely to depend on PECS and for a longer period tthexs. Several
limitations in both studies weaken the validity of theutiss In the Ganz et al (2010)
study the sample was very small, no experimental contsldemonstrated and due
to the fact that the study was conducted only during the sune@atticipants were
not available afterwards to try a modified version of PECSnotheer technique in
order to compare. Therefore, we do not know whether or not the childrdd teve
responded to modified PECS instruction or what types of modificatiardwaenefit
them. In the Pasco & Tohill (2010) study the participants were nobmalgcassigned
or selected prospectively and the outcome PECS levelsassets were partially
conducted by the second author, who was not blinded to the purpdse study.
Also, the PECS was implemented by the staff in the school and herfurformation
about the implementation is provided to us.

4.2.2 Summary
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Considering the evidence with the highest confidence (Sackett1&94), it
is demonstrated in this section that the PECS approach caotproommunication
in children with autism. The evidence though that PECS canrease speech
production in children with autism is not as strong, so further relseareeded to
establish the efficacy of this approach in improving speecleldement and
promoting more advanced communications skills. In summary, tet-analyses
(Flippin et al, 2010; Tincani & Devis, 2010) and a literature reviewz€stAzarroff
et al, 2009) demonstrated an average effect of PECS for advancing the
communication skills of children with autism. The benefits oCBEnN the area of
communication were also portrayed in four randomized controlial$ {Gordon et
al, 2011; Yoder and Stone, 2006; Yoder & Lieberman, 2010 and Schreibman &
Stahmer, 2013) that explored the use of PECS with children with autism.
Additionally, two studiesGanz et al, 2010; Pasco & Tohill, 2010) contradicted the

effectiveness of the use of PECS for autistic children.
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Table 12. The Picture Exchange Communication System (PECS)

Study Country | Sample Type of treatment Outcome Key findings
Measures

Flipin et al (2010) USA 76 studies on PECS | PECS Systematic Average effect for advancing the communicatj
Meta-analysis review of the skills and a slight effect for speech outcomes
Level | evidence literature on It was not fully indicated that PECS increases vel

PECS written communication

between 1994

2009
Gordon et al (2011) UK 84 non-verball PECS vs eclecti(¢ Videotaped Increase in spontaneous requesting for object:
RCT children with autism| approach observation help/ spontaneous communication for instrumel
Level | evidence aged 4-10 y requesting

Spontaneous requesting for social routine
commenting did not increase

Schreibman & Stahmeg USA 39 children with| PECS vs Pivota| MSEL, Neither of the two methods was found to be supe
(2013) autism aged betwee Response Training EOWPVT, to the other
RCT 2-4 (PRT) CDI,VABS Children in both groups showed an increase in t
Level | evidence language skills
Sulzer-Azarroff et al USA 34 peer reviewed PECS Systematic PECS has enabled individuals with autism to exp|
(2009) published reports of review of the themselves more easily and has improved t
Review PECS literature on communication skills
Level | evidence PECS written

between 1994

2008
Tincani &  Devis| USA 16 single-participan] PECS Review of single- Use of PECS contributes to the promotion
(2010) studies participant functional communication for children with autis
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Meta-analysis studies betweer and other disabilities
Level | evidence 2002-2009 PECS is supported as an evidence-be
communication interventién

Yoder and  Stonqd USA 36 children with| PECS vs| ADOS, ESCS RPMT increased object exchange turns more
(2006) autism (mean age=3| Responsive Children with higher joint attention benefitted mc
RCT mo); 19 assigned t( Education and from RPMT and children with little to no join
Level | evidence PECS and 17 tq Prelinguistic Milieu attention benefitted more from PECS

RPMT Teaching (RPMT)
Yoder & Lieberman| USA 36 children with| PECS vs| ESCS PECS increased the number of picture exchat
(2010) autism (mean age=3| Responsive more than RPMT
RCT mo); 19 assigned t( Education and
Level | evidence PECS and 17 tq Prelinguistic Milieu

RPMT Teaching (RPMT)
Carr & Felce (2007) UK 17 children in the PECS vs treatmen VABS,PLS-3 Increase in communication attempts with classrc
Group Comparison control group| as usual staff from the children who received PECS
Level Il evidence received treatment a

usual and 24 childre

received PECS; age

3-7y
Lerna et al (2014) Italy PECS group (n=7| PECS GMDS,ADOS,V Longterm improvements in children’s social-
Follow-up study mean age: 71.1 mo) | Conventional ABS,videotaped communicative skills after PECS
Level Il evidence Language Therapy| records of free

Language grouy] play sessions

(n=7, mean age: 66.

mo)
Magiati & Howlin | UK 34 children with ASD| PECS ASQ,ADI-R, Improvement in communication level
(2003) aged 5-10 y child’s  general Gains in the use of signs, single words ¢
Pilot evaluation study characteristics communication skills

Level Ill evidence

questionnaire,
VABS, ATEC,
Communication

Checklist

Significant decrease of negative behaviours

8 A complete list of the full names of assessment measures includedcéhapigr is provided in Appendix VI
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Pasco & Tohill (2010)
Retrospective
Level Il evidence

UK

23 children  with
autism aged 5 or ¢{
years old and non
verbal

PECS

PEP-R

Children with a developmental age below 16 |
were unable to master PECS level llI

Children of 5 and 6 y who are below tl
developmental age of 16 mo are more likely
depend on PECS and for a longer period than othi
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4.2.3 Functional Communication Training (FCT) and Speech Generating
Devices (SGD)

Functional communication training (FCT) is established in the afea
behaviour analysis but it is often used by speech and languagpiste to target
deficits in communication skills. This type of interventiors tieeen used to replace
challenging behaviour with more appropriate forms of communication (Durand, 1993;
Durand & Carr, 1991). Typically, a functional assessment is conduxiddritify the
communicative function of the problem behaviour. The efficacy of @iE lras been
supported by research studies and found to be effective for replpobblematic
behaviours, like non-contextual speech (Franco et al, 2009; Wu et al, 2011).

Keen et al (2001) investigated the effectiveness of a variatidiurétional
Communication Training (FCT), aiming to replace pre-linguisticavedurs with
more recognizable and symbolic forms of communication. Theven&on was
teacher implemented and four children with autism participatéaei study. Teachers
used the second edition of the Receptive-Expressive Emergent pen@cale
(REEL-2; Bzoch & League, 1991) to assess language ability, tiRCTAssessment
System (Sailor & Mix, 1975) to assess self-help, motor, communic¢aimh social
skills, the Developmental Behaviour Checklist (DBC; Einfeld & Ton$y@94) to
assess the children’s severity of emotional and behavioural disturbance and the
Inventory of Potential Communicative Acts (IPCA; Sigafoos et al., 20003haikian
interview schedule designed to identify pre-linguistic behaviadrghildren with
developmental and physical disabilities who have sewvararainication impairment.
The results suggested that all children experienced an increaseplacement

behaviour and a corresponding decrease in pre-linguistic behavioss acrange of
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communicative functions during intervention.

According to Goldin et al (2014) deficits in the area of commutinicaare
quite common with children with autism and severe impairnswften linked with
negative behaviours like aggression and acts of self-harm (Mattonullo, 2008).
Various interventions focus on the improvement of the communicakitie and on
the production of a feasible augmentative and alternative comsation system
(Waddington et al, 2014). This kind of system offers children with reeve
communication deficits the chance to communicate vial@nnative method. As
reported by Mirenda et al (2009) alternative and augmentative comatianic
systems (AAC) are divided into aided and unaided ones. The dreydiems include
the use of manual signs and gestures. The aided systems inxteingakequipment
(van der Meer et al, 2011) like speech-generating devices. Speechtmpgndevices
(SGD) are programmable digital devices that provide voice outptheirform of
digitized or synthesized speech when activated (Trottier, 20dl1). This specific
approach was not used with any of the children included in thissthasistill it is
useful to get an idea of the research surrounding intervertiahénclude the use of
SGDs for children with autism, since there are many childreharautism spectrum
with severe communication impairment.

A systematic review of communication intervention studies ithalved the
use of speech-generating devices (SGD) for children with autisnaucted by Van
der Meer & Rispoli (2010), concluded that SGDs can be beneficial for this
population. The authors identified twenty-three studies and in regardsgoétlity of
evidence, the studies reviewed implemented single-particfesmgns to evaluate the
effects of the SGD intervention on communication and achieved iclesawention

results, where positive outcomes and certainty of evidenoe h high (87% and
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78%, respectively). Thus, in most of the studies the communic&kills that were
targeted, e.g. to teach a child to request, improved for all participants.

There appear to have been no large-scale randomized controlled tria
investigating the effectiveness of SGDs for children with autistenfet al, (2015);
Boesch et al (2013); Flores et al (2012); Thundberg et al (2009); Tt (2011)
and van der Meer & Rispoli (2010) investigated the use of S@Disgto promote
communication skills in children with autism. Allen et al (20itdestigated whether
it is easier for children with autism to obtain vocabularg ahject knowledge from
IPads or picture books. Sixteen children with autism and linisaguage skills
participated in the study and the researchers found that édeim of presentation
did not influence the children’s symbolic understanding of word-picture-object
relations. Boesch et al (2013) and Flores et al (2012) comparedfidacy of two
AAC methods, PECS and a SGD, in improving social-communicativeidmnand
speech production for three children with autism. Boesch et al (201:3) that there
were no clear distinctions between the two mediums. Hewdsores et al (2012)
reported that the gains of alternative communication methadsacross children in
the autism spectrum (Lorah et al, 2013).

Thundberg et al (2009) and Trottier et al (2011) also investigated th
effectiveness of speech-generating devices (SGDs) in a smalkesahghildren with
autism. The results were positive in both studies; in thendlberg et al (2009) study
an increased level of communication effectiveness was noteddhnildiien and in the
Trottier et al (2011) an increase in total appropriate commuvecatits (CAs) was
found. A number of recent studies focus on the use of iPad and ifddds SGDs
for children with autism who find it difficult to communicate (#&oadi et al, 2012;

Flores et al, 2012; Kagohara et al, 2010; Lorah et al, 2013; van ekar éil al, 2013
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and Waddington et al, 2014). These studies suggest that this forspeeth
generating system helps children with autism with their instrteheand social
communicative functions.

However, the results of most of the studies included in dusgo should be
considered with caution due to the small sample sizes, (e.g. didipgaats) which
limit the generalization of the findings, especially if weetakto consideration the
diversity in the symptoms children with autism present wittdifionally, it should
be taken into consideration that often SGDs are used to teddrenhwith autism,
simple communications skills, e.g. a simple requesting respandgethey might not

target more advanced communications skills.

4.2.4 Summary

An overview of studies surrounding the use of communication imgoves like FCT
and SGDs for children with autism show that more large-seaddomized control
trials evaluating these approaches are needed. Nonethehggs;psirticipant studies
rated as moderate level evidence (Sackett et al, 199®w that the specific
interventions can promote functional communication in childréth &utism. One
related review covering the use of SGDs for children with autisported the
promise of SGD technology for enabling functional but in generaicba
communication skills. Future research could also focus on thabsiy of these

technigues based on the initial communication skills of the child.
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4.2.5 The Natural Language Paradigm (NLP) and other parent implemented
interventions

The Natural Language Paradigm (NLP) also called Pivotal Respoasming
(PRT) is an intervention procedure that is equivalent to the manmdrich typically
developing children acquire language (Koegel et al, 1987). NLP/PRTtactesques
aiming to provide the required circumstances in order to ineréas chances of
children to use language. The training is implemented during play astiaiia adults
try to offer as many opportunities as possible to thedml to promote their speech
abilities. Every attempt by the child to verbalize is raioéd. Also, the therapists
model various words and phrases and they try to exchangeitbythe children in a
quick manner (Laski et al, 1988). The Natural Language Paradigm (NLP) epproa
sometimes can be parent or teacher implemented. Other parp@memted
interventions are also reviewed here (e.g. Green et al, 2010).

The effect of the Natural Language Paradigm (NLP) also knowrivasal
Response Training (PRT) was the focus of three small-scale st{flidstt &
LeBlanc, 2006; Koegel et al, 2009 and Seiverling et al, 2009). In the tGillet
LeBlanc (2006) study, three parents of children with autism werneetrato
implement the Natural Language Paradigm (NLP). In this study,asesein the
overall rate of vocalizations were observed for all three childrel advances in play
were observed in the two children who began the study wiitetinappropriate play.
Improvement in the spontaneous language of the participantswdasteas well. A
similar finding regarding increases in child vocalizatiovess found in the study by
Seiverling et al (2009). Koegel et al (2009) examined the differenadslahinitiated
social behaviours within two experimental conditions: the exmtredded reinforce

condition and the embedded social condition. Both conditions us&lvatal
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Response Treatment paradigm to set up and reinforce language opiesttUiiie
results showed that embedding social interactions into the reirddeckto increases
in child-initiated social engagement during communicationgaleith improvements
in non-verbal dyadic orienting and in general child affect. Howekerfindings in all
three studies (Gillett & LeBlanc, 2006; Koegel et al, 2009 ande8#&ig et al, 2009)

could be considered limited as they used very small samples (thrdechil

A recent study by Green et al (2010) explored a parent-implemeetidubd
called the parent-mediated communication-focused treatmer@TPA his type of
intervention targets the child’s communication by promoting the parents’ sensitivity
and responsiveness to them with the use of video feedbackn Gteal (2010)
conducted a large, randomised controlled trial with 152 participattswere
randomised in a PACT group that also had treatment as asubtee specialist
centres in the UK and 75 in a group that only had treatment ak Tikeafamilies
attended biweekly 2h clinic sessions for 6m followed by moriiblyster sessions for
6m. Also, the families were asked to do 30 minutes of homeigeamtery day. The
exact dosage of treatment as usual that the participantat hladir local services is
not mentioned. The ADOS-G was the primary outcome measuretusssess the
severity of autism and video recordings of parent-child intenacturing naturalistic
play were also rated. The children’s language and social communication were
assessed using the Preschool Language Scales and the parentsedonhee
MacArthur Communicative Development Inventory and the Commtiarcaand
Symbolic Behaviour Scales Developmental Profile. Additionally, tHeeland
Adaptive Behaviour Scale was used to assess the adaptivefiumgtof the children
in school. No significant differences were found betweenwuwedgroups following

intervention. Nonetheless, it was noted that the intervertiglped improve the
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parent-child social communication, because the parent ratingsiguage and social

communication were higher in the PACT group.

An earlier pilot study by Aldred et al (2004) also exploredetifiectiveness of
PACT in children with autism. In total twenty-eight childrenth autism were
recruited and were randomly assigned to this type of treatamehtoutine care. The
children were assessed 12 months after the implementatibe aftéervention, using
standardised instruments. Unlike the study by Green et al (20183ghks showed
significant improvements in the areas of reciprocal soaméraction and in

expressive language.

A smaller sample of eleven children was used in a pilat by Tamanaha &
Perissinotto (2011) and two types of intervention were compareddieg@a speech
and language therapy intervention (Therapy Group-TG), whichimplemented by
the speech and language therapist and consisted of planning dethémiing stra-
tegies focused on the abilities and disabilities of eduild. The parents were always
involved in the individual sessions and participated either bychway the
interventions, or by dealing with the child; b) an indirect spegberapy intervention
(Orientation Group-OG), which constituted the planning of stratgupeformed by
the speech and language therapist, but these were implem@sntdek families.
Children were assessed on a battery of standardized tests afiadthgs showed
more positive gains in the Therapy Group, which demonsttiaéepositive effect of
collaboration between family and therapist. Nonethelessrttal sample size limited
the strength of the results.

Similarly, Chandler et al (2002) studied ten children with aytaged 1:10 to

2:9 years old at assessment, who participated in a parentneaied intervention.
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The intervention was based on the hypothesis that the pragroftanguage are the
precursors of speech itself and enable both communication Etdnship between
child and parents. The programme included home visits, modelling shapk and
written information, with parents as ‘therapists’ in naturally occurring situations and
lasted for 18 months. Evaluative interviews were carried out patents 6 months
and 12 months into the intervention, and also 6 months pest«émition. In addition,
Pre-verbal Communication Checklists and Pragmatics Profiles w@mpleted for
each child at 6 monthly intervals, by parents in discussiom wie research
psychologist. Also, the children’s progress was monitored through video records,
observational notes and diaries kept by parents. The ratitged that all children
made significant progress in social interaction and expresswemanication,
including gestural and verbal communication. However, the lackmiol group and
the fact that the parents rated the progress of their ovigrei might have biased
the results, and thus limit any conclusive statements.

In a retrospective study by Seung et al (2006) the efficacy pérant-
implemented intervention on the communicative outcomes bf efgldren (aged 4-
years) with autism was explored. The results demonstratedr@adedn the ratio of
parent to child utterances and an increase in the use of imitation byrémspand the
number of single words and different words produced by the child. Therdfe
efficacy of parent training that focuses on the promotion ofasweciprocity is
suggested. More robust evidence was provided by a randomizedlledntrial by
Drew et al (2002). In this study parents of children with autism a&ks@ trained to
provide treatment aiming to improve their children’s language and communication
skills. Parents were randomized to the parent-training group (n=129 twcal

services only (n=12). After 12 months the results suggested thatrinealge of the
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children (mean age: 35 months) in the parent-training group wasadeasced than
the ones in the local services group. However, no significamréifEes were found
between the two groups in regards to nerbal 1Q, symptom severity and parents’
self-reported stress.

Girolametto et al (2007) used a case study approach in ordeettigate the
effect of a social interactive model of language interventiotitled the More Than
Words Program: The Hanen Program for Parents of Children with A@&jsentrum
Disorders (Sussman, 1999). Three families of children with autisra assessed on
tests that measured the @asl responsiveness, the concomitant changes in children’s
vocabulary and social interaction behaviours. The findings of ih@aGetto et al

(2007) study showed increases in communicative acts and social ictegusodes.

4.2.6 Summary

Participation of parents of children with autism becomes moreramid common in
various intervention programs, yet there is not enough rigorous resetatihg to
the best practices. Small-scale studies support the use oPRIPand PACT to
promote communication skills in children with autism. In smalbd®s though the
likelihood that a statistically significant result refleetdrue effect is reduced. Two
studies (Aldred et al, 2004; Drew et al, 2002) rated as strong levielednee (Sackett
et al, 1996)supported the use of parent training interventions to advance children’s
language and social skills. Additionally, it should be highlighthat a large
randomized controlled trial conducted by Green et al (2010) did mobrutrate the
effectiveness of PACT with autistic children but highlighted atntribution to

advancing parent-child social communication.
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4.2.7 Naturalistic intervention techniques

Milieu Teaching was the focus of three studies (Ingersoll, 20a%aK et al,
2008 and Yoder & Stone, 2006) and the offer of choices in language mttenge
was the focus of one study (Carter, 2001).

Milieu teaching is a naturalistic approach to teaching language in a child’s
environment (Goldstein, 2002). Paul & Sutherland (2005) suggest that milieu
teaching consists of the following: a) the training and thehieg take place in a
naturalistic environment and not in a specific room for therapyhéyim is for the
therapeutic activities to become a part of the individual’s daily routine and not
restricted only to therapy time; c) the children’s favourite activities and toys are
included in the environment in order to promote self reinforcing; d)tapeous
communication is encouraged by using expectant waiting (fegjalessions/gaze)
instead ofprompting; ¢) the children’s gestures or other indication of interest towards
an object or an activity are considered as an initiatioag@lts try to expand these
initiations by providing various cues and prompts and when thesgonses are
expanded the children are rewarded with their preferred objectiaityatds cited in
Myles et al, 2007). This strategy is considered important fddrefm with autism,
many of whom do not use the words they understand to commuiiiader &
McDuffie, 2006). Extended research has demonstrated the effectiveinestieu
teaching methods and their use to increase communication (€kdlgstein, 2002;
Kasari et al, 2006 and Yoder & Stone, 2006).

Kasari et al (2008) explored the link between milieu teaching amglubhge
acquisition. The authors conducted a randomised controlledvitigth considered
the relevance of joint attention and symbolic play in 58 preschoidren with

autism and correlated this to language acquisition measuredLaftaonths. A joint
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atention intervention was used, based on the developmental pegap milieu
teaching. This study used the data from follow up assessmenksldsEn from an
earlier randomized controlled trial (RCT) (Kasari et al., 2006) andoéngcipants
were randomised into one of three study arms namely jointtiatteintervention, a
symbolic play intervention, and a control group. Findings suggettat the
interventions that focused on joint attention and symbolic ghkalls had significant
effects on language acquisition. It is noteworthy that in thidysfor the children
beginning treatment with the lowest language levels, the jtianteon intervention
improved the language outcome significantly more than the syenfaly or control
interventions. Therefore, this suggests that early intervention itaggeint attention
appears to benefit the language development of children with aldiewever, the
above finding might lead to the assumption that there was more foom
improvement in these children, since they had the lowest lani¢g\ais.

Two single-subject studies (Ingersoll, 2011 and Carter, 2001) exarttiaed
effect of language interventions on autism. Ingersoll (2011) comparesffduts of
responsive interaction, milieu teaching, and a combined emé&on on the type and
communicative function of expressive language in pre-schoolersawitbm, using a
randomized alternating treatments design. The study by big€RO11) reaches
similar conclusions to Kasari et al (2008) and supports the iddantturalistic
interventions, such as Milieu Teaching, help the languageslenfethildren with
autism improve. The results of this study demonstrated thaewMikaching led to
more overall language, prompted language, and requests than fensies
interaction approach. Responsive interaction helped children maf® ecomments
than milieu teaching. The combined intervention was similaniteeu teaching for

prompted language and requests and to responsive interaction lébcamments.
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The small number of treatment sessions per condition might héeeted the
interpretation of the results, but it is interesting that wemall dosage of intervention
may be effective.

Carter (2001) aimed to determine whether providing choice opportdrities
language interventions during disruptive periods of behaviour impraveglage
acquisition skills in those with autism. The results showlat the disruptive
behaviour of the children was reduced when they were offered choicgodscin
language interventions, which incorporated interactive play.tiAdl participants
showed decreased levels of disruptive behaviours, increased playiong and
higher levels of actions to maintain play in the Choice ttmm$ when compared
with the No Choice conditions. Disruptive behaviour was measwwéideanumber of
occurrences of the therapist redirecting the child to theltawverbal instructions and

it was scored during the intervention sessions and from the vidsaddpll sessions.

4.2.8 Summary

The results of the studies included in this section indic#tat incorporating a
naturalistic approach into the interventions of childrerhvattism might have a
positive effect on the children’s social-communicative behaviour. One of the
methods used to consolidate situational interests into learrppgrtanities for
children with autism was child choice making among different materialstioities.

In summary, there is considerable promise in the naturadippcoaches and their
efficacy has been demonstrated in individual treatment andpgmaderventions.

However, the level of evidence and study quality were variafilethe majority of

9 Choice in language intervention has characteristically referred to following the child’s lead (i.e.,
attention, interest; Yoder et al, 1999) and using child preferred or child seleatierams, topics and
toys in communicative interactions (Koegel et al, 1999)
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studies identified being lower level evidence. The study with higdest rating
(Kasari et al, 2008) demongitd improvements in autistic children’s language
development following milieu teaching. More studies are needed thongyiding a
larger number of children and more group design studies that tneombssibility of

carryover effects.

4.2.9 Direct Instruction and Narrative Based Language Interventions

Direct Instruction (DI) is a method of instruction that is expliatensive, and
teacher-directed and was developed by Siegfried Engelmanrhiandolleagues
(Adams, 1997). The DI is based on the basic skills model and ¢haiqee used
focuses on building up the basic skills needed and gradually adgaoaipper level
thinking skills. A lot of practice is required in order to achieastary of each skill.
This approach uses certain methods to teach children progilgssomplicated skills
and strategies. Additionally, DI has been used with childrelm avitariety of abilities,
including autism (Flores and Ganz, 2007).

According to Swanson et al (2005) Narrative Based Language Intervent
(NBLI) is a language intervention approach that combines natigactivities (such
as story telling) with skilbased activities to address children’s language and
communication goals. The aim of NBLI is to help children generate nasaind via
the development of these skills they target the expansion of their languiégatskie
same time.

Dodd et al (2011) investigated the use of a narrative-based language
intervention program for teaching perspective-taking skills to stadeih autism.
Eighteen participants were randomly assigned to one ofteaiment groups: the

narrative-based intervention group that focused on teaching pevepedting (PTI)
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and the traditional narrative-based language intervention group (NBafl)focused
on story elements and semantics. The results showeththatudents who received
the PTI showed more positive gains in their ability to Irete story from the
perspective of different characters compared to those who paditipathe NBLI.
However, there are a few methodological limitations inDioeld et al (2011) study.
Researcher bias limited any definite conclusions as the ficsirtwestigators of the
study were the data collectors as well as the clinicirs provided the interventions
and they might have influenced the whole process. Also, anathigation in the
Dodd et al (2011) study may be related to the pre- and postant®on data
collection procedures, since they were collected in a siegia. According to the
authors irregularity is noted among children with autism, whichiffcut to be
evaluated during a single session.

The aim of a study by Ganz & Flores (2014) was to identifgtidr the DI
would be more effective than an evidence-based behaviouraicpraatled Discrete
Trial Teaching (DTT) approach, which also uses an instructimetihod. The results
of this study suggested more improvement in the DI group compatied BIT one.
A more recent study by Shillinsburg et al (2015) extends the linesefarch in the
area of DI, by demonstrating the effectiveness of the intéiore in increasing
children’s language skills. However, both studies were limited in size and time. In the
Ganz & Flores (2014) study 13 participants were recruited and theent®n lasted
for four weeks and in the Shillinsburg et al (2015) study the 18 childiem
participated received a total of 36 to 40 hours of treatment over at® pemod and
the follow-up was up to 6-8 months. It would be interesting thoogis$ess the long-
term impact of this intervention and explore the stability of tpgrovements of these

children for a longer period of tien
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A study by Ganz & Flores (2009) following a single case stigBign also
investigated the effect of a language intervention implemewitd three students
with autism. The results of the study demonstrated the effeesgeof the DI
program with regrd to the students’ oral language skills. Nonetheless the efficacy of
DI does not rule out the effects of other interventiansesit was not compared with

other methods.

4.2.10 Summary

In summary, based on the evidence with the highest confidengeoshtize gains of
a narrative-based language intervention program for teaching pevepagiing skills
to students with autism were presented by Dodd et al (2011). heeniag lower
level evidence studies (Ganz & Flores, 2009; Ganz & Flores, 2014inSburg et al,
2015) demonstrated the positive effect of the Direct Instruction (&riguage
program. More research is needed though to determine the ovepattimnd
implications of these programs. Future research could includegar Inumber of
children; control groups and various participants functioning atrdiftelevels to

demonstrate more clearly for which children these approaches are ageropri

4.2.11 Denver Model, PROMPT, ALM methods

The Denver Model (Rogers et al, 2000) is a developmental appioaehly
autism treatment that delivers a specified developmental clumc(individualized
for each child based on current abilities) using a combination of empirscgdfyorted
teaching techniques to attain specific developmental outcomesDd&imeer Model
aims to build upon the skills the child with autism hasaalyegained and includes

several teaching elements: shaping of natural gestures folloywezbriventional
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gestures; teaching motor-imitation skills related to languagel teaching the
meaning and importance of speech. This model uses the toolsinofiohal

behavioural analysis; communication training; positive teachingltefnative, more
conventional behaviours; and redirection to provide new behavioural stsategi
which the child can achieve their goals (Roberts, 2004).

Prompts for Restructuring Oral Muscular Phonetic Targets (PROMPA) is
technique that incorporates neuromotor principles, kinestlatit proprioceptive
information, as well as auditory and visual information to providelfaek to the
speech system, in order for an individual to produce cleartifumat speech. The
PROMPT clinician provides input to all areas of oral motoresysby using touch,
pressure, specific placements, as well as creating auditoryisaral awareness. This
helps an individual achieve controlled, functional speech.

Aided Language Modeling (ALM) consisté engaging the child in interactive
play activities and providingnodels of use of augmentative and alternative
communicatiorsymbols during play. The ALM intervention consists of the foitmyv
elements: engaging the child in interactive play actwiéied providing models of use
of the Alternative Augmentative Communication (AAC) symbols duriigs
naturalistic play (Drager, 2006).

The Denver model and PROMPT were examined in a single sudgsgn
study by Rogers et al (2006). Ten young, nonverbal children with autsra w
matched in pairs and randomized to treatment. A batteryaodiardized tests focused
on cognitive and language functioning, adaptive behaviour and autispt@syspre-
and postreatment. Additionally, parents were interviewed about the child’s autism
symptoms, adaptive behaviours and use of words and gestures. The results

demonstrated that eight of the ten participants developed Jacalsuof at least
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multiple single words used routinely during therapy sessifour of these children
developed phrase speech, two of whom generated and used phrase speech
spontaneously and in multiple situations. It isedathough that the eight children’s

speech production was still limited at the end of the treatanahthat some children

were involved in other treatments as well during the study, isdifficult to predict

how this affected the results.

Two single-subject design studies (Bellon-Harn et al, 2@Yager et al,
2006) investigated the use of language interventions for childrenawtiem and
reported positive results. Bellon-Harn et al (2007) presentedesstaty of an eight-
year-old boy with autism for whom prosody became the mainsfod intervention.
According to the authors, after atypical prosodic behaviours waeeationalized,
explicit strategies were employed within the context ofirdaractive approach to
address atypical prosody. Following ten sessions it was egptitat the number of
syllables produced with lengthening and the number of uttesawith excessive
pausing markedly decreased. However, the lack of experimeoritriot challenges
the validity and generalizability of the results, sincegbsitive changes seen in the
child might have been due to his maturation or other factatsatere not taken into
consideration.

A multiple-baseline design across sets of symbol vdaabwas used with
two children who had autism by Drager et al (2006). The authors aimed to explore th
use of Aided Language Modeling (ALM). The participants of the studge two
preschool children with autism who had significantly impaired camoation skills.
Each child participated in three experimental conditions for ealpgsf vocabulary:

baseline, intervention, and maintenance and thirty-sevenosessgiere conducted
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over five months. The results showed increases in the syodaogbrehension and
symbol production of the children following intervention.

4.2.12 Summary

In summary, the study with the strongest evidence rating contbgt&ogers et al
(2006) examined two models of intervention: the Denver Model aadPiROMPT;
Bellon-Harn et al (2007) presented a case study of a boy wiibmadior whom
prosody became the main focus of intervention and Drager et al (a086y to
explore the use of an instructional procedure named Aided Languagelingod
(ALM). The results of the studies mentioned above indicatedtliese interventions

led to meaningful linguistic gains.
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Table 13. Speech and Language Therapy Techniques

RCT
Level | evidence

autism aged 2-4y

communication-focused
treatment (PACT) vg
treatment as usual

Study Country | Sample Type of treatment Outcome Key findings
Measures
Aldred et al (2004) | UK 28 children with| Parent-mediated ADI-R,  ADOQCS, - Significant improvements if
RCT autism (aged 24-7] communication-focused VABS, CDI, PSI, the areas of reciprocal soci
Level | evidence mo) treatment (PACT) vg video coding interaction and in expressiy
treatment as usual procedure language after receivin
PACT
Dodd et al (2011) USA 18 children with| Perspective-taking (PTl| SGM - Students who received tH
RCT autism aged 9-12 Narrative-based languag PTlI showed more positiv
Level | evidence intervention group gains in their ability to retel
(NBLI) a story from the perspectiv
of different characters
Drew et al (2002) UK parent-training grouf Parent training CDI, Griffith’s Scale of - Beneficial effect of the
RCT (n=12) to local| intervention vs treatmer| Infant Development parent training on thg
Level | evidence services groug as usual ADI-R, PSI, activity communicative competend
(n=12), mean age: 2 checklist of the children
mo - No significant differences i
non-verbal 1Q, sympton
severity and parents’ self-
reported stress
Green et al (2010) UK 152 children with| Parent-mediated ADOS, video rating, - No significant differenceq

PLS, CDI, CSBS-DP
VABS

were found between the tw
groups following
intervention

- Improvement in the paren
child social communication.
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Kasari et al, 2008 USA 58 children with| Milieu-based ADOS, ADI-R, MSEL, Early intervention targeting
autsm3and 4y intervention on JA an¢ RDLS, ESCS, joint attention appears t
RCT symbolic play| demographics benefit the languag
Level | evidence intervention guestionnaire, development of childrer
structured play with autism
assessment Expressive language gaif
were greater for both
treatment groups compare
with the control group
van der Meer &| New 23 single-subjec| Speech-generating Review of single- 86%  reported  positive
Rispoli (2010) Zealand | design studies thg device (SGD) participant studies o results
Systematic review included the use o Speech-generating 78% provided conclusivg
Level | evidence Speech-generating device (SGD) up td evidence
device (SGDs) 2009
Rogers et al (2006) | USA 10 nonverbal childrerl Denver Model ADOS, SCQ, MSEL, 8 children develope(
Single-subject aged 20-65 mo witll PROMPT VABS, CDl, vocabularies of at leag
Level Il evidence autism matched ir demographics multiple single words use
pairs and randomize guestionnaire, baselin routinely during therapy
to treatment werg speech probes sessions in both groups
assessed pre- ar 4 children developed phrag
post-treatment speech, 2 of whon
generated and used phrg
speech spontaneously and
multiple situations
Speech production of
children was still limited af
the end of the treatment
Tamanaha & Brazil 6 children  with| Speech and languag ABC,SVB The combination of direc
Perissinotto (2011) autism and 5 with therapy  (direct  anc and indirect interventior

Clinical trial
Level Il evidence

Asperger’s, aged 50-
120 mo randomize(

to two groups

indirect intervention)

contributes to a greate
extent to the evolution o

children
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effect off
betweer

Positive
collaboration
family and therapist

Chandler et al (2002)| UK 10 children with| Individualized Pre-verbal Significant  progress i
Pre-posttest autism aged 1:10 t{ programme focused o Communication social interaction an(
Level Il evidence 2.9 the pragmatics o| Checklist, Pragmatic; expressive communicatiof
language Profile including  gestural an
verbal communication
Ganz & Flores (2014] USA 13 children  with| Direct Instruction (DI) Language for Learning More improvement in the D
Two-grouppre-post autism aged 4-10y | Discrete Trial Teaching group
test Level Il (DTT)
Seung et al (2006) | USA 8 children with| Parent training thal ADI-R, CARS, Decrease in the ratio ¢
autism aged 4-7 y consisted of twg Systematic Analysis o parent to child utterances
Retrospective components: a) expecta| Language Transcripts Increase in the use (
Level Il evidence waiting; and b) imitating imitation by the parents
with animation Increase in the number ¢
single words and differen
words produced by th
children.
Shillinsburg et all USA 18 children with an Direct Instruction (DI) Language for learning Effective in  increasing

(2015)
Pre-post test
Level Il evidence

ASD aged 4-12 'y

tests

children’s language skills
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4.3 Summary

The growing body of research reported above has demonstratespdleah
and language treatments are especially promising for childrerawiitm. The field
of language interventions is broad and there is a great vafiégchniques used to
promote the language and communication skills in children with autismevéw, the
research is subject to methodological constraints. Itss @vident that most of the
studies are conducted in the US and the UK.

Multiple research designs have contributed to the SLT es&eaported
above but a majority of the studies employed a single-subjeigndés most of the
studies researchers described participants as having autismdanaber term e.g.
ASD, PDD/NOS or Asperger’s, which was mainly confirmed via a formal diagnosis.
Although the studies reviewed here incorporated a variety obmés the focus was
mostly on the outcomes associated with the treatmentdavo the child. A variety
of language oriented practices were supported by demonstratieffecaty but they
might have employed a very small sample or have inserfitievidence (e.g. Drager
et al, 2006). In some of the studies the effectiveness of amenteon was measured
under reakorld conditions, e.g. the children’s parents implemented the treatment
(Gillet & Le Blanc, 2006).

Based on this overview of different techniques used in speectaagdalge
therapy it can be seen that findings support various praetsceffective mediums in
order to promote communication for individuals with ASD. For gxaimthe efficacy
of several specific techniques has been shown through randbaridesingle subject
design studies. Single subject studies can be usefuldorimhkting our understanding
of the use of these techniques for children with autism but iffisult to use them

for an evaluation of these interventions. It should be taken mheigderation that
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some of them included some type of control (e.g. Charlop-Chestsl, 2002;
Greenberg et al, 2013; Jurgen et al, 2009; Kravits et al, 2002 and Tihen2@06;
Ingersoll, 2011; Carter, 2001 and Drager et al, 2006) and these might add to the
evidence base for SLT interventions. Nonetheless, the abseaaowiparison group
limited conclusions in several occasions across the st(elgsAnderson et al, 2007;
Ganz & Simpson, 2004; Ganz et al, 2010; Jurgen et al, 2009 and Bigtanet al,
2007). Furthermore, although the single participant’s data are supportive of the utility
of many of these techniques in promoting communication for chilehigmautism,
more research with larger samples of participants is ne@dedionally, it should be
taken into account that experimental time limitations hhidghave prevented
participants in some studies from progressing (e.g. Shillinsburg ,eRMl5).
Longitudinal studies are critical in autism research becawesehelp us further our
understanding of the long-term benefits of various treatmentsgamd us the
opportunity to learn more about the manifestation of autismtowe.

There are not many studies investigating speech and languageyttieat use
the randomized controlled design to demonstrate if this typeatment is effective.
However, randomized controlled trials are needed in order toonkmate if the
effects of a certain treatment resulted from the actuarvention or from other
factors that were not controlled. When conducting research igaesg the effect of
a therapy for children with autism there are several practioélnaethodological
difficulties. For example, it is difficult to control for otheherapies that the
participants might have during the study. This reflects thelifeagituation though,
since families of children with autism might receive mdrant one treatment at the
same time. Single-subject design studies have provided ohdbe knowledge on

many of the SLT interventions. Such studies often provide ddtaiformation and

175



document the change in children who receive this type ofmegdtbut it makes it
difficult to generalize the findings and more difficult to qohtfor aspects, like
maturation or placebo effect. Randomized controlled trialshis field could be
scarcer because most researchers are able to accessanE#és and they cannot
find easily a control group.

Several speech and language oriented techniques that seebeeteneficial
for children with autism are discussed in this chapter. For eeanmaturalistic
interventions, such as Milieu Teaching, have been found to helanbeage levels
of children with autism improve and researchers have focused on the petécteof
parent-implemented interventions. A growing body of resealsh supports the use
of augmentative and alternative communication system (AAChadstfor children
with autism. More specifically the use of speech-generating de\i8&Ds) by
children with autism has received support through the yeasgeasin section 4.2.3.
However, research comparing SGDs to other types of treatmeenfzegith mixed
findings. Likewise, based on the strongest evidence provided stuties focusing
on the use of PECS with autistic children, it is indicated tleasprecific approach can
be an especially promising system for enabling more the swmmmmunicative
behaviours of children with autism than their verbal skills, as showalble 12.

Conclusively, it can be seen in this chapter that whilstispecethods have
been compared, there is a lack of evidence simply comparing conventiorcdd apde
language therapy practice across disciplines. Research nfiostiyes on specific
programmes, but speech and language therapists do not necefsdianythese.
Therefore, one of the aims of my thesis is to provide information aboataespeech
and language therapy practice. As Farnsworth and Diehl (2003}l stateclectic

selection of the appropriate therapeutic techniques for evely ishnecessary and
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should be adjusted to their unigue communication skills. Thignfys of a study by
Roulstone (2015) also support the view that clinicians tend taaxtifferent
theories and resources from various programmes in order to liefmrtterventions.
Moreover as it was mentioned earlier an overview of AAC methedg, use of
SGDs, was included because it is important to contempldizt whe evidence
suggests in terms of the treatment of non-verbal children. Nevegheles-verbal
children were not included in the sample of this thesis, only minimally Mehiddren

with autism.
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Chapter 5 Psychotherapy

5.1 Introduction

Psychotherapy is a type of intervention that addressed, sewiational and
behavioural problems. In the field of psychotherapy there are diffapgrbaches.
These approaches can be conceived as conceptual views and gfanenants about
the emphasis of the intervention (Kazdin, 2000). Chapter 5 presewnteanew of
studies exploring the usefulness of psychoanalytic/psychodgnpaychotherapy
when working with children with autism. The following sectioasiew the literature
on the use of psychoanalytic psychotherapy with children witsraudnd on the use
of the psychodynamic approach. Finally a summary of the findings is pdovide

The goal of this review is to provide guidance on the
psychoanalytic/psychodynamic psychotherapeutic work with childrdnautism and
it is organized according to the following aims: to summatieestate of research on
the usefulness of psychoanalytic/psychodynamic psychotherapy wdréimg with
children with autism and to identify limitations within thiedy of research. Initially
an introduction to psychoanalytic and psychodynamic thewigsavided and the
next step was selecting studies for inclusion in the revidéus. dhapter is based on a
search of published research available through September 2015ST@eUS,
PsycINFO, CINAHL, Medline, ERIC and Cochrane databases vearelsed in 2013
and again in 2015 for the keywords: autism, ASD, psychotherapyhqytamic,
psychoanalytic, intervention, treatment. The above search teemescombined with
the unversal ‘Boolean operators’. Also, word endings were ‘truncated” with the

commonly used asterix standing for any or no characters at the end of a word.

A total of 812 abstracts were located during the database ssaaod of

these, the ones not relevant to the review were excluded. Studigsnwni the
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English language regarding the psychoanalytic/psychodynamic wibhk children
with ASD from the year 1990 to 2015 were included. With respedhdodates
included, the search was wider in this chapter, because there wemongh studies
between 2000 and 2015. Also, due to the paucity of studies with higher df
evidence, Level IV and V were mostly included. In the neagestof selection process
17 studies were identified as meeting the inclusion critemgaveare divided in two
sections: 10 explored the usefulness of psychoanalytic psgchpthwith children
with autism and 7 explored the effect of psychodynamic psyclapien children
with autism. An overview of these papers is provided in secbd®.4. As it was
also mentioned in chapter 4 the Preferred Reporting Items fornstateReviews
and Meta-Analyses (PRISMA) statement has been usedegoding guideline for
this literature review. The studies that are summarizedlagd4 and 15 are sorted
based on the strength of the findings in relation to the types of studyndeswever,
because of lack of a concurrent control group or experimental camtnoebst of the
studies, it is difficult to draw any firm conclusions regarding theotffeness of
psychoanalytic/psychodynamic psychotherapy with children witlsra. Therefore,
it is difficult to ascertain any observed effect is a “true” intervention effect, since the
contribution of the natural course of the disorder or the effect of cthesurrent

treatments cannot be ruled out.

5.2 Psychoanalytic and psychodynamic theories

Psychoanalytic psychotherapy is based upon the theories @kdoWwFreud
and the focus of psychoanalytic psychotherapy is on psycholdgicas, impulse
drives and wishes emerging from each individual that have ribetis in infancy and
early childhood. As commented by Kazdin (2000) one of the aimsychpanalytic

treatment is to offer insight for the resolution of inner conflictscokding to
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Acquarone (2007), the psychodynamic approach is a combination of ideasdder
from psychoanalysis with theories of infant emotional devatm, evolution,
behaviours, cognition, psychology and neuropsychological research. Asasised
by Kazdin (2000) psychodynamic psychotherapy focuses on psychologiczd it

it is not solely attached to psychoanalysis. Fonagy and Tdrg@6) suggest that the
use of the relationship with the therapist is a vital mediurh l#zals to therapeutic
change, which is important when working with children with autism.

Psychodynamic psychotherapy derives from the clinical hatet of
psychoanalysis and has been adjusted for use with children kay Aeod, Melanie
Klein, Erik Erikson and other psychoanalysts. Most child armlggree on the
important role of play in child psychotherapy and of the verbatpreéations of
various emotional states of the child (Drucker, 2009). Drucker (2009) iderttiged
psychodynamic model as a way of thinking about children, helpingnigsare
understand them and carefully choosing appropriate interventions.

One of the earliest psychoanalytic beliefs regardingcéheses of autism had
to do with the mother-child relationship and suggested thatersivere responsible
for their child’s autism because they were unable to form a warm relationship with
their children (Bettelheim, 1967). Additionally, autism was described &m of
psychosis (Mahler, 1952). However, these conceptions are mosthydemusiout-
dated and the genetic cause of autism is accepted by many psychashe@apaiays
(e.g. Shapiro, 2000). Whilst highlighting the organic cause of autisnpir6 {2000)
has suggested that the organization of these children’s inner self should be considered
during treatment. Moreover, the author stressed the importance dafriegpthe
emotional deficits of this population as well. Other psychoatalyiew autism as a

reaction to trauma. For example, Tustin (1993) suggests that it iprithéive
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anxieties that dominate autistic disorders.

Psychodynamic/psychoanalytic treatment is meant to helptiae social and
emotional difficulties that children with autism face andsitused to promote the
development of Theory of Mind through the modelling of empdKw®rnberg et al,
2012). Theory of mind has to do with the ability to understhadl ¢ach person has
their own mental state, thus they may think and feel diftere(Astington and
Edward, 2010). Baron-Cohen et al (1985) was one of the first to demonktiite t
children with autism find it difficult to understand falselief and other theory of
mind tasks (Baron-Cohen, 2000). During psychodynamic psychotheragyethpist
contains the child’s emotions and helps them regulate their own emotions in order to
encourage self-regulation (Kernberg et al, 2012).

Roser (1996) suggested that psychoanalytic theory can be used agsa tool
help us comprehend autism from a spherical angle. What sets
psychodynamic/psychoanalytic treatment apart from other tgbetherapy with
children with autism is that psychotherapists address isdilsesTheory of mind,
focus on deep emotions and that they do not focus on teaskiiigy (Greenspan,
2006). Instead, this type of approach highlights the importanceaofihg through
relationships that include “emotionally-meaningful exchanges” (Greenspan, 2006,
p.36) and promotes symbolic play and imagination (Barrows, 2002). Child
psychotherapists help children with autism communicate thpereences and feel
understood (Roser, 1996). It is believed that the therapeutic prieaesse effective
when there is an active engagement with the child thrplagh(Barish et al, 2004).
Therefore, the relationship with the therapist leads to theitédiwh of various
treatment goals, such as a more positive relationshipebatwhe child and their

parents (Barish t al, 2004).
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As commented by Kernberg et al (2012), psychodynamic psychpyhera
places emphasis on giving the opportunity to the child td Earing play and
contributes to the development of the child’s self-expression, as the therapist joins
the process. The therapist expkothe child’s developmental difficulties and internal
conflicts through play and conversations and uses interpretasoagool to help the
child understand their own feelings and inner conflicts (Kexqle¢ al, 2012). The
parents are also engaged in the therapeutic process and theyolealapt to their
child’s changing needs (Kernberg et al, 2012), which makes the treatment more
effective, and distinguishes the specific approach from other typesrapth

The meaning of research and the use of appropriate methodologies fo
research in the field of psychoanalytic child psychotherapy hege debated over
the years (Midgley, 2006). The most common form of research in child
psychotherapy is single case studies written by the tisérapcording to their
perspective of the treatment progress, which are considered tdHeelnttom of the
evidence base ladder. However, as Midgley (2006) suggests it is iffteuitdn the
area of child psychotherapy to conduct a proper randomized cedttakl. Many
psychodynamic interventions, for example, assess progress duringythiegya
measuring change in the individual’s state of mind or inner world, which is difficult to
measure using standardized tools. Therefore, often it becomesldiffithis field of
research to check for internal validity and control for as memiables as possible in
order to strengthen the validity of the results. Furthermore,tudies on child
psychotherapy a salled “clinically significant change” might not necessarily be
statistically significant, so the change will be hard to recognizdddy, 2009). Most
of the notions in psychoanalysis are attributed to processesat@adifficult to

measure, since they are often revealed over time and might be bestiex@E@mgle
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case studies. Especially in child psychotherapy for childrenautism it is hard to
measure change in the inner experiences of a child with autisng guaty (McLeod,
2011). However, the use of standardized measures is needed tothsségse ©

inner changes in order to provide the clinical and academic audveititemore
randomized controlled trials since they are still consideredbgosuperior to
observational methods as they are more rigorous and objective (Fairalg2002).

In the 1950s and 1960s psychoanalytic treatment for childrénawitsm was
the most common type of treatment in the western world butréimel has shifted
nowadays to other types of treatment, e.g. behavioural therapyr(R896). The
efficacy of psychoanalytic treatment of children with autism basn doubted
throughout the years. The negativity towards the specific appisaubstly caused
by misinterpretations regarding the context of psychoanalyticpheséth children
(Alvarez, 1996). Theories about autism based on psychoanalysigeareepécted by
psychiatric, cognitive and neuroscientific experts in the {iBldrritt, 2012). Hobson
(2011) suggests though that both psychoanalytic and non-psychoandisicsuld
gain an understanding from each other.

The majority of the studies reviewed here (see tables 14 and % w
undertaken in clinically referred samples rather than sangplecifically recruited for
research (Tyminski & Moore, 2008; Vograft et al, 2007 and Fonadpa@et, 1996).
The focus of eleven of the studies (see section 5.3) wadféa ef psychoanalytic
psychotherapy in children with autism. Six studies (see seBtininvestigated the
effect of psychodynamic psychotherapy in children with autisd ane study

focused on group psychotherapy (Tyminski & Moore, 2008).
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5.3 Psychoanalytic Psychotherapy

Several studies in this field have reported small smatngle subject studies
of psychoanalytic psychotherapy in autism with positive outso(table 14). All of
these studies were undertaken in clinically referred samples.

Fonagy & Target (1996) conducted a retrospective study of caseinaieder
to assess the effectiveness of psychoanalytic psychotherapg. althors
hypothesized that children with pervasive developmentakdbss, such as autism,
would not be expected to respond in a lasting or generalinahjeeven to intensive
therapy. Their study was based on 763 cases of psychotherapy completed at The Anna
Freud Centre in London during forty years. The mean length of treatnaen14
months. These cases allowed useful analysis and data wteaeted from these
original clinical records. The cases included children from piscto adolescence
with emotional disorders; such as depression, disruptive disoslers,as conduct
and attention disorders and developmental disorders, asieutism. However, the
exact sample size of children that were diagnosed with aigisrot mentioned. The
measures that had been taken at the beginning and end of timedapggd European
(ICD-10) and North American (DSMt-R) standard psychiatric classification
systems. Individual symptoms were recorded following the Achdnbaid
Ederbrock’s Child Behaviour Checklist and the Hampstead Child Adaptation Measure
(HCAM) was used to assess the general adjustment of a child.

In comparing diagnostic groups the authors were interested tovlesber it
was more difficult to treat disruptive or aggressive children, and thitsetlker form
of severe and pervasive disorder, such as autism and if¢chiéden required more
intensive treatment. Levels of improvement were measuregdbas the relief of

symptoms and the transition of the child to a non-clinicasifigation. The authors
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reported the effectiveness of psychoanalytic treatment for childrith severe
emotional disorders in the anxiety and depression spectrum. ldowahildren with
learning difficulties, pervasive developmental disorders (suchuisng, attention
deficit hyperactivity disorder and conduct disorder remained ircliheal range on
HCAM measure. The authors stress that children with pervasivedogewental
disorders (e.g., autism) did not do well, even with prolonged, ineh®atment. The
results of the study confirmed the initial hypothesis of théastthat is based on
their theoretical suggestion that progress in this populatiafiffisult due to the
difficulties they face in their mental functioning, that canbet changed through
treatment. However, as it is speculated by the authors (Fokagsrget, 1996)
therapy could contribute to an easier adaptation and lmpitdity of life for this
population. Furthermore, the retrospective design could be strdntfee children
were matched with others that were referred but not treatedigedn this study it is
difficult to conclude that it was the psychoanalytic treattmalone that led to
improvements in the children with severe emotional disorderthe anxiety and
depression spectrum. Additionally, the fact that the assessneagures were taken
only at the start and end of therapy along with the restrictoorchart-based
information limited any conclusive statements. Therefore, thgtheof the treatment
other than the treatment itself might have caused theowement of the children and
since the study was based on archival records it cannot be dé#ifatitell important
aspects of the cases were included.
Urwin (2002) presented four children with speech and language difficulties

and autistic features. The study discussed varying psychoansdginiques and
highlighted how they helped in the identification and substadiaiease of the

children’s autistic features. The author placed high importance on dbentr in the
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parents’ backgrounds and on how it made it more difficult for them to contain their
children’s anxieties. However, the author’s views should be considered with caution,
as it is suggested that separation and trauma might be a cause of autism.

In another study by Urwin (2011) an evaluation of child psychotheragy wi
seven children with Autistic Spectrum Disorder, is presented.alileor discusses
the theories that underpin the psychotherapeutic work avithild with autism and
demonstrates the occasions when psychotherapy is required Hdd avith autism.
The Hopes and Expectations for Treatment Approach (HETA) was asadluate
the treatment of the seven children involved in the study. The Hopes anctdExes
for Treatment Approach (HETA) form, was developed in an inner citydaon
borough characterized by high levels of deprivation and ettiviersity (Urwin,
2007). This measurement uses the initial clinical assessmemtien t provide a
baseline from which to create a set of therapeutic goals. dttechnique used to
record and track the achievement of the therapeutic goalarthaet for each patient
specifically. The HETA form gives the opportunity to the péseand the therapist to
record their views with respect to the expectations they haveoaestablish if the
therapeutic goals have been reached (McLeod, 2011). The HETA iortimen
revisited in the end of the second term of treatment and agtie and of the year.
The author reports that, based on the HETA, the children benefited fro
psychotherapy and the reports sent from the children’s schools confirmed their
progress. Only one child out of the seven was the exception agj th@@tment, he
became more emotionally disorganized. A full description r&etlof the cases is also
provided in this study.

However, the results in both studies (Urwin, 2002; 2011) seem to expeess

treating clinician’s personal opinion, which could challenge the validity of the
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outcome and makes it difficult to generalize the finding® fiidings are limited by
investigator biases, the lack of experimental control and yedality for the measure
used. The collection and analysis of data might be biasetebgutbjectivity of the
author and cannot be generalized. Also, uncontrolled studies, agpé#tose with

very small sample sizes, of a population whose symptomsa diverse, make it
difficult to yield data with respect to the effectiveness of thertreat.

Similarly to the Urwin (2002) study the impact of trauma on children’s
development, with particular reference to the acquisitioranguage, is revisited in
the Mori (2001) and Barrows (2002,2004) case studies. Mori (2001) presented a case
of one boy with autism who had psychoanalytic psychotherapyt i8salso seen in
the Urwin (2002) paper the therapeutic process in the Mori (2001) papescisiabd
in detail and the conclusions of the study seem to expressdtiag clinician’s view.
According to the results the therapist was able to engjag child after one year of
therapy, allowing him eventually to come out of withdrawal anthrounication
became possible. Through the description of Barrows (2002) stage, the
importance of taking an active role during therapy in order to aetpild emerge
from their withdrawn state was stressed. According to Barr¢2802) the
psychotherapeutic approach that was followed proved to be haipfadilitating the
development of the child’s language and imaginative play. Barrows (2004) modified
the version of his original paper also and used the sameatimaterial to show that
psychoanalytic psychotherapy can be a helpful form of treatfoert specific sub-
group of children with autism; those who had experienced traurhaiedheir lives.
Barrows (2004) reviewed the literature with respect to this speaibegsoup of
children with autism and presented the theoretical framethatkhis work was based

on. The boy benefited from the treatment but no measuremengsused to confirm
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these observations. As commented previously the conclusions &@withis study

are based on the author’s clinical view. Also, it seems that the study is embedded in a
strong environmental causality model for autism, which suggestsdhnigt trauma
might cause autism.

A number of studies (as seen in tabl¢ dded a clinical vignette to illustrate
that psychoanalytic psychotherapy can help children with autisthelalish-Weiss
(2008) study the Behaviour Rating Instrument for Autistic & Atypical Chitdr
(BRIAAC; Ruttenberg et al, 19F4vas used to evaluate the child’s behaviours. The
BRIAAC is a standardized procedure that measures specific observedobehabia
child during a two-year period while the child is in the presesfca familiar adult
(Ruttenberg et al, 1974). The BRIAAC is based on psychoanalytic ytheml
developmental milestones. However, no statistical analyses veported of the
differences on pre and post treatment measures. Also, no latetABRAAsessment
was provided for data comparison. Although the study reports posititGomes
associated with the certain model, the weaknesses in #igndend data reporting
limited the generalizability of the results.

In the Fisher (2000) case study clinical material from the author’s work with a
child with autism was used. Fisher (2000) also based the study onlioical c
vignette about a boy with autism. The author describedngr@apeutic process with
that child whilst explaining the theoretical underpinnings of thyepsanalytic work.
The progress of the child was illustrated as the treatmenthoexdtiand the author
mentioned that after four years of therapy the boy was ¥Welpal, well coordinated
and his cognitive skills were developed to his age level.

In a similar vein, Alvarez & Lee (2004) carried out a singlgecstudy of a

four-year-old child with autism and explored the changes abeatirred during the
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three years that the child received psychoanalytic psychothefd@ Childhood
Autism Rating Scale (CARS, Schopler et al, 1989) and the Autisagnistic
Interview (ADI-R, Lord et al, 1986) were used to assess the childtpeetiment. The
assessment showed that the child had several impairnmetite areas of reciprocal
social interaction and communication along with repetitive, stygved behaviours.
The child was in therapy three times a week over 42 monthshansessions were
videotaped, in order to be rated twice every year. In additivarée & Lee (2004)
carefully tracked the number of times that the patient lookédeatherapist in order
to analyse the process of change. Based on the authors’ clinical observations the
psychoanalytic approach contributed to the improvements in all of the child’s areas of
deficit. The child was not reassessed though on the CARS andRABimilarly, the
psychoanalytic treatment of a six year old with Asperger’s Syndrome was the focus of
the Gould (2011) case study. The therapy consisted of once pesessténs for two
and a half years and based on the author’s notes the child progressed in a positive
manner during the treatment process and gradually felt more powedlfabse.

Shaft (2011) reported a clinical vignette of a four-year-old @iith
Asperger’s Syndrome that he treated psychoanalytically. The author suggested that all
the psychoanalytic tools he used were vital to the positivgrgse of the child over
time and led to thdecrease of the girl’s intense anxieties. Shaft (2011) described the
course of the three years of treatment and how the child progressedemotional
development. However, in all of the studies (Kalish-Weiss, 2Ba&;,ows, 2002 and
Fisher, 2000; Alvarez & Lee, 2004; Gould, 2011 and Shaft, 2011) the yadidihe
results is weakened by the use of only one child, the lackanflardized measures
and by the fact that the findings were based onrtlaéing clinicians’ views and were

purely descriptie.
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Table 14. Psychoanalytic Psychotherapy

Study Country | Sample Type of treatment | Outcome Measures Key findings
Fonagy & Target UK 763 cases o] Psychoanalytic an¢{ Achenbach and - 28% of children with pervasiv
(1996) psychotherapy Psychodynamic Ederdock’s Child developmental disorders (e.g. autis
Retrospective study psychotherapy Behaviour Checklist improved significantly
Level IV evidence HCAM - Children with pervasive development
disorders did not do well and remain
in the clinical range on HCAM measure
- Treatment at a younger age W
associated with better results
Alvarez & Lee (2004) | UK 4-year-old child with| Psychoanalytic Video rating of recorde - Improvements in all of the child’s areas
Case study autism psychotherapy sessions of deficit
Level V evidence -
Barrows (2002,2004) | UK 3-year old boy with| Psychoanalytic Clinical observations - Child became less withdrawn
autistic features psychotherapy - Improvement in language  an
Case study imaginative play
Level V evidence -
Fisher (2000) USA 6-year old boy with| Psychoanalytic Clinical observations - After 4 y of therapy the boy was full
Case study autism psychotherapy verbal, well coordinated and h
Level V evidence cognitive skills were developed to a
level
Gould (2011) USA 6-year-old child with| Psychoanalytic Clinical observations - Positive progress throughout treatment
Case study autism psychotherapy - Increased feelings of security and pow
Level IV evidence
Kalish-Weiss (2008) | USA 2,5-year old boy with Psychoanalytic BRIAAC - Improvements in language
Case study autism psychotherapy - Increased ability to express inn
Level V evidence feelings
Mori (2001) Japan One boy with autisn Psychoanalytic Clinical observations - After a year the therapist was able
Case study aged 4y psychotherapy engage the child as he came out

Level V evidence

Treatment lasted for ]

withdrawal
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y

Communication was promoted

Shaft (2011)
Case study
Level V evidence

USA

4-year-old girl with
Asperger’s Syndrome

Psychoanalytic
psychotherapy

Clinical observations

Positive progress over time
Decrease of the girl’s intense anxieties

Urwin (2002)
Case study
Level V evidence

UK

4 children with autistig
features and languag
delays aged 3-4 y

Psychoanalytic
techniques

HETA

Parents became more emotiong
available to their children
The treatment encouraged langua
development and the autistic featu
decreased

Urwin (2011)
Case study
Level V evidence

UK

7 children with ASD
aged 4-12y

Psychoanalytic
psychotherapy

Clinical observations

Positive changes in the children (from
psychoanalytic point of view) after on
year except for one who did not progre
Improvement in the quality of life for th
child and family
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5.4 Psychodynamic Psychotherapy

Six studies (table 15) explored the effect of psychodynamic psycapthin
children with autism and one study investigated group psychothéfgpyinski &
Moore, 2008).

In the Kobayashi (2000) study two cases of children with autietitures in
early infancy who had psychodynamic psychotherapy with theirhen®twere
discussed. The main goal of the author was to promote affecbivemunication
between mother and child. Motharfant psychodynamic psychotherapy was
conducted in both cases, which brought to light the interndbvedrthe mothers in
the course of therapy. Also, this therapy clarified one aspdtiedhactors impeding
affective communication between mother and child. Two Japanestopmental
test were implemented to monitor the children’s development: The Tsumori-Inage
Development Test (Tsumori and Inage, 1987) and the revised Kyote $tal
Psychological Development (lkuzawa et al, 1985). The resultseshtvat although
delay in overall development remained unchanged, improvement wasvextim the
areas of language and sociability. Also, attachment behawasr significantly
improved in the children but affective communication with thmothers did not
improve easily. Larger studies on the effect of psychodynasychotherapy are
needed to allow statistical comparisons and to provide straogettific support for
being beneficial.

Two case studies presented by Bromfield (2000) and Olesker (1999) suggest
that psychodynamic psychotherapy might be beneficial for childrémanitism and
both authors identify the understanding of the emotional difiesuof a child with
autism as the key to the treatment. Attempting to addtbss benefits of

psychodynamic psychotherapy Bromfield (2000) and Olesker (1999) used material

192



from their own clinical work and described the processeaaitment with a child with
autism. However, no measurements were used that might confirmgdueseother
than their own clinical point of view. Similar conclusions are drdwm Ruberman
(2002), who reviewed the Bromfield (2000) and Olesker (1999) studies. The author
stresses the importance of psychodynamic psychotherapy anchildren with
autism should be offered such types of treatment. Atsed on the author’s personal
opinion, it is argued that psychotherapeutic interventions for childsign autism
should begin as early as possible in order to have better results.

Hoffman and Rice (2012) reported on a case of psychodynamic treatitient
a child with autism from age 3.5 years old through later adelee. The specific
approach aimed to promote the development of a reliable relaippowsth another
person, the ability to release and verbalize his feelingslajags other activities and
to gain understanding of the causes of his own behaviours ahd as¢ of various
coping mechanisms. Throughout the years the sessions occurréd tivee times
per week and the therapist contacted the parents regularly.adthers video-
recorded an interview with the child when he was 19 years oldler to explore his
own understanding of the therapeutic process and the alisbments that were or
were not made. The Wechsler Adult Intelligence Scale (WAl1®& Wechsler,1955
was used to assess the participant’s progress and the results showed an above average
score, which might have been attributed to his involvemenpsiychodynamic
psychotherapy. Nonetheless, similarly to the previous case sepgwtHoffman and
Rice (2012) study is unable to account for th&ild’s improvement by
psychodynamic psychotherapy solely.

Sherkow (2011) explored the use of psychodynamic play in order to promote

the formation of connections that can tolerate conflict and defém@stablish basic
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trust, foster emotional and cognitive connections and help ehildvith autism
identify with their parents. The author described her clingak with a 2.5-year-old
boy on the autism spectrum who was in treatment until he waar8 old. Based on
the author’s clinical opinion the boy benefitted from the treatment, since there was an
improvement in the areas of self-regulation, play and inagin along with a
decrease in aggressive behaviours. Sherkow (2011) suggests that psychodynam
intervention influences the brain’s neuroanatomy by creating connections between the
“thinking brain” and the “feeling brain” during therapeutic play with a child. In
addition, Sherkow (2011) identified the importance of the mother’s active
participation in therapy and how the mother-child relationshi@ffected by a
diagnosis of autism. According to the author, the mother ircélse report found it
difficult to deal with the reality that her son had an impamtrend the boy viewed
his mom as frightened. Alvarez & Reid (1999) also highlightedntip@rtance of not
only the mother’s involvement but the father’s and siblings’ as well. Alvarez & Reid
(1999) outlined their psychotherapeutic techniques in treating childrénauttsm
and demonstrated the significance of the parents’ and siblings’ participation and
support in order to help the child progress further.

Vorgraft et al (2007) conducted a preliminary study aiming touatal the
Mifne treatment modé? (Alonim et al., 2002), a novel intensive therapy program, in
young children with autism. The study sample consisted of yaténee children with
pervasive developmental disorder treated at the Mifne Institugeael between 1997
and 1999. Fourteen of the children met the criteria for auti®araker and nine for

pervasive developmental disorder not otherwise specified (PDD-NO®)cliNdren

10 The Mifne treatment model (Alonim et al., 2002) is a sequentialyfgsrogram for children under
the age of 5 who have been referred with a diagnosis of PDD/ASD (autistic spectioer)is

The approach is based on Bowlby’s (1969) attachment theory and incorporates psychodynamic
concepts introduced by Tustin (1981) and the systemic approach to famifyytbétdinuchin (1974).
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were also diagnosed with comorbid intellectual impairmemnt ane with specific
developmental language disorder. The authors used home videos ofdhencinom
before treatment, along with videos recorded at the institute adt@&-week intensive
treatment and before and after another 6 months of continuednérgaat the
families’ homes. The videos were coded and blind rated using the Childhood Autism
Rating Scale (CARS; Schopler et al, 1988) and the Social Behavioung F&tale
(SBRS; Feinstein and Walters, 1982). The results showed significarmvenpent on
both scales after 3 weeks and after 6 months. However, theeddtefrom baseline
was statistically significant for only two items on the CA#&otional response and
fearful and nervous response) and specific items on the SBRS (awareness of others’
emotional states, mutuality, and overall impression on the home s&REsSMent;
awareness of others’ emotional states, joint positive emotional experiences, emotional
availability, reactions to social initiative, and overall imgiea on the Mifne video
assessment). In addition improvement was noted in total scorestfoscales with
an exception of the CARS home videos. It is also interestingteothat although all
children showed some improvement, only in the ones that were swrerely
affected by autism did this improvement reach statisticalifisance. Nonetheless,
the children with the most severe symptoms had more roommfoovement than the
ones that were characterized by low baseline values.

Furthermore, the fact that the diagnoses were not madeheorbdsis of
structured diagnostic instruments, but rather made by cliniciachshen verified by
chart review, can be considered as a limitation. The use of amaret controlled
trial with standard interventions as control treatmenightnhave strengthened the

results.
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Tyminski & Moore (2008) explored the impact of group psychothétamy
children with PDDs (pervasive developmental disorders). Théicjpants were
thirty-nine children, 38% of the participants were diagnosed with au88mwith
Asperger’s Syndrome and 54% with a PDD not otherwise specified. These children
participated in five psychotherapy groups. Two of the groups contaixethikiren
and the rest contained five children. Two months after the begirofiiherapy a
baseline assessment of social development was obtaidefblaow-up assessments
of all study measures were obtained 14 months, on average, aftarthef gterapy,
with a range of four months to three years.

Tyminski & Moore (2008) aimed to assess the children’s cognitive
functioning and social development at home and at school befdraften treatment.
The detailed reporting of the measures used and the statstadgsis strengthens the
validity of the results. In order to assess the children’s cognitive functioning the
‘Sally-Ann’ test, the ‘Smarties’ test and the Ravens Progressive Matrices (RPM;
Raven & Court, 1976,1991) were used. In addition, the Vineland Adaptive Behavior
Scale (VABS; Sparrow, Balla & Cicchetti, 1984) was used to measure children’s
socialization communication, and daily living skills at homd #re Tyminski Social
Skills Checklist (SSC) was used to obtain the teacher’s assessments of children’s
social behaviour quickly and easily within the educationalrenment. According to
the results children’s social development at home and at school showed significant
gains after the group psychotherapy intervention. Also, it wagdfthat the children

with a coherent theory of midtihad higher VABS scores at both baseline and at

11 Group psychotherapy helps children with pervasive developmental dis(iPidds) in the areas of
social interaction, emotions and helps them feel that they belong in a com(iynitinski, 2005).

12 Researchers usually use the teftheory of mind” when they refer to the children’s
understanding of other people as mental beings with desires, beliefs, feglthggentions (Astington
& Baird, 2005).
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follow —up. Overall, this study reports positive outcomes associatdd gvoup
psychotherapy but the lack of control group weakens the resutts, thi@ maturation

of the children might have caused the improvement seen in the participants.
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Table 15. Psychodynamic Psychotherapy

Study Country Sample Type of treatment Outcome Key findings
Measures
Tyminski & Moore| USA 39 children, 38% with autisn Group psychotherapy Sally-Ann test, - Children’s social development at home
(2008) 8% with Asperger’s and 54% Smarties  test and at school showed significant gains
Pre-post with a PDD not otherwisg Ravens, VABS,
Level Il evidence specified in 5 psychotherap SSC
groups
Vorgraft et al (2007) Israel 23 children with pervasivq 3-week intensivg Video  rating, - Significant improvement in CARS an
Retrospective study developmental disorder treatq method of treatmen| CARS, SBRS SBRS
Level Il evidence between 1997 and 1999 based on g - Difference from baseline wal
psychodynamic statistically significant for only twc
approach items on the scales
Bromfield (2000) USA 7-year old boy with autism Psychodynamic play Clinical - Slow and steady improvement in seve
Case study therapy observations areas of deficit
Level V evidence - Improved interaction with peers ar
family
Hoffman &  Rice| USA 3.5-year old boy with autism | Psychoanalytically WAIS-39 ed - Above average score in the Wechs
(2012) informed Adult Intelligence Scale (WAIS;3ed.)
Case study psychodynamic - Developmental gains in the areas
Level V evidence therapy communication and social skills
Kobayashi (2000) Japan a) Boy with autism ageq Mother-infant Tsumori image - Delay in overall development remaing
Case study ly8mo psychodynamic development unchanged
Level V evidence b) Boy with autism ageg psychotherapy test, Kyoto - Improvements in the areas of langug
3y2mo scale of and sociability and attachment behavic
psychological - No significant improvement in affectiv
development communication with their mothers
Olesker (1999) USA 4-year old boy with autisti¢ Psychodynamic Clinical - Gains in self-regulation

Case study
Level V evidence

features

psychotherapy

observations

- Decrease of extreme and primiti
defensiveness, e.g. obsessive-compul
behaviour and withdrawal
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Sherkow (2011)
Case study
Level V evidence

USA

2,5-year old boy on the autis
spectrum

Psychoanalytically
informed dyadic
psychodynamic
approach

Clinical
observations

Decrease in autism symptoms
Development of cognitive and affectiy
connections
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5.5 Summary

The studies reviewed here focus on the usefulness of
psychodynamic/psychoanalytic treatment with children withsautand reflect the
ambition of child psychotherapy researchers to carry out studasgean to add to the
evidence base for this type of approach. The majority of stuehes rated level V
indicating that overall the body of evidence supporting outcdimeshildren with
autism using psychotherapy tend to be descriptive rather than expetint&agad on
McLeod (2011) there are four factors that make case studies “critical in building a
solid and relevant knowledge base for therapy: 1) a narrative wagpowiing, 2)
complexity, 3) context and 4) practical expertise in action “ (McLeod, 2011, p. 252).

In regards to complexity it is possible though to collechynabservations
from each patrticipant in large-scale studies as well buhwbeducting a case study
it is easier to describe and examine evidence of more amatgdi processes.
Nonetheless, in some case studies the level of compteitgause chaos and lose its
meaning (McLeod, 2011). Also, with respect to “practical expertise in action”, in
larger scale studies the practitioners may also be involved amdptioéessional
knowledge may be applied, as it is seen in several case studies.

In the majority of case studies in this field of research, whatauthors
present may be their personal perception of what happened durnagythend it
becomes difficult for the readers to draw their own conclusions. Latgdies can
increase the ability to generalize to a wider population, hwviscnot feasible when
carrying out a case study. Often overlooked in the studies ipaesy the use of
psychodynamic/psychoanalytic psychotherapy with children willism is the
control of relevant variables that might have influenced theoou#s. Thus, in the

majority of the studies it is difficult to demonstrate thtatvas psychotherapy alone
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that produced change. Also, in studies where there was no cheggeed in the
participants it cannot be concluded without a suitable cotitadlpsychotherapy had
no effect, since it may have helped the participants not to get worse.

The conclusions from the studies that focused on the use p&tithoanalytic
and psychodynamic approach discussed in this chapter and preseatadds 14 and
15 showed how this type of approach can facilitate positive gedsann the
development of children with autismainly based on the treating clinicians’ views.

Sometimes psychotherapy is considered in itself to ldbjactive process and
many of the variables that psychotherapists are asked to rate adydmtige as well,
e.g. empathy, transference. The more subjective a rated vasalilee lower the
inter-rater reliability and that leads to a high risk of brasuch studies (Heppner et
al, 1999). As it can be seen in most of the studies discussedo$chotherapists
often complete self-report measures, which could be coesidas a matter of
convenience. On the other hand there is an argument for givinghéimeec to the
readers to become part of the psychotherapy process as they thleare
psychotherapist’s personal views and they identify his/her perspective in research
(Markin & Kivlighan, 2007). Kaplan-Solms and Solms (2000) suggest thatoaythe
can be built on the basis of the understanding that derives dréarge number of
cases. There are a number of limitations though across #iesé studies, which
weakened the validity of the findings.

The applicability of psychodynamic/psychoanalytic theortha treatment of
children with autism should be explored further by comparingtit ather modes of
treatment. Case presentations though might contribute entbegence of new ideas.
It is argued by some researchers (e.g. Stake, 1995) that case srigidridge the

gap between research and clinical practice. Case studies diowesearcher to
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examine the process of treatment in far more detail than mighbvdsble if a larger
number of participants was included and provide a more in-deptiisenaf the
context of the case which cannot be reflected in lager-scale study.

As reported in the Criteria for Evaluating Treatment Guidsli#PA, 2002),
in regards to the evaluation of treatments there are two diomsnsaken into
consideration; treatment efficacy and clinical utility. Treatmedfitacy is described
as “a valid ascertainment of the effects of a given intervention as compared with an
alternative intervention or with no treatment ancontrolled clinical context” and
clinical utility is defined as “the applicability, feasibility and usefulness of the
intervention in the local or specific setting where it is to be offered” (APA, 2002,
p.1053). Based on the APA (2002) the strongest studies regarding validity a
considered to be the Randomized Controlled Trials and theotysearch that is in
the bottom of the hierarchy of evidence are studies based oratlogmions and
observations. Rigorous controlled trials are sparse in thed fief
psychodynamic/psychoanalytic psychotherapy, reflecting the difésulin the
randomization of participants and in assigning a control group. Therefore, tthieatac
most of the studies reviewed here are clinical vignettes based on the authors’ clinical
opinions, limits the ability to draw definitive conclusionsoab the efficacy of
psychoanalytic/psychodynamic treatment with children withsautiAdditionally the
use of a very small sample and the reliance on climctds and not on standardized
assessment measures in most of the studies are considered migbotis

The studies reviewed here though could be considered as & sttieimpting
to study the effect of psychotherapy on children with autisthtaey could be used
conceptually in order to guide further thinking around future researittis area. As

it can be seen from the review the formation of an evidense toa psychoanalytic
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and psychodynamic psychotherapy is still at an early stagéhdabnclusions drawn
from the studies demonstrate that there is preliminaieecie for the positive effect
of this type of approach on children with autism, although one baastin mind the

methodological limitations to the studies reported here.
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Chapter 6 Occupational Therapy

6.1 Introduction

Occupational therapy (OT) is considered as one of the most cotgpesof
therapy for children with autism after speech and languagapyediVatling et al,
1999; McLennan et al, 2008). The primary purpose of the present chapteevsew
the relevant research literature on the usefulness of occupatieregyttwith children

with autism and to present an overview of the findings.

The areas that occupational therapists mostly focus omsemsory processing,
attention, play, coordination, and fine motor skills. According toddetts and
Hodgetts (2007) sensory interventions are the most commontly preeedures by
occupational therapists with children with autism. However, withccupational
therapy complementary and alternative treatment can bknmepted as well, for
example treatments that are not considered to be traditior@hipkotherapy (Irvin
et al, 2014). Dunn (1999) suggested that when individuals with autisnt @rftiault
to become accustomed to everyday sensory input then tlembeagitated and
inattentive. Difficulties in sensory processing may resultyiperactivity, restlessness
and stereotypic behaviours. Occupational therapists attempt deade these
behaviours by using various sensory-based treatment techniques (Ayres, 1979).

Bagatell & Mason (2015) carried out a scoping review of the ocicunaét
therapy literature that was related to autism spectrum discirdens1980 to 2013.
They report that from 2000 there was a significant increasenennumber of
publications exploring the impact of occupational therapy onrauiifie authors also
noted that initially most of the occupational therapy studidzed a single-subject

design, which is not considered strong in the evidence-base hieralowever, over
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the last years there has been a shift to more randomizealEmhtrials that include
fidelity measures (e.g. Pfeiffer et al, 2011).

According to Clark et al (2004) occupational therapists aim to codadavith
parents of children with autism and other professionals in ordéel children
decrease maladaptive or other negative behaviours. The area of caatiuanis
considered to be challenging for many children with autism andranication skills
are required to satisfy everyday occupational needs, hencerdailges like play,
learning and socialization (Clark et al, 2004). Hebert et al (2014é¥tigated the role
of occupational therapy for the promotion of communication in childrem aitism.
The participants were 21 clinical occupational therapists ancclspe®d language
pathologists who were included in semi-structured audio-recorded focus grouags, usi
a qualitative design. Based on the findings there was a genesehagmt about the
importance of occupational therapy in promoting early communicaktis.

In the current chapter available research was reviewed irnteanpatto locate
empirical research that explored the usefulness of occupati@rapy with children
with autism. The search of the literature was conductedgugie SCOPUS,
PsycINFO, CINAHL, Medline, ERIC and Cochrane databases. Tty tbresearch
was narrowed down during the search by keywords such as auliSD,
occupational, therapy, sensory, integration. The above search w&re combined
with the universal ‘Boolean operators’. Also, word endings were ‘truncated’ with the
commonly used asterix standing for any or no characters at thefendord. The
literature was initially searched for studies published betv2889-2015 in order to
offer the most up to date evidence, but due to the pauciglefant studies a wider
search was initiated including dates between 1990-2015.

Abstracts of the resulting studies (n=1044) were then evaluatedhéor
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following criteria: inclusion of a population of children diagnosedh autism
spectrum disorders (ASD), provision of occupational therapy, avatijalfi the
papers in English and publication of studies between years 1990-Rifesent
occupational therapy techniques have been developed, studied and applieffanta
to help children with autism. The reviewed papers here comprisemdean of
different approaches and examine various types of occupationapyherairty
studies met the inclusion criteria for this review and avaptis divided in four
sections. The following section includes an overview of 16 studiated to sensory
integration therapy with children with autism and the other secfiorus on the use
of weighted vests (n=9); aquatic therapy (n=3) and OT incorporatimgaés (n=2).
Finally a summary is provided with respect to the findiohthe research. As it was
also mentioned in chapters 4 and 5 the Preferred Reporting ItenSys$tematic
Reviews and Meta-Analyses (PRISMA) statement has been usedregorting
guideline for this literature review and the order of the studieahle 16, 17 and 18

reflects the strength of the findings in relation to the typesudiysdesign.

6.2 Sensory Integration Interventions

The participation in activities of daily living can be a livage for children
with autism and the fact that they do not processosgnsformation easily makes it
even more challenging for them. Occupational therapy with aosemstegration
approach (OT/SI) is used to help children achieve more indhdy life (Schaaf &
Miller, 2005). Occupational therapist, Jean Ayres (1972), was thedidgvelop the
theory of sensory integration. Sensory integration refers to “the process by which the
brain organizes and interprets external stimuli such as touokenment, body

awareness, shg, sound, and gravity. It has been postulated that “certain behavioural
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and emotional problems result from the malfunctioning of this process” (Sensory
Integration Therapy: Medical Policy, 2012, p. 2). Occupational therapsially
apply sensory interventions to children with autism in otdenelp them with their
sensory difficulties (Kadar et al, 2012) but also to help amelidoateavioural
problems and repetitive or stereotypical behaviour. Theddisensory integration
therapy is to help children, who have significant difficultyoqgessing sensory

information and offer them the skills to become gradually more armte

independent. According to Greenspan and Wieder (1997), 20% of children with

autism spectrum disorder are hypersensitive to sensation, 390hdee reactive to
sensation, and 36% demonstrate hypersensitivity along with hyposeysitivit

Children with autism often exhibit restricted and repetitiveay@urs also
known as stereotypical behaviours (American Psychiatric Adgmti@2000). Sensory
integration therapy has often been used to decrease sterdmigpiiours of children
with autism (Sniezyk & Zane, 2015). If stereotypies are persisheyt can hinder
everyday life activities like learning or socializing anduldostigmatize the child
(Goldman & Greene, 2013). Based on a sensory perspective childrerASIth
present with stereotypical behaviours in order to balance yigestibular, auditory
and tactile stimulation (Gabriels et al, 2008).

Sixteen studies have investigated interventions based on $dngegration
therapy (SIT) since 2000 (table 16). Consistent with previous revievgersory
integration therapy (Dawson & Watling, 2000 and Smith et al, 2005) lehrg
(2012) carried out an international systematic review of 25 studietheomise of
sensory interventions for children with autistic spectrum disordershery concluded
that there is not enough scientific evidence to support thefusensory integration

therapy for children with autism.
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More specifically, the results from 3 of the 25 reviewed studigggested that
sensory integration therapy was effective. On the contrasyydes reported mixed
results and 14 found no benefit. The three that suggested pesfeees of SIT were
classified at the lowest level of certainty because ohautlogical restrictions. Six
studies out of the fourteen that reported negative results wassifdd at the
conclusive level and five out of the eight with mixed reswtse classified as mixed
because some participants benefited from SIT and others did not.

In two studies (the Pfeiffer et al, 2011 and Bagatell et al, 20¥0)Sensory
Processing Measurf®(SPM: Parham et al, 2007) was used to identify and describe
sensory processing issues. Bagatell et al (2010) used a singdetsdésign to
examine the effectiveness of therapy ball chairs on classrootcigetion, more
specifically on in-seat behaviour and engagement in six chilaviéh autism.
Participants sat on therapy ball chairs during class cintle and after five days;
participants were given the choice of sitting in therapy tfadlirs or regular chairs.
The results of the study were mixed since the ball chairs did notrapdsa effective
for all children. Additionally, a stronger design e.g. an altergdtieatment or
multiple-baseline design would strengthen the results. Maral,e (2007) also
conducted a form of sensory integrative therapy treatment in aabassiuring circle
time. The study explored the effect of Sensory Stories omedging disruptive
behaviours during circle time in three children with autism and decreasing
stereotypical behaviours in one child with autism. The intermernéasted for twelve
days but due to child absences each child’s targeted behaviour was observed for eight

to nine sessions. The results showed that all children ben&ftedSensory Stories

13 The SPM asks primary caregivers to complete 75 items (classroom forritésrd2completed by
teachers) and generates eight standard scores that describe: sociahfamtisiision, hearing, touch,
body awareness, balance and motion, planning, and total sensory system. Ultimately, children’s

sensory processing is classified as “typical”, “some problems” or “definite problems” (Parham et al,
2007).
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but one child was already improving during baseline, which did now al&finitive
conclusions to be made. The generalizability of the findings tin ftadies (Bagatell
et al, 2010 and Marr et al, 2007) is limited by the use of conveniemmpling and
the short length of the studies.

In the Pfeiffer et al (2011) study and in the Van Rie and HEM®9) study
iIssues related to learning were also measured. In the Pfeieie(2€11) study thirty-
seven children were randomly assigned to a fine motor orolenategration
treatment group. Social responsiveness, sensory procesgiatjomal motor skills
and social-emotional factors were assessed using standiatdizle pre and post
interventions. The results of the study were mixed as positives gvere identified in
both groups. The sensory integration group though displayed sagtificfewer
autistic mannerisms than the fine motor group, which is cemsistith the Watling
and Dietz (2007) findings. Other studies have aimed to determingerié tis a
relationship between sensory dysfunction and learning (Van&Rigeflin, 2009).
Four children with autism who exhibited sensory-based behaviewgsjumping up
from the floor/chairs, walking on tiptoes or engaging in verb@restypy)
participated in the study. The sensory activities impleeteta the children included
slow linear swinging and fast bouncing on an exercisedmallthe authors applied a
control condition of the children listening to a story, with sepsativities, during 5-
min sessions. Van Rie and Heflin (2009) measured the timesthathildren
responded correctly on selected tasks (receptive or expressivefigdaati of
community helper and safety signs flash-cards) during instrucsesalons, and they
reached mixed results. Based on the findings a functional relationdretwenpleting
a sensory activity and positive changes in learning wasifigeintor two of the four

participants and for the other two there was no clear functigriation found.
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However, sensory difficulties might be partly the causdisfuptive behaviour and
learning difficulties, but intervention addressing this mfiit not be helpful for all

children. That is, a relationship between sensory and learnoideprs is not the
same as a relationship between sensory intervention cioompknd improvement.
The results are strengthened by the random assignment of patscgral rigorous
methodology but the generalizability is limited by tmeal sample size and mixed
findings.

A similar study design was used by Fazlioglu & Baran (2008) wko a
investigated the effect of a sensory therapy integration programexbatined direct
effects on the sensory problems of children with autism. Thécipants were
divided into 2 groups (control and treatment), each comprising 15 childnen. T
control group children did not participate in the sensory integrairogram, but
attended regularly scheduled special education classes. The intarygngram used
in this study was based on “The Sensory Diet” and included a prescribed schedule of
somatosensory stimulation activities targeting 13 behavicarsoss sensory
modalities and motor skills development. The participants assessed before and
after the program on a checklist, the Sensory Evaluation FornCHddren with
Autism, developed to evaluate sensory characteristics afrehilwith autism. The
results indicated that the sensory integration therapy progositively affected the
group of children that followed the sensory integration therapy progaad
symptoms decreased. However, the results of the study aredlirdue to the lack of
a fidelity measure and the fact that it was not clarifigether it was conducted in a
blinded manner. In addition, it was a short-term study (12 weekghanchight have
affected the findings because the children were not followed ueteymine if the

benefits of the treatment were maintained.
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The use of a sensory diet was also included in a studynilszyk & Zane
(2015). Sniezyk & Zane (2015) utilized a witksnbjects-reversal design to
investigate the effect of various sensory activities (velstibmovements via the
swing, deep pressure, sensory diet) on the stereotypy of thrdeenhiith autism.
Stereotypy was defined as a “rhythmic, repetitive, exaggerated or unusual tightening
of the muscles of either a particular body part or entire hodhe absence of an
appropriate environmental context” (Sniezyk & Zane, 2015, p. 15). The authors
reported that there was no clear functional relationship degtwositive changes in
dependent measures and the application of a sensory intenvermbtential
limitations of the study include the fact that there was norabgtoup; that for one
of the children all features of the reversal design were notealpphd the lack of
blinded data which is acknowledged by the researchers. Neverthblesstudy is
strengthened by the rigorous inter-observer agreement anugasurement of the
fidelity of the procedures in order to ensure that the impheatien of the procedures
was accurate.

A more rigorous study by Schaaf et al (2013) assessed tlé aseanualized
sensory intervention (applied 3 times per week during how-kessions for 10
weeks) in 17 children with autism, aged 4-8 years old and cothfiam to a control
group (n=15) who received the usual care (e.g. SLT, behavioural therapyjathlcat
programs). The authors used standardized assessments to assess children’s cognitive
and sensory skills along with the Goal Attainment Scalinf3)sto measure the
progress of each child’s personalized goals. The fidelity of implementation of the
procedures was also verified in this study. The results ofsthdy correspond with
previous findings about the efficacy of a sensory interventi@azligglu & Baran,

2008). That is, higher scores on the outcome variables were remdtéedthe
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implementation of the treatment, which supports the usesehsory intervention for
children with autism. However, the authors mention that their seaudt limited by
the use of measures that are not validated for use as outceaseires in shorter
intervention periods and by not measuring directly the behavaduhe children that
might have been affected by the sensory intervention. Very $twdies have
been conducted outside of Europe and the US. One exceptiohhy thanaga et al
(2014) who carried out a study exploring sensory integration therapgatech to
social group therapy in 20 children, aged 2-6 years old, with higétibning autism
in Japan. The study lasted over an 8 to 12 month period. Thergantegration
therapy group participated in swing, balance beam, trampolindadddr activities
and the children in the group therapy had social skills and coroatiom training,
kinetic activities and play activities with their parents. Thelteof the study showed
that sensory integration therapy helped improve children’s motor coordination and
nonverbal cognition. Nonetheless, both groups showed improvemeihsirirveérbal
skills. The Japanese version of the Miller Assessment feséheolers was used to
assess the children. The findings of the Iwanaga et al (2014y stmport the
effectiveness of sensory integration therapy but the facotiigtchildren with high
functioning autism were included is of interest. It may ks tthildren with high
capacity can better access this type of therapy. In additiemumber of children in
each group was different, because the Iwanaga et al (2014) studgethca
retrospective analysis of previously collected data, both typetheyBpy were
different in their therapy members and the fact that the dinftor did both testing
and the sensory integration treatment might have biased the results.

Five single subject studies (Case-Smith & Bryan, 1999; Lindermaie&as,

1999; Watling & Dietz, 2007 and Gee et al, 2014) examined the effechsbrye
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integration with children with autism. Case-Smith & Bryan (1999uited five boys
with autism and when the study started each participanbéea without any kind of
therapy for a month, since the children had been on a break foirtes. vA 3-week
baseline phase was initiated during which the children attetideschool but did not
have occupational therapy. In the fourth week Sensory Integratiatmeat ad
consultation with teachers was implemented and lasted 1@swé&ase-Smith &
Bryan (1999) identified gains in mastery play and adult intemacalong with
decreases in non-engaged behaviours. Watling & Dietz (2007) explored the
immediate effects of sensory integration intervention on k@kaviour and task
engagement of four children with autism. The sensory integrateaiment was
compared to a play scenario for reducing undesirable behaviours aedsing
engagement in purposeful activities. The results showedwhah effects were
measured immediately after intervention, short-term sensbegriation had similar
effect on undesired behaviour and engagement of the participants taylseghario.
Furthermore, the data gathered from the research personnel and parentedulggest
sensory integration had a positive effect on transitionsakzation, compliance and
general behaviour regulation during the sessions and in the home erantonm
However, there is potential for bias in subjective obsearmatrecorded by personnel
and parents. Linderman & Stewart (1999) recruited two children from the
occupational therapy department at a Health Centre in Washingban had
participated in a multidisciplinary evaluation by the Health Centre’s
Neurodevelopmental Group. The participants that were excludedtfre study were
those who were not pre-school-age; were having or had sensory tineedrased
occupational therapy and those who were unable to toleratiecitageutic techniques

or the repeated measurement design during the initial evaluatioch) might have
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biased the results. Linderman & Stewart (1999) used a modifiedoveos the
Functional Behaviour Assessment for Children with Sensory Integiaggéinction
(Cook, 1991) to assess the participants and reported improvements iah soc
interaction, approach to new activities, response to movemenhaiding for two
children with autism who received sensory integrative basedpational therapy for
one hour per week for seven to eleven weeks. Additionally, megth¢he boys
exhibited self-stimulating behaviours but the second participanhatidlemonstrate
gains in functional communication. In another study aboutseasory-based
intervention and autism from the USA Gee et al (2014) imphtede a sound
intervention in a 7-year-old child with autism. The authorsizetl a repeated
measures design and the procedure included listening to classisat with
headphones over a 10-week period. A standard test to asses®ysewer-
responsivity along with a caregiver survey were used as outewasures and based
on the findings the researchers reported positive outcomes in the child’s behaviour
with respect to verbalization and self-stimulatory behaviours.

In all of the studies (Case-Smith & Bryan, 1999;Lindermanté&@rt, 1999;
Watling & Dietz, 2007 and Gee et al, 2014) it was reported thatS#nsory
Integrative based occupational therapy might have a positiget for children with
autism. It is difficult though to generalize the findings, asshmple sizes were very
small and the positive outcomes might have been attribistadaturation of the
children, occurrence of confounding interventions or to “generalised therapeutic
attention” other than the treatment per se. Also, in two studies (Watling & Dietz, 2007
and Pfeiffer et al, 2011) there was insufficient information provideddotify the
specific combination of intervention procedures used, which make#ficult to

replicate their findings.
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McClure & Holtz-Yotz (1991) and Zisserman (1991) investigated the efficacy
of Sensory Stimulatory treatment. McClure & Holtz-Yotz (198%&d elastic wraps
(deep pressure applied by foam-padded splints on the d@omsifect behavioural
changes to a 13-year old boy with autism who was admittegh$gchiatric inpatient
facility and Zisserman (1991) used pressure gloves and vest to sie@easory
stimulating behaviours in an eight-year-old girl with smti In both studies no
information is given to us about the reasons why the partichiddren were chosen
or about the sampling strategy. Furthermore, the studies disctiss use of different
variations of touch pressure garments in order to reduce seiflatory behaviours.
In the McClure & Holtz-Yotz (1991) study the sensory stimulatory treatmastalso
used to reduce self-injurious behaviour.

The results of the McClure & Holtz-Yotz (1991) study showed that th
treatment proved to have positive outcomes, since a decreask-stimulation and
self-injurious behaviours along with an increased ability teradt with others were
noted. In the Zisserman (1991) study though, clinical improvements idemngfied
using the pressure gloves but not using the pressure vest. Overall sapélipsih
studies (McClure & Holtz-Yotz, 1991 and Zisserman, 1991) would havencdude
that given the limitations of the studies, definitive conclusiaimsut the efficacy of
the treatment are limited. The shortcomings include the tfaadt the participants
underwent other kinds of treatment during the same period; investigiases and
poor validity of the measures.

Delvin et al (2011), also investigated the effect of sensoegiation therapy
and wanted to identify if this treatment contributed to tltkicgon of self-injurious
behaviours. The treatment was developed by an occupationapigteaind involved

swinging, jumping, rocking on a therapy ball, wrapping in blanket, langwjoint
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compression, squeezing with bean bags, chewing a tube, and brushing.iomauidit
this study the comparative effects of sensory-integratioraplyeand behavioural
intervention (Applied Behaviour Analysis) were explored within aternating
treatments design, and a functional analysis was usedetttify the variables
maintaining the self-injurious behaviour. Self-injurious behavious weasured
through direct observation. It should also be noted that¢a¢ntents were alternated
across everyday sessions. Similarly to the McClure & Hétiz (1991) study only
one child with autism was included and no information aboutd¢hsons why the
particular child was chosen is given.

Contrary to the results of the previous study (McClure & HoltzzY@991)
sensory-integration therapy did not reduce self-injurious \nets. However, the
Applied Behaviour Analysis proved to be more effective in reduciagldeof self-
injurious behaviour. The generalizability of the findings is tediby the single case
nature of the study and the fact that the boy alreadyble&dvioural treatment at
school prior the intervention, which might have affected thetigesiesults of the
behavioural intervention.

6.2.1 Summary

One study by Lang et al (2012), rated as strong level | evidenaduded that there
is not enough scientific evidence to support the use of semdegration therapy for
children with autism. Nonetheless, for outcomes related to tke ofissensory
integration therapy with children with autism, strong evidence fromadl lumber of
RCTs support positive impact on the overall development of chilth@mexample,n
the Pfeiffer et al (2011) study the sensory integration group displsigaificantly
fewer autistic mannerisms; Fazlioglu & Baran (2008) determinatl ttte sensory

integration therapy program positively affected the group of children that tllome

216



sensory integration therapy program and their autistic symptiecreased; Schaaf et
al (2013) supports the use of a sensory intervention for childrenautibm and
lwanaga et al (2014) showed that sensory integration therapechemprove
children’s motor coordination and nonverbal cognition. The remaining studies of
lower quality evidence presented with mixed or negative findingggards to the
effectiveness of sensory integration therapy with children atthsm. Therefore,

based on all of the findings it cannot be determined if it benefits chidtbrautism.
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Table 16. Sensory Integration Interventions

Study Country | Sample Type of treatment Outcome Key findings
Measures
Fazlioglu & Baran| Turkey 2 groups (control ang Intervention progran) Sensory The treatment group shows
(2008) treatment), each comprisin based —on  “The | Fy/51yation Form improvements in sensory problems
Randomized 15 children with autism age| Sensory Diet” vs .
control trial 7-11y regular specia fo_r C,:h”dren
Level | evidence education classes | With Autism
lwanaga et al Japan Children aged 2-6 y divide{ Sensory integratio Japanese re - Sensory integration therapy help
(2014) in sensory  integration therapy (SIT) vs standardized improve children’s motor coordination
Pilot study therapy group (n=8) an| Group therapy version of Miller and nonverbal cognition
Level | evidence group therapy (n=12) Assessment fol Both groups showed improvements
Preschoolers

Lang et al (2012) | USA 25 studies on the use ( Sensory integration Systematic review - 3 studies reported positive effect
Systematic review sensory interventions fg therapy (SIT) of the literature on SIT
Level | evidence children with autistic SIT written - 8 studies reported mixed results

spectrum disorders between 1980-201 - 14 studies suggested that SIT is |

beneficial
Evidence-base did not support the use of
with children with autism
Pfeiffer et al (2011)| USA 37 children with autism o| Sensory integratiof SPM, SRS, QNST - Positive gains in both groups
Randomized PDD-NOS, aged 6-12 vy, therapy (SIT) vs Il, GAS, VABS-2 - Sensory integration group displays
control trial Fine motor treatment significantly fewer autistic mannerisn
Level | evidence than the fine motor group
Schaaf et al (2013)| USA 17 children with autism| Manualized sensory SIPT, GAS, PEDI, - Higher scores on the outcome variab
Randomized aged 4-8y intervention vs usua PDDBI, VABS-2 after treatment
control trial care - Decrease in the children’s need for
Level | evidence assistance regarding self-care ¢
social activities

Bagatell et al USA 6 boys with autism Therapy ball chairs | Social validity - Ball chairs did not appear to K

(2010)
Single-subject
Level IV evidence

(kindergarten-1 grade)

guestionnaire

effective for all children
Positive effect only for the child tha
had the most extreme vestibulg
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proprioceptive-seeking behaviours

Case-Smith & USA 5 boys with autism, aged3l{ Sensory integratioff Engagement Checl Gains in mastery play and addy
Bryan (1999) y therapy (SIT) interaction along with decreases
Single-subject non-engaged behaviours
Level IV evidence No improvement in peer interaction
Devlin et al (2011) | Ireland 4 children with autism age| Sensory integratiof QABF, FAST-R Sensory-integration therapy did n
Single-subject 6-11y therapy (SIT) reduce challenging behaviours a
Level IV evidence Applied  Behaviour might have increased challengiy
Analysis behaviour in 1 child
ABA reduced challenging behaviol
for all 4 participants
Gee et al (2014) USA 7-year-old child with autism| Sound intervention SPM, SensOR Positive outcomes in the child’s
Single-subject behaviour with respect to verbalizatiq
Level IV evidence and self-stimulatory behaviours
Linderman &| USA Two 3-year-old boys with Sensory integratiofl Cook’s revised Improvements in social interactio
Stewart (1999) PDD therapy (SIT) Functional approach to new activities, response
behaviour movement and holding
Single-subject Assessment fo The second participant did n
Level IV evidence Children with demonstrate gains in  function
Sensory Integrative communication
Dysfunction Neither of the boys exhibited sel
stimulating behaviours
Marr et al, (2007) | USA 3 preschool children witli Sensory stories SSP, Time Improvements in targeted behaviours
Single-subject autism Sampling Data One child was already improvin
Level IV evidence Form during baseline
Sniezyk & Zane| USA 3 children with autism, age| Sensory activities Functional No clear functional relationshi
(2015) 2-3y Assessment between positive changes in depend

Single-subject
Level IV evidence

measures and the application of
sensory intervention
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Watling & Dietz | USA 4 children with ASD, age( Sensory integratiof Rating of No significant improvement after Si

(2007) 34y therapy (SIT) videotaped session in undesired behaviour an

Single-subject engagement of the participants

Level IV evidence Sensory integration had a positi
effect on transitions, socializatio
compliance and general behaviq
regulation during the sessions and
the home environment

McClure & Holtz- | USA 13-year old boy with autism| Sensory Stimulatory Clinical Decrease in self-stimulation and se

Yotz (1991) treatment observations injurious behaviours

Case report Increased ability to interact with other

Level V evidence

Zisserman (1991) | USA 8-year-old girl with autism | Pressure  garmeni Clinical Decrease in self-stimulating behaviol

Case report
Level V evidence

(vests and gloves)

observations

with gloves
Non-significant decrease in sel
stimulating behaviours with vests
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6.2.2 Weighted Vests

The use of weighted vests is one of the techniques used byatiooab
therapists when children with autism face sensory progeshificulties. A child
must wear the weighted vest every day for certain peobdisne. The vest usually
weighs 1-4 Ibs and the weight is evenly shared in pocketisei front and back vest
panels (Olson & Moulton, 2004).

Nine studies (table 17) have investigated the effect of wexighlvests in
occupational therapy practice since 2000, and in most of therfinthiegs did not
support the use of the vest on children with autism.

Kane et al (2005); Reichow et al (2010) and Hodgetts et al (2011) exhthat
effects of weighted vests on behaviours considered to be selblstory or
stereotypic. Kane et al (2005) measured four children on the auiestriem. Three
of the participants were diagnosed with autism and ortepeitvasive developmental
disorder-not otherwise specified (PDD-NOS). Direct observation was useekisure
stereotypic behaviours and attention to task during three saHasseline, participant
wearing a vest and participant wearing a vest with no welghorder to improve
controls the conditions were mixed in sequence. In the Reichaln(2010) study the
aim was to determine whether the use of a weightedwasid increase engagement
in the content of a table-time activity. Observation thtougdeos was used to
measure engagement, stereotypic and problem behaviour. Sintdattie previous
study (Kane et al, 2005) three different conditions were compared: weiggedest
with no weight (which served as placebo) and no vest (wlaoked as a baseline).
There were no improvements in the targeted behaviours in either stadidifion, in
three of the participants in the Kane et al (2005) study negatit@omes were

produced after wearing the vest. This highlights the fact teaapeutic interventions
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are not always ‘neutral’ when they are ineffective.

In the Quigley et al (2010) study two children with autism and child with
Asperger’s participated. The aim of the study was to examine the effeate@hted
vests during functional analysis conditions on problem behaviauchildren with
pervasive developmental disorders. Leew et al (2010) recruited four ahildtie
autism and used direct observation to measure joint attemtnoh competing
behaviours (problem behaviours that interfere with the child’s ability to play) after the
use of weighted vests. The results showed that weighted didsit®t decrease the
rate of problem competing behaviours, nor improved joint attentioasuned as
functional, pre-linguistic social communication. Therefore, comsis with the
previous studies (Kane et al, 2005 and Reichow et al, 2010) the usggbted vests
did not result in reductions in problem behaviour for any of the childrémautism
in the Quigley et al (2010) study, nor had a positive effecherparticipants in the
Cox et al (2009) and Leew et al (2010) studies. As seen in thedfah¢2005) and
Reichow et al (2010) studies three conditions (no vests, vetsnwiweight and
weighted vests) were also compared in the Cox et al (2009) study. THdeerchiith
autism participated in this study and the purpose was to igagstihe effect of
weighted vests on in-seat behaviour. The findings suggestedh¢hase of weighted
vests did not increase the duration of appropriate in-seat bahaVlee use of small
samples, biases and co-interventions in the above stucheg @ al, 2005; Cox et al,
2009; Reichow et al, 2010; Quigley et al, 2010 and Leew et al, 2010)dirnmiee
results.

Given the lack of empirical evidence, it is interestingexplore whether this
type of OT is in common use by therapists. Olson & Mou(@004) conducted a

survey of occupational therapists’ use of weighted vests. The survey was sent by mail
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to a random sample of paediatric occupational therapist® fitte American
Occupational Therapy Association’s member database. A sample of 514 paediatric

OTs gave positive responses in regards to improvemenishiidren’s on-task
performance while wearing weighted vests, which contradictgiqu® empirical
findings (Kane et al, 2005; Cox et al, 2009; Reichow et al, 2010; uéilal, 2010
and Leew et al, 2010). Also, the results showed that the resgen@2%) mostly
used the weighted vests with children with autism. However, thetyadiithe results
was limited by the fact that the participants were self-sdect

With the aim to explore the effects of weighted vestschaldren with autism
Hodgetts et al (2011) conducted a small scale randomized contsblidg. The
sample in the Hodgetts et al (2011) study consisted of tedrehilvith autism. The
study took place at each child’s self-contained classroom and observation through
videos along with standardized questionnaires and subjectivetsepere used to
measure the children’s behaviours. Contrary to the findings of the study by Olson &
Moulton (2004) no significant improvements were identified acrods tlad
participants in their behaviours following the application of agiwed vest. Some
positive effects of the weighted vests were identified but ndaedeted behaviours
were affected in a positive manner. The results are wedkboagh by small sample
size, the diversity in classroom setting (segregated and wejusind teaching and
aide styles of interaction.

Two reviews (Stephenson & Carter, 2008 and Morrison, 2007) involving
children with autism and other diagnoses have arrived afasioanclusions with the
above studies (Kane et al, 2005; Cox et al, 2009; Reichow et al, 2010e\Qeticl,
2010; Stephenson & Carter, 2008 and Morrison, 2007 and Leew et al, 2010)

regarding the effect of the use of weighted vests. In the Mor(B@®i7) paper five
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studies were reviewed and it was suggested that there isdiemidence to support
the effectiveness of the use of weighted vests with childignautism. Stephenson
and Carter (2007) reviewed seven studies and reached the comcheti weighted

vests are ineffective. It was also argued in both revidwas most of the studies
examining the use of weighted vests are methodologically weak. i&\snentioned

by the authors most of the studies on weighted vests includthe small sample
size, the conditions in the studies are often not well otbett and interobserver

reliability is either missing or inadequate.

6.2.3 Summary

The body of evidence to support the use of weighted vests fdrexivith autism is
low and inconsistent. Although, Olson & Moulton (2004) found theighted vests
are widely used with children with autism, research is dichiregarding their
effectiveness. Based on the studies with the strongest evicsimge (Stephenson &
Carter, 2008 and Morrison, 2007) weighted vests have not been showmweto

positive effects with children with autism.
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Table 17. Weighted Vests

Study Country Sample Type of | Outcome Measures | Key findings
treatment

Morrison (2007) USA 5 studies Weighted vest vs | review of the| Limited evidence to support the effectiveness of the
Review literature on weighteq of weighted vests on children with autism.
Level | evidence vests from 1980-200¢
Stephenson & Cartg Australia | 7 studies Weighted vest review of the - There is no consistency in the positive results
(2007) literature on the wearing of weighted vests
Review weighted vests
Level | evidence until 2007
Cox et al (2009) USA 3 children with| Weighted vest rating of - Use of weighted vests did not increase
Single-subject autism, aged 5 videotaped duration of appropriate in-seat behaviour
Level IV evidence 9y session
Hodgetts et al (2011) | Canada 10 children| Weighted vest Polar  Vantagg - Some positive effects of the weighted ve
Single-subject with autism, XL heart rate were identified but not all targeted behaviol
Level IV evidence aged 3-10 y monitor, rating were affected in a positive manner

of  videotaped

session
Kane et al (2005) USA 4 children on| Weighted vest Clinical - Noimprovements in stereotypy and attention
Single-subject the autism observation - Negative effect on 3 children
Level IV evidence spectrum
Leew et al (2010) Canada 4 children with| Weighted vest rating of - No decrease in rate of problem compet
Single-subject autism aged 27 videotaped behaviours, nor improved joint attention
Level IV evidence 33 mo session
Quigley et al (2010) USA 2 children with| Weighted vest rating of - Noreductions in problem behaviours

autism and 1 Functional videotaped
Single-subject child with | Communication session
Level IV evidence Asperger’s, Training (FCT)
aged 4-12 y
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Reichow et al (2010) | USA 2 boys with| Weighted vest rating of - No improvements in the targeted behavi
Single-subject autism, aged 4 videotaped (engagement)
Level IV evidence y; one with session
developmental
delay, aged 4 y
Olson & Moulton| USA 514 paediatrig Weighted vest mail survey Increases children’s positive behaviours, e.g. on-
(2004) OTs about paediatrig task performance while wearing weighted
Survey occupational
Level V evidence therapists'
opinions and
general practice

patterns with

weighted vests
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6.2.4 Aquatic Therapy and OT incorporating animals

Another technique that is used by occupational therapists isia@doerapy.
Aquatic therapists treat children with autism in the weterironment. The elements
of the water seem to provide relatively constant somatosensgary (Becker, 1997).
Based on the work of Vonder Hulls et al (2006) the focus of aquatiafi is on the
initiation and maintenance of eye contact, increase otesuration and longer
toleration of touch, which are needed in order to engage in eveaaajties. Hall
(2013) suggests that swimming is a calming sensory activityctrathelp children
with autism advance their communication skills and positive bebesi

With respect to the use of animal-assisted occupational thEmagplyildren with
autism it is suggested by Koegel et al (2005) that it is negessancourage children
with autism to be more active in their therapeutic and legnincesses by engaging
them in the use of naturally motivating elements in the enviemumHowever,
research concerning the use of aquatic therapy and animaédsestupational
therapy as effective interventions is limited and lacks robisttsfic evidence.

Three studies (table 18) examine aquatic therapy and two stiodies on
occupational therapy incorporating animals (table 18) that caredmgnized as an

adjunct to traditional occupational therapy.

Ennis (2011) investigated the efficacy of aquatic therapy and recriked
children with autism. The author used two standardized instrum#msWater
Orientation Test Alyn (WOTA,; Tirosh, 2011) was used to measrechildren’s
adaptation to water and the PEDS-QL (Varni et al, 1999) was letedpby the
parents to assess quality-of-life issues. The author suggestedhé¢éhdreatment
contributed to an increase in the children’s social and communication skills and

physical benefits were reported as well. However, the lawpta size limited the
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generalizability of the results. Pan (2010) used a controlled dotiglé design to
investigate the effect of a 10-week swimming program on 16 childrégmautism.
Each child was assessed three times during a 21-week paribe; beginning, after
the 10-week program and in the end of the study. The childrenalgrelivided into
two groups (A and B); in the first 10 weeks group A was trainedemiater exercise
program whilst group B continued with their regular treatment andagltine next 10
weeks the roles were reversed. The School Social Behaviour Scalese by the
participants’ schoolteacher to assess the children’s social behaviours and all
classroom teachers were blind to the children’s treatment conditions, when the
assessment was carried out. Based on the findings the asitiggessted that this type
of aquatic program could have a positive effect on the agsidtis and social skills,

mostly for children with autism who have developmental and cognitipairments.

Vonder Hulls et al (2006) conducted a survey to identify clinicians’
perceptions of the impact of aquatic therapy for children with autism. Theipeants
of the study were occupational therapists who had used aquatpyhHer at least
one month to treat children with autism aged between four anglei@s. Seventy-
eight occupational therapists were approached from around ttedBtates and they
were selected through aquatic therapy networks and persahélugainess web sites.
Of the 78 surveys nine were not returned, twenty-one were niweddlle, thirty of
the 48 aquatic therapists who returned the surveys did not tré&ieohivith autism
between the required ages, so the results of the study wse ba the responses of
just eighteen clinicians. The survey that was developeddytthors consisted of
three sections: the first focused on the eligibility of therdhists based on the
inclusion criteria mentioned above, the second included questiaos di® length,

duration, and frequency of the sessions, and about the agesatiilthien involved.
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Finally, the third focused on the therapists’ perceptions of the outcomes of aquatic
therapy for children with autism. The results of the survey showatdh#df of the
occupational therapists reported that children benefited fromiadhatapy in seven
areas (swim skills, paying attention, muscle strength, balanceattoge touch, eye
contact and water safety). In addition, 80% of the participants idehtfipositie
change in two areas (self stimulating behaviours and partmipatiwater activities).
However, the sample size was small and selective whioited conclusive
statements along with participants’ biases. Thus, it is probable that the therapists who
volunteered to participate in the study were the ones that were moregalsiut the
gains of this approach.

Animal-assisted-therapy involves the use of an animal irerotd help
decrease symptoms of autism (Mills & Marchant-Forde, 2010). A-aredysis of
animal-assisted-therapy was carried out by Nimer & Lun{@2007). The 49 studies
included in the meta-analysis were coded for effect smésreoderator variables and
four of the studies included participants with autism. It wggsorted that animal-
assisted therapy might have a moderate positive effect dadrerhiwith autism.
Nonetheless, the lack of control groups and other methodologiea fh the animal-
assisted-therapy literature prevent a firm conclusion aboutftbetigeness of this
approach with children with autism.

Sams et al (2006) designed a pilot investigation in order to contpare
effectiveness of occupational therapy based on standard techniqaesupational
therapy incorporating animals with children with autism. Twenty-thildren with
autism participated in the study. The study was conducted desmfiweeks and the
aim was for each child to have one session of standard occup#tienragy per week

and one session of occupational therapy incorporating animalsgek. However,
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due to situational factors the number of sessions that thdrerhireceived therapy
varied between two and twelve sessions of each form of thevagh is a major

shortcoming. Direct observation was used to measure the charthesanguage and
social interactions of the children involved in the study. Bipgnts demonstrated
significantly more social interactions and made more frequssiof language during
occupational therapy incorporating animals. However, the tlssapivolved in the

study were not blind to the purpose of the study and thisdcbaVve biased the
findings. Also, it should be noted that social interaction witimals was considered
equal to social interaction with humans in the study, wigcnot a perception that is
universally accepted.

6.2.5 Summary

There are limited studies throughout the literature examimeaguse of aquatics and
animal-assisted therapy for children with autism and the nihajof these are of

moderate or low quality evidence. The study that had triemgest evidence rating
was a meta-analysis by Nimer & Lundahl (2007) who reportedathiatal-assisted
therapy might have a moderate positive effect on childréim avitism. Additionally,

evidence from different studies has credited aquatic thewatyy having various

benefits for children with autism.

230



Table 18. Aquatic Therapy and OT incorporating animals

Study Country Sample Type of | Outcome Key findings

treatment Measures
Nimer & Lundahl| USA 49 studies Animal- Systematic review - Positive effect on children with autism e,
(2007) assisted-therapy of the literature on decrease of autistic symptoms

animal-assisted
Meta-analysis therapy from 19734
Level | evidence 2004
Pan (2010) Taiwan 16  children  with| Aquatic therapy] HAAR  checklist, - Positive effect of the swimming program
autism, aged 6-8 y S regular| SSBS-2 the aquatic skills
Pre-post level treatment - Decrease in antisocial behaviour problems
Level Il evidence - No increase in social competen
behaviours
Sams et al (2006) USA 22 children  with| Regular Behavioural rating - Increase of social interactions for the (
autism, aged 7-13y | occupational form incorporating animals group

Non-randomized therapy and - More frequent use of language during (
control trial occupational incorporating animals
Level Il evidence therapy -

incorporating

animals
Ennis (2011) USA 6 children with autism| Aquatic therapy| WOTA test 1 and 2 - Increase in the children’s social and
Case series aged 3-9y communication skills and physical benefits
Level IV evidence -
Vonder Hulls et al USA 18 aquatic occupationg Aquatic therapy | Mailing survey - Half of the occupational therapists report
(2006) therapists about clinicians’ that children benefited from aquatic thera|

perceptions of the in seven areas (swim skills, paying attenti

Survey benefits of aquatic muscle strength, balance, tolerating tou

Level V evidence

therapy for young
children with
autism

eye contact and water safety)

80% of the participants identified a positi
change in two areas (self stimulatis
behaviours and participation in wat]
activities)
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6.3 Summary

McBee et al (2012) state that occupational therapy is oneeaghtdst common
types of therapy for pre-schoolers with autism spectrum disorders inhbe@ setting
(SLT: 92% and OT: 67%) and outside the school environment (SLT: 52% and OT
38%). However, this review of the literature demonstrates that ocoo@letherapists
working with children with autism use different approacheth@ir practice, some of
which have better evidence than others.

The studies included in this chapter focus on different approadfas t
occupational therapists use to treat children with autism. @wyof the reviewed
studies (see table 16) on the use of sensory integration therapy suggesedstibiy-
based interventions could be beneficial for children with autisimergas eleven
reported mixed or negative results. Most of the studies that dwatmd positive
results were at the lowest level of certainty or pooreshsfitequality. For example,
Linderman and Stewart (1999) used a non-experimental design, ditgle cases
and reported that their participants were receiving @& $hme time another
intervention as well. There were exceptions to this, howeverSahdaf et al (2013)
carried out a study that met rigorous research standard$oand some positive
results of the SIT with children with autism. Overall thoughs iat clear if this type
of treatment can be beneficial for children with autism.

Nine studies (see table 17) explored the use of weightesl wdt children
with autism. Most of the studies used fairly rigorous experiaiedesigns (e.g.
alternating treatments design) but the findings did not suplpereffectiveness of the
use of the vest on children with autism. Only a few studies examiaezffédttiveness
of aquatic therapy and therapy incorporating animals (table 18¥integs of these

studies support the efficacy of the above techniques for childrenautibm, but
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several methodological flaws found in the studies revieweskeareed the validity of
the results.

According to Sackett et al (1996) in evidence based practice rihegeast
evidence is used to support a clinical approach. Randomized ceattolls and
systematic reviews are perceived to be at the highestdéesidence. The findings
of the studies reviewed here should be interpreted with aifeitations in mind,
since most of them did not employ a randomized controjdesiNevertheless, many
of the studies provide stronger evidence than those reported hén t
psychodynamic/psychoanalytic psychotherapy literature in Ch&pt&he studies
exploring the use of occupational therapy with children withsautincluded larger
sample sizes and the results were not based solely on the investigators’ clinical
observations, as in most of the studies in Chapter 5.

Given the growing number of children diagnosed with autisthtlas fact that
occupational therapy is considered to be one of the most comipes @y treatment
for children with autism it is important to promote researchithaestigates the effect
of occupational therapy on children with autism. As suggested by Bagditason
(2015) there should be more rigorous and high quality interventidirestconducted
by occupational therapy researchers in order to contribute tevidence base and

identify the most effective treatments for children with autism

233



Chapter 7 Research Design and Methods

7.1. Introduction

This chapter describes the methodological approach followed ituthe $he
aim of the chapter is to provide a critical discussion oftieéhodology, methods and
ethical issues related to the study. The context of the settifigse outlined and the
research design, methods and procedure will be described.

As outlined in Chapter One the purpose of the study is taexghildhood
auism in the UK and Greece. The aim is to monitor the pregoéschildren with
autism over time and to explore the differences and simdariti the patterns of
development of children with autism across the different thesagind across
countries. The purpose of conducting a cross-national andddigil research study
Is also discussed in this chapter along with the justiboatif the selection of the UK

and Greece, more specifically the cities of London and Thessaloniki.

7.2 Research Design

This study has a cross-national longitudinal design (Figure limixed
(between-subjects and within-subjects) design was used torexane relationship
between the variables. The similarities and differencélseroutcomes of speech and
language therapy and psychotherapy in the UK and the outcomgseeth and
language therapy and occupational therapy in Greece are explorednvexidng
with the similarities and differences across countries for $paed language therapy.

Longitudinal studies of autism are usually carried out incmmtry to assess
change within a specific context. However, as commented huliSc et al (2012)
when one conducts a cross-national study the benefits aréhéhfindings can be

replicated cross-nationally. In this study the purpose of cdimdue cross-national
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study is to explore the processes that construct nationatetitfes in the treatment of
childhood autism, and to identify and discuss how childhood autiselape in the
two countries. The importance of doing a cross-natistualy is that one can see the
phenomenon in a broader international perspective, which can reeediffdrences
as well as similarities in the manifestation of childhood ausisness countries.

This study also has a longitudinal design as it involvesatedemeasures of the
same children over time. Longitudinal research measures prevalediferent time
points and offers information on causation, prognosis, stability anmdjei{®anson et
al.,, 2002). Longitudinal studies enable researchers to detectechanmglividuals or
their environments from one data point to the next (Hunter et al., 2002).

Figure 1

7.3. The UK and Greece

In cross-national research the first and most challengsig isato select the
countries where the research is to be carried out (Kargt@€08). As stated by

Doran (2002) before conducting a cross-national study it is helpfyhitoas much
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knowledge of the two countries. This includes the healthcarexpthe culture and
the population to be studied.

As already mentioned in Chapter One an important rationalsediecting
these two countries is that there are no other crossaadtstudies exploring the
progress of children receiving different therapies for childhood autisthese two
countries over time. There is also a growing need to exterdefaure with respect
to autism in Greece. This study is aiming to add to timiteld knowledge that
currently exists on this topic in Greece.

Moreover, it is relevant to add that both London and Thessalaeile good
locations for recruitment since there were private centres spediah the specific
types of treatment included in the study. With respect toipehceasons it is worth
mentioning that the researcher has professional experience and kreewlestgvices
for childhood autism in the cities of London and Thessaloniki, spgeatksGreek and
English and the researcher was a student at the City Uibywédrsndon whilst

conducting the research.

7.4 Research Settings

The services where the research was conducted were privategsaand
centres in both countries. In London the participants of thechpaed language
therapy group came from a private practice that provided speech aguaade
services. The psychotherapy group came from a private ceatrertivided mainly
psychodynamic/psychoanalytic services and specializes inlhood autism. In
Thessaloniki the participants were recruited from a privataedhat provides both

speech and language services and occupational therapy services.
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To better understand the context of the services whergedearch was
conducted, the therapists in both countries were askemrplete a questionnaire
(Appendix 1). The questionnaire was not pilot-tested since itamésused as a tool
to explore the research settings and gain a better understaridimgir aims when
working with children with autism. More specifically, it inded 23 questions. The
guestions related to information about the assessments condastadell as
approaches and techniques used by the therapists. Namelypmgids8 served as a
partial indicator of the type of assessment and approach falltwyesach clinician;
questions 4 and 5 focused on the involvement of other professionalsliffenent
fields; questions 5-9 related to information about the charatitsri of each
intervention including parental involvement; questions 10 and 11 refeoréhe
progress of the children as seen by the clinicians and fittadlyaims and specific
treatment techniques used by each service provider were addbgsgedstions 12-
22.

When asked to describe their techniques, the involved theréglstsa range
of intervention techniques such as TEACCH and PECS to spec#ieges. For
example, the private practice that provided psychotherapy iddroresponded that
their strategy is to explore the world from the perspectivasotif the child and the
family and that they work altogether with the whole family.

The services involved may provide different types of therapy but trere
common areas that they all work on. With respect to thgukage and cognitive area
they all focus on the children’s interaction and communication skills, conversation
skills, the child’s capacity for self-expression and their ability to reason and problem
solve; in the area of bevahiour and physical skills all practiaeget behaviour

management and in the social and emotional area thereasmon goal among
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services to improve children’s social skills, play skills and help them manage their
stress. In regards to the main differences among servicespéaeh and language
services in both countries seem to target more the dmweint of speech; the
occupational therapy practice addresses more the children’s sensory difficulties along
with their gross/motor skills compared to the other types efappy and the
psychotherapeutiservice seems to focus more on the development of the child’s
emotional skills and imagination through play. In the spesuh language therapy
practices between the two countries it can be seerbla 1® that they mostly focus
on similar areas, like vocabulary, conversation skills, speechlagenent etc.
Nonetheless, the speech and language therapy practice in Leedms to offer a
wider range of techniques and strategies with respect to children’s social/behavioural
skills and autism diagnostics.

Collaboration with the parents was also an essential compohell of the
services included in the study. The responses to the questemegiorted in Table
19, provide a descriptionf service providers’ reports of their use of specific
treatment practices in intervention programmes for children wiienault is useful to
understand how service providers implement their programmes, in order tiulbert a

picture of their treatment plans and the specific areas thmet (Table 19).
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Table 19. Findings from the Questionnaire

LANGUAGE / COGNITIVE

BEHAVIOUR / PHYSICAL

SOCIAL / EMOTIONAL

SLT-GR Focus on:speech development, descriptive and Focus on:self-care activities and behaviour management | Focus on:play skills, social skills, stresg
communicative language, vocabulary, syntax, articulation management
prosodic features, interaction & communication skills,
receptive language skills, conversation skills, the child’s
capacity for self expression and to reason and problem s
OT-GR Focus on:cognitive skills, interaction & communication Focus on:gross/motor skills, behaviour control/self control| Focus on:play skills, social skills, the
skills, use and understanding of body language and facia] sensorial integration, praxis, everyday activities, the quality child’s awareness of their difficulties and
expressins, conversation skills, the child’s capacity for self | child’s interactions, the child’s ability to cope with everyday emotions, stress management
expression and to reason and problem solve situations, the child’s understanding of social cues and
conventional behaviour, sharing and taking turns, self-carg
activities
PSYCHOTHERAPYUK | Focus on:communication interaction and communication| Focus on:sensorial area, the quality of child’s interactions, Focus on:social and emotional skills,
skills, receptive language skills use and understanding of the child’s ability to cope with everyday situations, the child’s | play skills, imagination, the child’s
body language and facial expressions, conversation skill§ understanding of social cues and conventional behaviour,| awareness of their difficulties and
higher level of language skills (e.g. humpthe child’s sharing and taking turns, behaviour management emotions, stress management
capacity for self expression and to reason and problem si
SLT-UK Focus on:speech (phonology), auditory processing, Focus on:Behaviour management Focus on:play skills, social skills and

expression, understanding, pragmatics, fluency, speech,
verbal language, social and cognitive skills vocabulary,
syntax, semantics, articulation, prosodic features,
abnormal/repetitive use of language, interaction and
communication skills, receptive language skills, use and
understanding of body language and facial expressions,
conversation skills, higher level of language skills (e.g.
humour), the child’s capacity for self expression and to

reason and problem solve

stress management
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7.5 Participants
Twenty children with autism who completed one of two differipges of
treatment in the UK (psychotherapy, n=10 and speech and lanthexgpy, n=10)
were recruited to be monitored post-therapy twice over a twopa@d. Twenty
children with autism that received one of two types of treatment reedd
(occupational therapy, n=10 and speech and language therapy, n=10) were als
recruited to be monitored post-therapy twice over a two-year period. T pdessize
is similar or greater to other studies in this field of resegHayward et al, 2009;
Moore and Goodson, 2003; Charlope-Christy et al, 2002; Vorgraft, e208I7;
Sherkow, 2011; Iwanaga et al, 2014)
The therapists in both countries were asked to identifiggren who met the

following criteria:

e [Odiagnosis of autism or autistic symptoms before being involved in any kind

of treatment.

e [Jto be aged from 2.5 to 10 years.

e [Onon-verbal cognitive abilities to be in the low to normal range.

e [to be either monolingual or bilingual.

Also, the therapists in both countries were asked to exclude children:

e [Jwith concomitant deafness.

e [with epilepsy.

e [Owith visual impairment.

e [Oreceiving another one of the studied therapies intensively.

e [ receiving medication.
The final sample consisted of 40 children with autism that assessed at time point

one: Ten children receiving speech and language therapy and temingecei
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psychotherapy in the UK; ten children receiving occupationaafiyeand 10 children

who had speech and language therapy in Greece. Two of the chiidiea speech

and language therapy group in the UK were not available fosebend assessment

due to personal reasons meaning that in year two, their datat iswvailable.

Additionally, the demographics were not significantly different among groups.eA

way analysis of variance was conducted between groups on agéeamdstilts

(F(3,37)=1.084, p=0.36) showed that there was no significant difference. Also, chi-

square tests were performed and no significant differences were bminegen

groups on gendert (3)=2.165, p=0.58) nor on severity of autism symptogts (

(3)=3.643, p=0.30). Table 20 shows a breakdown of the numbers in each group at

time point one and table 21 shows a breakdown of the numbee&glingroup at time

point two.

Table 20. Sample of children who participated in the study at time 1

UK GREECE
Speech and Psychotherapy Occupational Speech and
Language Therapy Therapy Language Therapy
N=10 N=10 N=10 N=10
9 male/l female 8 male/2 female 10 male 9 male/l female

5 low functioning
children

Mean age=75.90m
Min=37m/Max=108m

(SD=24.6)

4 low functioning
children

Mean age=60m
Min=30m/Max=102m

(SD=27.7)

5 low functioning
children

Mean age=59.30m
Min=39m/Max=96

(SD=18.01)

2 low functioning
children

Mean age=68.50m
Min=45m/Max=98

(SD=16.11)
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Table 21. Sample of children who participated in the study at time 2

UK GREECE
Speech and Psychotherapy Occupational Speech and
Language Therapy Therapy Language Therapy
N=8 N=10 N=10 N=10
7 male/1 female 8 male/2 female | 10 male 9 male/1 female
Mean age=85.87m | Mean age=71.4m | Mean age=70.6m | Mean age=79.7m
(SD=23.6) (SD=27.58) (SD=17.28) (SD=16.8)

7.6 Ethical Considerations

Ethical approval for this study was granted by the School of IH&aliences
Research Ethics Committee at City University London (AppendiPHents were all
given a Participant Information Sheet (Appendix Ill) and they were asksajn a
Participant Consent Form (Appendix IV) prior to the assesméfeanwhile, the
procedures were also explained verbally, in easy to understand dangaahildren
with autism.

With respect to the processing of personal data, the privacy patheipants
was respected and the confidential nature of the study wasugoicated to all
participants, parents, carers and others involved in the study. Adatheipants were
informed that the data from the study would only be used fordleepsirpose of this
research project. They were also informed that their identiybwi protected and
their name, address or other personal information would not be used farrpgose
of the study. All participants were identified by a number and teal names were

not used to identify them in order to ensure confidentialityasficipants. Moreover,
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the hard data were stored in a secure place in a locked cahohetlectronic data

were stored on a password-protected computer.

7.7 Procedure
The selected services in London and Thessaloniki were appdbaeparding the
recruitment of families for the study. In the following sectitme procedure followed
in both countries will be discussed.
7.7.1 Thessaloniki
In Thessaloniki, a Child Neurologist known to have an interesthildhood

autism was approached in order to identify suitable servioce§hessaloniki;
subsequently an introduction to a private centre that provided bo#ths@nd
language therapy and occupational therapy was initiated. Tlwpateanal therapist
and the speech and language therapist were contacted, the smidieseribed and
they agreed to take part in the research and refer childrentfi@mcaseloads. The
therapists sent out an information letter (approved by City Wsitye London
Research Ethics Committee) to the families attending prattice that included the
aims, the content and rationale of the study along with the gwoe® that would be
undertaken (see appendix Ill). Following these letters, the occughtod speech
and language therapists scheduled an initial discussion rameoit between the
parents and the researcher. During the appointment (described onsé&) any
gueries with respect to the research were answered andrémspsigned a consent
(Appendix IV) form (no parents declined at this stage). In additi@agpointments
for the assessments were scheduled.

According to Flewitt (2005) sometimes parents may feel obligeddept the

invitation to participate in a study because they fear ey deny the therapeutic
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process of their children might change and they could be inelyataffected.
Therefore, it is recommended that researchers assure paremkeithehoice will not
affect the services they attend and that they clangysituation. In the current study
this issue was considered, hence the meeting and the informed consenidpi ke
parents prior to the start of the study.

The children from both the occupational therapy group and thecispand
language therapy group were assessed individually in a rotve oentre where they
had therapy and their parents completed the relevant questi@nimaihe same room
after their children completed the tests. The testing was condontedwo sessions
that lasted about an hour each. During the first session theSAD@ the SCQ were

implemented and upon the second visit the rest of the tests were provided.

7.7.2 London

The first step in the recruitment of participants in London t@aapproach a
private psychotherapeutic centre and a private practice difieted speech and
language therapy. A child psychotherapist who was a contact oéskarcher and
runs a private centre providing psychodynamic/psychoanalytic serwias initially
contacted and agreed to take part in the research and refer cHildnentheir
caseloads. With respect to the speech and language tipeeagige the search was
more complicated. A request for services to participatbarstudy was circulated via
emalil or telephone calls. In total about twenty privatérgs were contacted. Some
of these services were not interested and others invited éartaliparticipate but the
families were not interested. Eventually, one of the cliniciais had been

approached agreed to invite families from their private practice.
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The next steps were similar to the procedure followed in &heski. Each
savice sent out an information letter to the families fromrtpeactice that included
the aims, the content and rationale of the study along witprtfeedures that would
be undertaken. Following the letters, the researcher scheduledtraductory
appointment with the families. During the appointment any queries @gfiect to the
research were answered and the parents gave written conseally, Fthe
appointments for the assessments were scheduled.

The children from both the groups were also assessed inaliyida a room
in the service where they had therapy and their parents etgdpthe relevant
guestionnaires in the same room after their children compileéetests. The testing
was conducted over two sessions that lasted about an hdur @aring the first
session the ADOS and the SCQ were implemented and uporet¢badstesting

session the rest of the assessments were carried out.

Figure 2. Recruitment

4 Eligible Practices

inclusion criteria inclusion criteria
(n=8) (n=2)
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! 7 7 7.8
Assessment Measures

As it was previously discussed in chapter 1, autism is derexd as a highly
complex disorder that affects social communication, socrdéraction and
imagination (triad of impairments) in individuals and mightdar the development
of their social, language and cognitive skills (Filipeck et H99). Also, as it is
suggested by the current diagnostic criteria DSMeflition (DSM-5, APA, 2013)
children with autism often present with restricted interesteepetitive behaviours.
Therefore, our aim was to find measures that assess allatesse of deficit and the
search for assessment measures was guided by our need to fintiabblsve been
used in Greece as well. In addition, as it was mentioneddtios 7.4 some of the
therapeutic goals that each practice sets are differemi #ach other, so the
assessment measures needed to reflect each therapy’s focus as well. Thus, by looking
across country and context it was concluded that there Wgited measures that
matched our criteria.

All measures were completed by the parents and via desthg with the
children. Non-standardized Greek versions of all the tests wee for the Greek
sample. The author translated all the tests prior to tilsesasients. Personal
communication and advice from researchers experienced in usingamolastized
Greek versions of the CELF , BPVS and CDI (Stavrakaki & VanlLedy, 2010;
Kambanaros et al, 2015) suggested that for the tests used hereigbds ma
significant translational issues. This is largely because #terials are at the single

word level within this study.
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The following measures were employed:

Autism Diagnostic Observation Schedule (ADOS; Letél, 2000)

The Autism Diagnostic Observation Schedule is a semi-stedttgtandardized
observation of the child that measures autism symptoms il skdatedness,
communication, play (imagination), and repetitive/stereotypic \neties. As part of
the schedule, planned social occasions, referred to as “presses” (Lord et al, 1989) are
created in which a range of social initiations and responsdigely to appear.
Similarly, opportunities to communicate are created in rotdeevoke a range of
interchanges. Various play situations are facilitated aimirgjléov observation of a
range of imaginative activities and social-role play (L@@Q0). Another aim of the
ADOS is to provide presses that draw out spontaneous behaviourschédule
consists of four modules and each one is appropriate for childeraduits at
different developmental and language levels. Each modulealstg 30-45 minutes
and only one is administered to each individual, based on thaidnal’s
developmental and language levels. ADOS items are typisatlyed on a 3-point
scale from 0 (no evidence of abnormality related to autisr) (aefinite evidence).
Some of the items include a code of 3 suggesting severe alitiesritat migh
interfere with the observation. Throughout the analysesesauir3 are converted to
2. Moreover, the scores are compared with an algorithm cugeofe for autism or
more broadly defined ASD (Lord et al, 2000). The ADOS has the maqsirieah
support among observation based diagnostic assessment procedargsiio and is
recommended in several best practice guidelines as an approptéendardized
diagnostic observation test (Wilkinson, 2010). The ADOS was not used a

diagnostic measure but as a tool to assess symptoms.
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Social Communication Questionnaire (SCQ); Rutteale2003)

This is a 40-item binary scaled screening instrument for mutts be completed by
parents. In non-verbal children 6 items are left out. The points are shandehe cut-off
is established as >22 for autism and >15 for ASD (Oosterling et al, 2010). The SCQ is
broadly used to screen for autism spectrum disorders and faddisteed comparative
validity against the Autism Diagnostic Interview-Revised (AD Lord et al, 1994).
Also, it has been recently reported as the most effeetbgmssment tool for autistic

symptoms (Charman et al, 2007).

Raven’s Coloured Progressive Matrices (Raven, 2003)

A child-based measure of non-verbal cognitive ability often usestudies of children

with language impairment due to its easy and quick adminatradack of timed tasks,

and non-verbal nature. The Ravens Matrices include a serieagoéuitis or designs with
a part missing. Each individual is supposed to choose the tpaecto complete the
designs among a variety of options printed beneath (Raven, 2003gsrtlvensists of 36

matrices divided equally into 3 sets (A,AB,B). In each matrigrdhare 6 choices. The
correct answer is given one score and the wrong is givenwhich means that the raw
score on the test ranges between zero to 36. Ravens Mativedeen used broadly in
various settings across countries as a measure of non-vwaddaience (Kazem et al,
2009). Reliability data was presented in the 1986 Raven manual rgh@edequate

reliability for research purposes and validity evidence extepdsarily from

correlational studies with other tests (Kamphaus, 2005).

MacArthur-Bates Communication Development Invent@ipl; Fenson et al, 2006)
The CDI is a well used and standardised parent based checkdisuraeof vocabulary

understanding and use. It contains 416 standard words for whichdmgnrehension and
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production are assessed. With respect to the validity of the @Ddies have
demonstrated substantial correlations between scores on a vafigigrent-report
measures and scores on measures from concurrent language sardéesictured tests

(Feldman et al, 2005).

Clinical Evaluation of Language Fundamentals (CEYF Semel et al, 2003)

The CELF is a child-based standardised language assessmpruvittes a flexible,
multi-perspective assessment process for ppinting a child’s language and
communication strengths and weaknesses. Two subtests were usedilakiogm
Sentences HS-production) and Concepts and Following Directions (C&FD-
comprehension). In the Concepts and Following Directions thd ploints to pictured
objects in response to oral directions and in the Forndul&entences the child
formulates a sentence about visual stimuli using a tatgeded or phrase. The CELF has
showed high correlation rating with similar instruments andvasidity has been
established through factor analyses, review of literature aakyses of response process

(Semel et al, 2003).

British Picture Vocabulary Scale Il ( BPVS II; Duehal,1997)

This is a child-based measure, which is used as a test of wondekige or vocabulary
comprehension and is brief and easy to administer. The chilg tested needs only to
point to a picture and does not have to be able to read, avrgpeak. It is a test of
receptive vocabulary and it is administered individually and providesi-neferenced
scores. Raw scores are converted into an age equivalenirsgeags and months. Also,

the scale has good reliability and validity (Glenn & Cunningham,2005).
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7.9 Data Analysis

The data were analysed using SPSS. The aims were addressethdyyreeated-
measures ANOVAs to assess differences in skill level acomsntries and across
therapies; repeated-measures ANOVAS to assess progress ovérttihmeewhole group;
mixed ANOVAS (2 groups: between x 2 time points: within) to assé&sehtial change
following different therapy types / different country of servicerugorrelational and
regression measures were used to explore associations with dégremgress within
groups. ANCOVA analyses were also employed for progress data where analaisdev
significant baseline characteristics between the groups. When data provedaobbust

enough for parametric analysis, non-parametric equivalents wedenere possible.

7.10 Summary

This chapter has outlined the research design and methodeyedgor this
research involving families of children with autism in the Ukdan Greece. A cross-
national longitudinal design and a mixed (between-subjectsnattin-subjects) design
were utilized in order to address the aims of the study. Thigtehalso reported on the

procedure and the ethical considerations of research with children @&mnubtieats.
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Chapter 8 Results

In this chapter the findings will be presented in 4 main sections:

)] Exploration of association between skills and their developmhé&einds over
time for the whole group (regardless of country or intervention backdyou

1)) Examination of the effects of country (regardless of intervention xgrbe
change over time (country and intervention considered simultaggousl

i) Examination of development across different countriescfaltiren and when
intervention context is held constant, i.e. just SLT groups)

iv) Subgroup analysis of the effect of country on those with thee stherapy
context (SLT); and the effect of therapy context on children instmae
country.

Because of the wide age range represented in the sample, andeobére initial age of

the child might affect rate of development, ANCOVAs have addiliprseen run on

section 8.4 analysis with age as a covariate.

As it is seen below the descriptive details of the lr@selata by country are presented in
table 22. See Appendix V for the individual participant datana¢ ti. Based on the data at
time 1 the CDI scores seem to be high from the very beginnihgshwwas somewhat
expected because it is usually used to assess younger childesreabons why it was chosen
as an assessment measure are considered later in section 8résdlte of the one-way
ANOVAs (table 23) between the 4 groups are also provided here in tardplore any
potential differences between the groups at baseline. Thisrebiowed that there were no
significant differences between the different participant groubs. fElls us that the children
were similar at baseline, which makes it easier to mortir progress over time and look

into the factors that migh have influenced the development of the children’s skills.

251



Table 22. All groups at time 1-descriptive details

Greece - Time 1

SCQ1 ADOS-Coml ADOS-Socl ADOS- ADOS-Sterl C&FD1 FS1 BPVS1 Ravenl CDI-U1 CDI-U/s1
Imagl
SLT
10.8 (SD=3.39) | 4 4,7 1,2 31 20,90 12,30 44.80 10,80 412,20 374,70
(SD=1.33) (SD=2.21) (SD=.63) (SD=1.20) (SD=12.85) (SD=9.58) (SD=20.33) (SD=6.30) (SD=8.13) (sb=101
.30)
oT 13.5 (SD=7.40) | 5.20 6,40 1,50 3,70 12,70 7.40 37 9.70 362.50 325.10
(SD=2.04) (SD=3.89) (SD=1.35) (SD=1.90) (SD=8.69) (SD=7.76) (SD=23.92) (SD=9.27) (SD=109.6) (SD=142.
03)
UK-Time 1
SCQ1 ADOS-Coml ADOS-Socl ADOS-Imagl | ADOS-Sterl | C&FD1 FS1 BPVS1 Ravenl CDI-U1 CDI U/S1
PSYCH | 13.40 5.90 7.30 1.60 3.40 13.50 10.20 41.00 11.70 393.60 301.80
(SD=8.05) (SD=3.573) (SD=3.945) (SD=1.265) (SD=1.955) (SD=18.241) (SD=15.361) (SD=30.166) (SD=11.33) (SD=39.48 (SD=150.103)
SLT 13.63 5.88 7.38 2.25 2.63 15.88 6.50 39.50 11.88 416.00 307.25
(SD=4.897) (SD=1.885) (SD=3.335) (SD=1.165) (SD=1.996) (SD=9.717) (SD=8.944) (SD=22.860) (SD=8.167) (SD=0.00) (Sb=157.197)
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Table 23. Comparison between groups at time 1

Measure

Group

Social

Communication Questionnaire

F(3,37)=0.453,p=0.717

ADOS - Communication

F(3,37)=1.345,p=0.276

ADOS - Social

F(3,37)=1.269,p=0.301

ADOS - Imagination

F(3,37)=1.308,p=0.288

ADOS-Stereotypical behaviour

F(3,37)=0.591,p=p=0.625

Concepts and Following
Directions
(CELF)

F(3,37)=0.796,p=0.505

Formulated Sentences (CELF)

F(3,37)=0.550,p=0.651

British ~ Picture  Vocabulary

Scale Il

F(3,37)=0.174,p=0.914

Raven’s Coloured Progressive

Matrices

F(3,37)=0.116,p=0.950

MacArthur CDI —
no of words understood

&produced

F(3,37)=0.562, p=0.644
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8.1 Development of children with autism over time

First we examined the relationship between the different measuites group as
a whole. The correlations between measures at time 1 revbeateddst of the measures
correlate with one another especially the ones that acetasessess the same areas (e.g.,
language). Moreover, three of the ADOS subscales correlated palyiduiginly with
other skills but it should be noted that the CDI-U (no of wordsetstdod but not yet
produced) did not correlate as strongly across the different medseseJ able 24 for

details).
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Table 24-Correlations

ADOS- ADOS- ADOS- ADOS- CFDtimel FStimel BPVStimel Raventimel CDI-Utimel | CDI-
Comtimel Soctimel Imagtimel Stertimel U/Stimel
SCQtimel Pearson .693** 753 .590** .683** -.480** -.367 -.396* -416** -.321* -.503**
Correlation .000 .000 .000 .000 .002 .024 .014 .009 .050 .001
Sig. (2-tailed]) 38 38 38 38 38 38 38 38 38 38
N
ADOS- Pearson .768** 458** 557** -.661** -.632** -.556** -.500** -.096 -.551**
Comtimel Correlation .000 .004 .000 .000 .000 .000 .001 .566 .000
Sig. (2-tailed]) 38 38 38 38 38 38 38 38 38
N
ADOS- Pearson .678** 744%* - 469** -.389* - 425** -.455%* -.143 -.594**
Soctimel Correlation .000 .000 .003 .016 .008 .004 391 .000
Sig. (2-tailed]) 38 38 38 38 38 38 38 38
N
ADOS- Pearson .531** -.322*% -.275 -.390* -452%% -.155 -.506**
Imagtimel Correlation .001 .049 .095 .015 .004 .352 .001
Sig. (2-tailed]) 38 38 38 38 38 38 38
N
ADOS- Pearson -.280 -.266 -.288 -.313 -.223 -.420%*
Stertimel Correlation .089 .107 .080 .056 .178 .009
Sig. (2-tailed]) 38 38 38 38 38 38
N
CFDtimel Pearson .881** .903** .764** .391* .605**
Correlation .000 .000 .000 .015 .000
Sig. (2-tailed]) 38 38 38 38 38
N
FStimel Pearson .846** 740%* .398* 557**
Correlation .000 .000 .013 .000
Sig. (2-tailed]) 38 38 38 38
N
BPVStimel Pearson 797 .381* .701**
Correlation .000 .018 .000
Sig. (2-tailed]) 38 38 38
N
Raventimel Pearson A42%* .629**
Correlation .005 .000
Sig. (2-tailed|) 38 38
N
CDI-Utimel Pearson .264
Correlation .109
Sig. (2-tailed|) 38
N
CDI-U/Stimel | Pearson
Correlation

Sig. (2-tailed])
N

**_Correlation is significant at the 0.01 level (2-tailed).

*, Correlation is significant at the 0.05 level (2-tailed).
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In the second part of this analysis, the development of the saasplh whole was
explored. Repeated measures ANOVAs revealed that the children (ch38ped
significantly over time on all aspects of measurement. Of paaticgaterest is that as a
group, strong developmental trends can be seen in the leaalisfic features noted on
the ADOS scales (see table 25 for details). This is someaxpatted since development
is rarely static. Nevertheless, some of the tasks useddesigned for younger children
and it remained uncertain as to whether these would shoviogewent in this older age

group. In addition, the measures are raw scores and the group repeesedts age

range.

Table 25.Development of the sample as a whole (n=38)

Measure Time Mean (SD) Statistics
Social )
o ) ] Time 1 12.79 (SD=6.156) F(1,34)=12.899, p=0.001
Communication Questionnaire )
Time 2 11.34 (SD=5.409)
ADOS- Communication Time 1 5.21 (SD=2.418) F(1,34)=30.962,
Time 2 4.21 (SD=2.373) p<0.001
] Time 1 6.39 (SD=3.461) F(1,34)=44.026, p<0.001
ADOS - Social
Time 2 5.18 (SD=2.940)
o Time 1 1.605 (SD=1.151) F(1,34)=17.254, p<0.001
ADOS - Imagination )
Time 2 1.18 (SD=0.982)
) ) Time 1 3.24 (SD=1.747) F(1,34)=19.956, p<0.001
ADOS-Stereotypical behaviour )
Time 2 2.58 (SD=1.638)
Concepts and Following
Directions Time 1 15.74 (SD=12.977) F(1,34)=74.984,
(CELF) Time 2 21.37 (SD=14.240) p< 0.001
Formulated Sentences Time 1 9.24 (SD=10.716) F(1,34)=9.942, p=0.003
(CELF) Time 2 12.58 (SD=12.324)
British  Picture Vocabulary | Time 1 40.63 (SD=23.845) F(1,34)=82.843, p<0.001
Scale Il Time 2 51.68 (SD=24.495)
Raven’s Coloured Progressive | Time 1 10.97 (SD=8.688) F(1,34)=22.021, p<0.001
Matrices Time 2 14.92 (SD=9.601
MacArthur CDI — no of words | Time 1 342.24(SD=137.55) F(1,34)=8.072, p=0.008
understood Time 2 400.89 (SD=65186)
MacArthur CDI-
no of words understood| Time 1 328.26 (SD=135.75) F(1,34)=15.137, p<0.001
&produced Time 2 379.05 (SD=88.486)
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8.2 Development of Greek children and English children

In this analysis, the progress of the children in the differerdleasicountries (Greece, n=20
and the UK, n=18) was compared over time. Mixed 2 (group) x 2 (time)\A®¢Onere
completed on the various outcome measures. The overall pattiesefrevealed few effects
— the children changed significantly over time on all aspectsiezdsurement but there was
one group difference and a few significant interactions. Adhsuires showed change over
time and only the CDI-no of words understood (CDI-U) showed a maict effggroup. More
specifically, the children in Greece seem to have scored highgre CDIU. Also, the
ADOS-Social (Figure 3); ADOS-Imagination (Figure 4); CDI-U (Figur@aid the CDI-no of
words understood and produced (CDI-U/S) (Figure 6) showed a sigwifitaraction effect.
The figures suggest that children in the UK improve faster inatieas of social skill,
imagination and the CDI-U/S showed an increase in theityabiliunderstand and say words
compared to the children in Greece. However, the CDI-U showédhehahildren in Greece
improved faster in the area of comprehension. It should be fatl@monsideration though
that the scores of the children from the UK might have rehch#ing. See Table 26 below
for the descriptive details and Table 27 for the statisticalildett should be noted that the
values in table 26 differ from the ones presented in the giagteuse all the participants
from Greece (n=20) and all from the UK (n=20) at time 1 are pres@ntafile 26 but in the
figures the data of the two participants that dropped out fraMJK group at time 2 wer
taken out pairwise by the ANOVAS. Additionally, the effectes were calculated for all
significant interactions and as it can be seen in table 28 a moeé#iedt size was determined,

that reflects a medium effect.
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Table 26. Comparison of the progress of the children in the different residenbantries-descriptive details

Time 1
SCQ1 ADOS-Coml | ADOSSocl | ADOS ADOS-Sterl | C&FD1 FS1 BPVS1 Ravenl CDI-U1 CDI-U/s1
Imagl
GREECE
12.15 4.60 5.55 1,35 3,40 16.80 9.85 40.90 10,25 287.05 349.90
(SD=5.77) (SD=1.78) (SD=3.20) (SD=1.040) | (SD=1.56) (SD=11.47) | (SD=8.85) (SD=21.97) | (SD=7.73) (SD=170.94) | (SD=122.73)
UK 11.60 4.55 5.40 1,30 3,40 17.95 10.65 44.2 11.85 387.00 363.47
(SD=6.202) | (SD=2.012) (SD=3.11) (SD=1.081) | (SD=1.635) | (SD=13.113)| (SD=10.075) | (SD=23.187)| (SD=7.91) (SD=82.007) | (SD=109.598)
Time 2
SCQ2 ADOS-Com2 | ADOS-Soc2 | ADOS ADOS-Ster2 | C&FD2 FS2 BPVS2 Raven2 CDI-U2 CDI-U/s2
Imag?2
GREECE
11.45 3.95 4.80 1.20 2.90 22.70 12.45 51.40 13.80 387.30 368.85
(SD=5.176) | (SD=2.089) (SD=2.949) (SD=1.105) | (SD=1.619) | (SD=13.849)| (SD=10.272) | (SD=23.372)| (SD=8.205) (SD=88.679) | (SD=103.7233)
UK 11.22 4.50 5.61 1.17 2.22 19.89 12.72 52.00 16.17 416.00 390.39
(SD=5.806) | (SD=2.684) (SD=2.95) (SD=0.857) | (SD=1.629) | (SD=14.919)| (SD=14.580) | (SD=26.366)| (SD=11.057) | (SD=.00) (SD=68.982)
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Figure 3. ADOS-Social scores for groups over time
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Figure 5. CDI-U scores for groups over time
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Table 27. Comparison of the progress of the children in the differentesident

countries-statistical details

Measure

Time

Group

Interaction

Social
Communication

Questionnaire

F(1,36)=11.126,p=0.002

F(1,36)=0.092,p=0.76,

F(1,36)=3.124,p=0.086

ADOS -

Communication

F(1,36)=30.276,p<0.001

F(1,36)=1.507,p=0.22|

F(1,36)=3.976,p=0.054

ADOS - Social

F(1,36)=45.953,p<0.001

F(1,36)=1.631,p=0.21|

F(1,36)=7.107,p=0.011
n2p=0.165

ADOS -

Imagination

F(1,36)=18.322,p<0.001

F(1,36)=0.582,p=0.45,

F(1,36)=7.886,p=0.008
n2p=0.180

ADOS-
Stereotypical

behaviour

F(1,36)=20.553,p=p<0.00

F(1,36)=0.929,p=0.34]

F(1,36)=1.285,p=0.264

Concepts and
Following
Directions

(CELF)

F(1,36)=74.742,p< 0.001

F(1,36)=0.327,p=0.57|

F(1,36)=0.190,p=0.664

Formulated
Sentences (CELF)

F(1,36)=10.238,p=0.003

F(1,36)=0.000,p=0.99

F(1,36)=0.210,p=0.65(

British Picture

Vocabulary Scale Il

F(1,36)=75.657,p< 0.001

F(1,36)=0.133,p=0.72|

F(1,36)=0.821,p=0.37§

Raven’s Coloured
Progressive

Matrices

F(1,36)=21.173,p<0.001

F(1,36)=0.460,p=0.50

F(1,36)=0.236,p=0.63(

MacArthur CDI —

no of words

understood

F(1,36)= 8.698,p=0.006

F(1,36)=7.620,p=0.00

F(1,36)=5.280,p=0.021
n2p=0.138

MacArthur CDI —

no of words
understood

&produced

F(1,36)=15.994, p<0.001

F(1,36)=0.120,p=0.73|

F(1,36)=6.540,p=0.015
n2p=0.154
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8.3 Development of Greek children and English children receiving SLT

In this analysis, the progress of the children (n=18) with theesatervention
context (SLT) but different resident countries (Greece, n=10 and the t#, was
compared over time. Mixed 2 (group) x 2 (time) ANOVAs were comglete the
various outcome measures. Most measures showed change over tieg, $€€),
ADOS-Ster and CDU. Overall it can be seen that children with autism who redeive
SLT are developing in a very similar way across the ¢@ontries. Only the ADOS-
Social (Figure 7) and the Social Communication Questionna@®j$Figure 8) showed
a significant interaction effect (see table 28 below). Thus,ShT group from the UK
seem to improve faster in the area of social skills condptwethe SLT group from
Greece. Furthermore, there was a main effect of group for ADOS-Coattioni scale
and for the ADOS- imagination scale. The children from the SLT group from Greece had
lower scores in both assessment measure3able 28 the statistical details are provided

ard then2p values reflected a large effect.

262



Figure 7. ADOS-Social scores for groups over time
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Table 28. Development of Greek children and English children receiving SLT

Measure

Time

Group

Interaction

Social
Communication
Questionnaire

F(1,16)=3.466,p=0.081

F(1,16)=0.318,p=0.581

F(1,16)=6.610,p=0.021,
n2p=0.292

ADOS - Communication

F(1,16)=21.915,p<0.001

F(1,16)=6.222,p=0.024

F(1,16)=3.042,p=0.100

ADOS - Social

F(1,16)=31.487,p<0.001

F(1,16)=2.917,p=0.107

F(1,16)=6.556,p=0.021,
n2p=0.291

ADOS - Imagination

F(1,16)=6.222,p=0.024

F(1,16)=6.472,p=0.022

F(1,16)=1.143,p=0.301

ADOS-Stereotypical
behaviour

F(1,16)=4.506,p=0.050

F(1,16)=0.689,p=0.419

F(1,16)=0.282,p=0.603

Concepts and Following
Directions

F(1,16)=41.873,p<0.001

F(1,16)=0.660,p=0.429

F(1,16)=0.236,p=p=0.634

(CELF)

Formulated Sentences _ _

(CELF) F(1,16)=9.665,p=0.007 F(1,16)=0.873,p=0.364 F(1,16)=1,612,p=0.222
British Picture

Vocabulary Scale Il F(1,16)=47.544,p<0.001 F(1,16)=0.133,p=0.720 F(1,16)=0.821,p=0.378
Raven’s Coloured

Progressive Matrices

F(1,16)=16.467,p=0.001

F(1,16)=0.722,p=0.408

F(1,16)=2.033,p=0.173

MacArthur CDI —
no of words understood

F(1,16)= 2.399,p=0.141

F(1,16)=2.399,p=0.141

F(1,16)= 2.399,p=0.141

MacArthur CDI —
no of words produced

F(1,16)=6.569,p=0.021

F(1,16)=0.524,p=0.480

F(1,16)=3.100,p=0.097

8.4 The effect of country and intervention context on development over time

In this section, a series of 4 x 2 ANOVAs were performed totifgewhether

country and intervention context affected change over timeT8kele 29 for means and

SDs. The 4 groups were those identified in methods - SLT inR$i¢chotherapy in UK;

SLT in Greece; and OT in Greece. All measures showed chaegdirme and only the

CDI-no of words understood (CDI-U) showed a main effect of group. éanitoe seen in

table 29 most of the participants reached ceiling in the &3kssment. Namely, the

means (SDs) for CDI-U SLT group from Greece time 2 %@ group from UK time 1 and

2 and Psychotherapy group time 2 are all 416 (SD=0)CDhds usually used with younger
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children but because of the wide age range of the partisipathe present study a checklist
that covers the vocabulary of all children was needea, &ie specific tool is widely used, it
has been translated in many languages and has been usethtovesly, because it contains
single words and it is wide in context. Moreover, it barseen that even in the older children
still there was change over time which shows that there watogenent in this area as well.
Overall it can be seen that children with autism are dewglom a very similar way
across countries. Furthermore, only the SCQ (Figure 9) andAEH@S-imagination
(Figure 10) showed a significant interaction effect (see details&able 30) before
adjusting for age. The SLT group in the UK seems to improverfastéhe social
communication area and the figures suggest that the Psychettgmagp in the UK
improved faster in the area of imagination. Also,48p values in table 30 demonstrated
moderate effect sizes. Analyses were also repeated wmngsaa covariate (see details in
table 31). It was found then that for four of the assessmentARKES-Social, the
Concepts and Following Directions (CELF), the Formulated Sentd@dfesF) and the
Raven’s Coloured Progressive Matrices the change over time stopped being santifi
when age at recruitment was considered suggesting that for gkidlsethe age of the
child makes a difference to rate of development. On the oted, hnteraction with
therapy context became significant for two of the assessmenturasashe ADOS-
Communication and the MacArthur CDI-no of words produced. Figures 11 and 12
suggest that the OT group in Greece showed the slowest impnové@mthe area of

communication, language comprehension and production compared to thgrotimes.
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Table 29. All groups- descriptive details

Greece - Time 1

SCQ1 ADOS-Coml ADOS-Socl | ADOS ADOS-Sterl | C&FD1 FS1 BPVS1 Ravenl CDI-U1 CDI-U/S1
Imagl
SLT
10.8 (SD=3.39) | 4 4,7 1,2 3,1 20,90 12,30 44.80 10,80 412,20 374,70
(SD=1.33) (SD=2.21) (SD=.63) (SD=1.20) (SD=12.85) (SD=9.58) (SD=20.33) (SD=6.30) (SD=8.13) | (SD=101
.30)
oT 13.5 (SD=7.40) | 5.20 6,40 1,50 3,70 12,70 7.40 37 9.70 362.50 325.10
(SD=2.04) (SD=3.89) (SD=1.35) | (SD=1.90) | (SD=8.69) (SD=7.76) | (SD=23.92) (SD=9.27) | (SD=109.6) | (SD=142.
03)
Greece - Time 2
SCQ2 ADOS-Com?2 ADOS-Soc2 | ADOS ADOS-Ster2 | C&FD2 FS2 BPVS2 Raven?2 CDI-U2 CDI-U/S2
Imag?2
SLT
11.30 3.20 4.00 1.00 2.80 26.60 14.40 56.70 13,80 416.00 391.40
(SD=4.16) (SD=.789) (SD=1.94) (SD=.667) | (SD=1.22) | (SD=14.60) (SD=10.42) (SD=19.48) (SD=6.12) | (SD=.000) | (SD=61.63)
oT 11.60(SD=6.25)| 4.70 5.60 1,40 3.00 18.80 10.50 46.10 13.80 358.60 346.30
(SD=2.71) (SD=3.62) (SD=1.43) | (SD=2.00) | (SD=12.56) (SD=10.27) (SD=26.66) (SD=10.22) | (SD=121.53)| (SD=133.35)
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UK -Time 1

Scol ADOSComl | ADOSSocl | ADOSImagl | ADOSSterl | C&FDL FS1 BPVSL Ravenl CDI-UL CDI U/S1
PSYCH | 13.40 5.90 7.30 1.60 3.40 13.50 10.20 41.00 11.70 393.60 301.80
(SD=8.05) | (SD=3.573) | (SD=3.945) | (SD=1.265) | (SD=1.955) | (SD=18.241) | (SD=15.361) | (SD=30.166) | (SD=11.33) | (SD=39.48 | (SD=150.103)
SLT 13.63 5.88 7.38 2.25 2.63 15.88 6.50 39.50 11.88 416.00 307.25
(SD=4.897) | (SD=1.885) | (SD=3.335) | (SD=1.165) | (SD=1.996) | (SD=9.717) | (SD=8.944) | (SD=22.860) | (SD=8.167)| (SD=0.00) | (SD=157.197)
UK - Time 2
SCQ2 ADOSCom2 | ADOSSoc2 | ADOSImag2 | ADOSSter2 | C&FD2 FS2 BPVS2 Raven2 CDI-U2 CDI-U/S2
PSYCH | 1180 4.80 5.70 0.70 2.30 17.80 13.70 49.60 14.60 416.00 f’géf’gz 009)
(SD=7.177) | (SD=35.21) | (SD=3.057) | (SD=0.675) | (SD=1.703) | (SD=18.665) | (SD=17.282) | (SD=31.281) | (SD=13.18 | (SD=0.00) '
4)
SLT 10.50 4.13 5.50 1.75 2.13 22.50 11.50 55.00 18.13 416.00 397.25
(SD=3.817) | (SD=1.126) | (SD=3.024) | (SD=0.707) | (SD=1.642) | (SD=8.864) | (SD=11.364) | (SD=20.291) | (SD=8.097 | (SD=0.00) | (SD=53.033)
)
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Figure 9. SCQ scores for groups over time
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Figure 10. ADOS-Imagination scores for groups over time
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Table 30

All therapy groups over time before adjusting for age

Measure

Time

Group

Interaction

Social
Communication

Questionnaire

F(1.34)=12.899,p=0.001

F(1.34)=0.153,p=0.927

F(1,34)=3.055,p=0.041,
n2p=0.212

ADOS -

Communication

F(1,34)=30.962,p<0.001

F(1,34)=1.102,p=0.362

F(1,34)=1.910,p=0.147

ADOS - Social

F(1,34)=44.026,p<0.001

F(1,34])=0.991,p=0.409

F(1,34)=2.354,p=0.089

ADOS -

Imagination

F(1,34)=17.254,p<0.001

F(1.34)=1.492,p=0.234

F(1,34)=3.267,p=0.033,
n2p=0.224

ADOS-
Stereotypical
behaviour

F(1,34)=19.956,p<0.001

F(1,34)=1.444,p=0.247

F(1,34)=0.515,p=0.675

Concepts and
Following
Directions

(CELF)

F(1.34)=74.984,p<0.001

F(1,34)=0.786,p=0.510

F(1,34)=0.573,p=0.637

Formulated
Sentences
(CELF)

F(1,34)= 9.942,p=0.003

F(1,34)=0.355,p=0.786

F(1,34)=0.287,p=0.834

British
Vocabulary Scale
I

Picture

F(1,34)=82.843,p<0.001

F(1,34)=0.242,p=0.867

F(1,34)=1.522,p=0.227

Raven’s Coloured
Progressive

Matrices

F(1,34)=22.021,p<0.001

F(1,34)=0.214,p=0.886

F(1,34)=0.740,p=0.536

MacArthur CDI —
no of words

understood

F(1,34)=8.072,p=0.008

F(1,34)=4.048,p=0.015

F(1,34)=1.810,p=0.164

MacArthur CDI —

no of words

produced

F(1,34)=15.137,p<0.001

F(1,34)=0.364,p=0.780

F(1,34)=2.077,p=0.122
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Table 31
All therapy groups

marked in red)

over time after adjusting for age (the results that chaged are

Measure

Time

Group

Interaction

Social
Communication

Questionnaire

F(1.34)=12.899,p=0.01

F(1.34)= 0.153,p=0.927

F(1,34)= 3.055,p=0.041

ADOS -

Communication

F(1,34)=30.962,p<0.001

F(1,34)=1.102,p=0.362

F(3,33)= 3.400,p=0.029

ADOS - Social

F(1,33)= 3.641, p= 0.065

F(1,34)=0.991,p=0.409

F(1,34)= 2.354,p=0.089

ADOS - Imagination

F(1,34)= 17.254,p<0.001

F(1.34)= 1.492,p=0.234

F(1,34)= 3.267,p=0.033

ADOS-Stereotypical

behaviour

F(1,34)= 19.956,p<0.001

F(1,34)= 1.444,p=0.247

F(1,34)=0.515,p=0.675

Concepts and
Following

Directions

(CELF)

F(1,33)= 3.957, p= 0.055

F(1,34)=0.786,p=0.510

F(1,34)=0.573,p=0.637

Formulated
Sentences
(CELF)

F(1,33)= 0.240, p=0.627

F(1,34)=0.355,p=0.786

F(1,34)=0.287,p=0.834

British

Vocabulary Scale I

Picture

F(1,34)=82.843,p< 0.001

F(1,34)=0.242,p=0.867

F(1,34)=1.522,p=0.227

Raven’s Coloured

Progressive F(1,33)= 1.444, p=0.238 F(1,34)=0.740,p=0.536
. F(1,34)=0.214,p=0.886

Matrices

MacArthur CDI-

no of words | F(1,34)=8.072,p=0.008 F(1,34)=4.048,p=0.015 F(1,34)=1.810,p=0.164

understood

MacArthur CDI-no

of words produced

F(1,34)= 15.137,p<0.001

F(1,34)=0.364,p=0.780

F(3,33)=3.897,p=0.017
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Figure 11. ADOS-Communication scores for groups over time after adjustg for

age
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Figure 12. CDI-U/S scores for groups over time after adjusting for age
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8.5. Development of children experiencing different intervention autexts — within

countries

In this analysis, the data were explored in a different wakis time children

residing within the same country were compared across diffemetervention

backgrounds.

i) Greece: The progress of the different therapy groups in Greece was campare

time. Mixed 2 (group) x 2 (time) ANOVAs were completed on theousrioutcore

measures. The overall pattern of these revealed few effeitts children changed

significantly over time on all aspects of measurement, excephéo65€CQ, ADOS-

Communication and ADOS-Imagination but there were no group eliféers nor

significant interactions suggesting that there is developmemsage, but little added

effect of one particular therapy context over the other. See &bfor the statistical

details. See table 29 for means and SDs.

Table 32.Differences between therapy groups over time-Greece

Measure

Time

Group

Interaction

Social
Communication
Questionnaire

F(1,18)=1.2, p=0.29

F(1,18)=0.39, p=0.54

F(1,18)=3.6, p=0.075

ADOS -
Communication

F(1,18)=7.5, p= 0.13

F(1,18)=2.84, p=0.109

F(1,18)=0.403,p=0.53

ADOS - Social

F(1,18)=14.78,p=0.01

F(1,18)=1.503,p=0.23¢

F(1,18)=0.066,p=0.08

ADOS -
Imagination

F(1,18)=3.24,p=0.089

F(1,18)=0.535,p=0.474

F(1,18)=0.360,p=0.55

ADOS-
Stereotypical
behaviour

F(1,18)=7.37,p=0.014

F(1,18)=0.325,p=0.57¢

F(1,18)=1.18, p=0.293

Concepts and
Following
Directions

(CELF)

F(1,18)=32.72,p<0.00

F(1,18)=2.16,p= 0.158

F(1,18)=0.038,p=0.84
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Formulated
Sentences
(CELF)

F(1,18)=9.98,p=0.005

F(1,18)=1.097,p=0.30¢

F(1,18)=0.369,p=0.55

British Picture
Vocabulary Scale
Il

F(1,18)=27.64,p<0.00

F(1,18)=0.848,p=0.36¢

F(1,18)=0.491,p=0.49

Raven’s Coloured
Progressive
Matrices

F(1,18)=8.71,p=0.009

F(1,18)=0.025,p=0.87¢

F(1,18)=0.209,p=0.65

MacArthur CDI —
no of words
understood

F(1,18)=7.56, p= 0.01

F(1,18[)=2.150,p=0.16

F(1,18)=0.126,p=0.72

MacArthur CDI -
no of words
produced

F(1,18)=5.58,p=0.030

F(1,18)=0.884,p=0.36(

F(1,18)=0.079,p=0.78

i) UK: In this analysis, the progress of the different therapy groupgbeinUK was

compared over time.

Mixed 2 (group) x 2 (time) ANOVAs were comglete the

various outcome measures. Similarly to the Greek data, thellopattern of these

revealed few effectsthe children changed significantly over time on all aspects of

measurement except for the Formulated Sentences (CELF) andCihno of words

understood but there were no group differences. Additionally the Bshé®ed a

significant interaction effect, suggesting that in the SLT grbepetwas a higher increase

of the children’s receptive vocabulary (figure 1and a large effect size was determined

(m2p=0.286). See table 33 for the statistical details.
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Table 33. Differences between therapy groups over timgK

Measure

Time

Group

Interaction

Social
Communication
Questionnaire

F(1,16)=18.191,p=0.00

F(1,16)=0.032,p=0.86

F(1,16)=1.895,p=0.18

ADOS -
Communication

F(1,16)=23.672,p<0.00

F(1,16)=0.070,p=0.79

F(1,16)=1.231,p=0.284

ADOS - Social

F(1,16)=27.457,p<0.00

F(1,16)=0.002,p=0.96

F(1,16)=0.172,p=0.684

ADOS -
Imagination

F(1,16)=12.787,p=0.00

F(1,16)=3.945,p=0.06

F(1,16)=1.044,p=0.322

ADOS-
Stereotypical
behaviour

F(1,16)=12.218,p=0.00

F(1,16)=0.322,p=0.57

F(1,16)=1.718,p=0.208

Concepts and
Following
Directions

(CELF)

F(1,16)=50.528,p<0.00

F(1,16)=0.245,p=0.62

F(1,16)=2.288,p=0.15(

Formulated
Sentences
(CELF)

F(1,16)=4.057,p=0.061

F(1,16)=0.219,p=0.64

F(1,16)=0.126,p=0.721

British Picture
Vocabulary
Scale Il

F(1,16)=78.164,p<0.00

F(1,16)=0.023,p=0.88

F(1,16)=6.407,p=0.022
n2p=0.286

Raven’s
Coloured
Progressive
Matrices

F(1,16)=13.580,p=0.00

F(1,16)=0.142,p=0.71

F(1,16)=1.820,p=0.196

MacArthur
CDI -

no of words
understood

F(1,16)=2.546, p= 0.13

F(1,16)=2.546,p=0.13

F(1,16)=2.546,p=0.13(

MacArthur
CDI -

no of
produced

words

F(1,16)=10.044,p=0.00

F(1,16)=0.032,p=0.86

F(1,16)=0.016,p=0.901
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Figure 13. BPVS scores for UK groups over time
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8.6 Summary of results

In summary, it was found that all children changed signifigaoter time on
all aspects of measurement, regardless of country or intesmerdntext. Also, the
progress of the different speech and language therapy groups teGsk the UK
was compared over time and it was found that children witisra are developing in
a very similar way across the two countries, evennwhgervention context was held
constant. Nonetheless, based on the results the SLT groupsdsimase change on
language and communication measures, whilst the psychotherapy growhanges
in other areas of autistic symptomatology not achieved in ke gdoup, such as
stereotypical behaviour and imagination. The possible reasotisek® differences
in change over time will be discussed later.

When the progress of the children in the different resideahtoes was
compared over time it was demonstrated that the children changedcsigthyfiover

time on all aspects of measurement. However, the childréw iK improved faster
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in the areas of social skill and imagination and there avagyher increase in their
ability to understand and say words compared to the childrerec€. The children
from Greece on the other hand improved faster in the area of ebemzion but it is

worth mentioning that the scores of the children from the UK migve already

reached ceiling in that assessment (CDI-U).

In regards to the progress of the children with the samevémigon context
(SLT) but different resident countries, it was seen that childnamged significantly
over time in most of the assessments except for the SCQ SARIEr and CDI-U.
Therefore, since it was previously seen that there was a satitthange over time
on all aspects of measurement when the progress of the chiidrde idifferent
resident countries was compared over time, it can be notethéhather two types of
therapy (OT and psychotherapy) might have contributed to thédisamt change of
these measures. Also, the SLT group from the UK seems to imfarstee in the area
of social skills compared to the SLT group from Greece. Furthesntoe children
from the SLT group from Greece had lower scores in the AIO®Munication
scale and ADOS imagination scale.

When exploring whether country and intervention context aftechange
over time it was determined that all measures showed charagetime and that
children with autism are developing in a very similar wenoss countries. However,
the SLT group in the UK seems to improve faster in the scol@munication area
and the Psychotherapy group in the UK improved faster iraitb@ of imagination.

Overall, with respect to the speech and language therapy gr@neeéce the
ADOS results demonstrated the children’s improvements in the realms of social
interaction, the CELF results showed a significant diffetdénahe children’s ability

to interpret, recall, execute commands and in their abilityrradtate compound and
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complex sentences and the BPVS showed an increase ofeibeative vocabulary.
Based on the Raven’s Matrices their reasoning ability was also improved after one
year, however stereotypical behaviour, imagination through plag social
communication did not seem to change. In the occupational thgrapp in Greece
the ADOS results indicated improvement in the children’s social skills over time and
the CELF results showed that the children’s ability to formulate compound and
complex sentences along with their ability to interpretalie@xecute commands
advanced in a year. The BPVS showed an increase of their receptaleuiayy and
based on the ADOS there was indication that the stereatypehaviours of the
children in this group were reduced over the year. Also, the CDI shawattrease
in the words that the children understood and produced.

Some subtle effects of intervention context were noted: énsgieech and
language therapy group in the UK the ADOS along with the CEBFVS and
Raven’s results showed an overall improvement in the communication and social
interaction areas, as well as in reasoning ability. This suggestsde ranging
developmental pattern although again stereotypical behaviosimat@aimproved in
this group. In the psychotherapy group in the UK the ADOS redaitteonstrated that
the children in this group used more their imagination during qfteey one year ah
the stereotypical behaviours of these children were reduced owsahdn addition,
the CELF results showed a significant difference in the children’s ability to interpret,
recall and execute commands. The CDI showed an increase inattls that the
children were able to understand and say and the BPVS slawedrease of their
receptive vocabulary but in the SLT group the improvement in this arehigiees.

In summary, whilst the country appeared to make little idiffee to changes

over time, the intervention context may have subtle effects oagects of autism,
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which change over time. Namely children who have received peeck and
language based therapies appear to make more progress on stakbsimaviour
and cognitive flexibility despite being at a similar lewlthe start of this study.
However, the number of comparisons and small sample size thatithe results

need to be interpreted with some caution and this will be disduasther in chapter

nine.
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Chapter 9 Discussion

The purpose of this study was to investigate whether childrém amitism
show significant development in the areas of social skill aathmunication,
regardless of the kind of treatment they are receiving and to exprassociation
between therapy context and the patterns of developméwatadie. In this chapter the
aspects of the disorder that differ in the UK and Greecebeikvaluated along with

the differences (if any) in the developmental patterns acrosdrisu

9.1 Main Findings

In this research study, all children changed significantly dwvee on all
aspects of measurement. Based on the assessments of the civildgeim IGreece
and the UK, children with autism are developing in a &amyilar way across the two
countries. No differences were found at the start of thdystor in the rates of
change in skills. With respect to the effect of the therapyegbion the development
of children with autism, it was found that there were no diffees across
intervention contexts at the start of the study and there wainly non-significant
interactions in the rate of change across the differing tgbaatervention (to be
discussed in greater detail later). However, further analysis shewed important
differences, which will be discussed more fully later. Namghgech and language
therapy participants presented more widespread change on languageascoss the
measures; psychotherapy participants showed significant greaterasecre
imagination; and occupational therapy participants presented saifieduction of
stereotypical behaviour. Finally, it was found that all groups sdamprovements in

the realms of communication.
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9.2 Development of children with autism over time

The children assessed showed progress in their communicatiosoaial
skills after receiving therapy, regardless of the type of inteime they had received.
These results lead us to believe that regardless of the typerapy that the children
received, their skills advanced during the 12 months that they fakoeed up. In
light of the findings from the current study and those of previous studiese({Sslitl,
2004; McGovern & Sigman, 2005; Sutera et al, 2007; Kelley et al, ZDH&man et
al, 2005), it seems that autism symptoms do change over timéiségssed in
chapter one, there is a wide variety of interventions offered tdrehiwith autism,
which are associated with positive results (Baker-Ericzeal.e2007; Smith et al,
2010; Francke & Geist, 2003; Kasari et al, 2006; Case-Smith & Br{889;
Linderman & Stewart, 1999; Watling & Dietz, 2007). The positiuecomes of each
intervention though might be attributed to the “generalised therapeutic attention™ that
each family received and this might explain why all childnerthe present study
progressed and that the therapy context did not seem td &ffgeted change. In
addition, it should be noted that all types of interventionutheti the use of verbal
mediation and that even the one to one interaction tlatchiidren had with a
therapist might have boosted communication disregarding the ¢f treatment
followed.

It could be that age may contribute to the developmerteoEdbmmunication
and social skills of the children involved in this study. Whga was considered at
recruitment the analysis revealed that for the ADOS-§otme Concepts and
Following Directions (CELF), the Formulated Sentences (CELF) and the Raven’s
Coloured Progressive Matrices the change over time stopped lgpinficant. Thus,

the change in children’s ability to interpret, recall, reason and execute commands
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along with their social skills was affected by age and m@$onger significant. On
the other hand, the interaction between change and therapy cataridsignificant
for two of the measurements that assessed the children’s communication skills.
Nevertheless, even with some measures designed towardgeycchildren, change
was detected over time in all children. With regard to the hge d¢hildren start
treatment, further research is clearly needed. For examplengsdtiom a study by
Makrygianni & Reed (2010) in Greece indicated that children’s age was only
associated with the changes in autistic severity; thege&ua child was at baseline,
the greater the decrease in their autistic severity.

The findings of this study suggest that regardless the type @pthéhat
parents choose for their children, there can be improvement imdéaeelopment.
Research has suggested that parental stress is steonglyted with the child’s level
of negative behaviour (Estes et al, 2009). Parents of childrenawitbm spectrum
disorders experience increased challenges because of the natueediforder. For
example, research by Maljaars et al, (2013) suggests that pgrentchild with
autism requires a great deal more activity compared to parentingpieally
developing child. Thus, parents of children with autism often needdé&pt the
environment depending on their child’s needs. Additionally, Maljaars et al (2013)
reported that parents of children with autism focus more on goaVioeins and less
on the repercussions of negative behaviours. Higher levels of strgegents of

children with autism have been identified throughout tleeditire (Kasari & Sigman,

1997; Rutgers et al, 2007; Baker-Ericzen et al, 2005; Abbeduto et al, 2004) edmpar

to parents of typically developing children and parents of chldsath other
developmental disabilities. Also, the fact that there aveays new treatments on

offer may make them feel that they are not doing enough (Solon®©husag, 2012).
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When a child receives therapy the whole family may stafeel supported
and less isolated so this shift in the family dynamics might also contribute to a child’s
progress. Indeed this was a finding in a study by Siklos & Kerns (2B@6parents
of children with autism are in need of consistent therajply thieir children as well as
assistance from knowledgeable professionals and that thendreeseceive support
show healthier adaptation to having a child with autism. Koudeoet al, (2012)
confirms that families are more likely to better develop their @gources when they
are advised and supported in a positive way. In a study [spoB(L984) parents
statel that their most important coping mechanism was the notion that their child’s
services had the family’s best interest in mind. This suggests that the belief that their
child is receiving the appropriate services is important forrparien order to cope

with the diagnosis.

9.3 Effect of country on the development of children with autism

In this study it can be seen that no significant differencere viound in
children with autism across Greece and the UK at the start of theastddynly a few
differences were demonstrated in their patterns of development mesr Niamely,
when the progress of the children between the different residemitries was
compared over time, it was demonstrated that all children chamgaticantly but
the children from the UK showed a faster improvement in th®&-social, ADOS-
imagination and CDI-U/S and the Greek children demonstrateehggores in the
CDI-U. Overall, the children in the UK seem to have improvestefain the areas of
social skill, imagination and in their ability to undersd and say words compared to
the children in Greece. On the other hand there was a fagteoviement of the

children from Greece in the area of comprehension based soleliieo@€DI-U.
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Nonetheless, the children from the UK already had very higres in this
measurement, thus they could have already showed ceilirigrmpance on this
assessement tool.

When the progress of the children with the same interventatext (SLT)
but different resident countries was compared, it was noteédlihmeasures showed
significant change except for the SCQ, ADOS-Stereotypical andUCORerefore,
the differences found in these measures in the overall sanigie have been driven
by the other therapy groups (psychotherapy and occupational theramgid€ring
the results of the comparison of therapies within counfsestion 8.5) as well, it can
be determined that the change in the SCQ is driven by the phgcioy group
because in the Greek sample there was no significant clarfes measure over
time. Additionally, it was demonstrated that the UK childnaad higher scores in the
ADOS-communication and ADOS-imagination and that thegroved faster in the
ADOS-social and SCQ. As it was mentioned in section 7.4, tAes®rvice in the
UK seems to offer a wider range of techniques and strategiés respect to
children’s social/behavioural skills compared to the one in Greece. To that end, it
could be explained why the children that had SLT in the Ugrawved more in the
areas mentioned above.

The fact that in the majority the children are similar betwie two countries
supports the notion of autism being diagnosed in similar wayssacountries (Sipes
et al, 2011) and suggests cross-cultural validity of the disorder.néminal
diagnostic measures, such as the ADI-R and ADOS, are used aorogsies to
diagnose autism. For example, in the UK and Greece the sagmodiic assessment
measures are used (Baird et al., 2006; Papanikolaou et al, 2009). These measures have

provided a format for clinicians to follow which makes it eagierthem to provide a
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standard diagnosis based on the Diagnostic and Statidflaabal of Mental
Disorders- fifth edition (DSM-5 R). This set of diagnostic crdethat different
countries have in common along with the structured assesamastures guarantee a
shared unit of analysis in clinical practice and researalmndrthe world (Matson &
Sturmey, 2011). In a study by Papageorgiou et al (2007) the authors exalored
specific category of autism symptoms (restricted and repetib@haviours and
interests) in Greek children and compared it with previous findings fNorth
America. The results suggested a cross-cultural heterogeniity Restricted and
Repetitive Behaviours and Interests domain of autism. Howewvere tare some
studies (Mandy et al, 2014; Baron-Cohen et al, 2001) suggesting thamasiiests
differently across countries and thus there may be sonberalutiivergence in the
presentation of ASD (Wakabayashi et al, 2006; Freeth et al, 2013). Meattsain
(2011) reported higher levels of severity in the autistic symptoirehildren with
ASD in the UK and US in comparison to those in Israel and Soutkako

Given the wide range of cultures in which the disorderbeas reported, one
would expect to find a rich and extensive international rebeliterature; instead
surprisingly little is known about autism within a culturantext. According to
Ennis-Cole et al (2013) the decisions families make about autisgmasis and
treatment are directly influenced by the family’s cultural background. Thus it appears
that culture may have influenced the way that parents perdberesigns and
symptoms of autism. For example, Mandell & Novak (2005) found Ematish
parents are more inclined to pay attention to general develgpindelays or
regression of language than social difficulties. This could be explaindegct that

the English culture places more importance on language dhasocial skills and
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often parents believe that their children might overcome thesal segiles on their
own.

The salient features of cultures may influence what parents rfostefor
example, it was found by Mandell & Novak (2005) that Easterimimgarents are
more likely to see social difficulties in their children biefepeech problems. Pitten
(2008) suggests that this might be linked to the emphasis tlenladiture places on
social conformity. Social status in Greece is considered mgrertant compared to
the English culture (Argyrakouli and Zafiropoulou, 2003). Resedrat shown
(Argyrakouli and Zafiropoulou, 2003) that in the Greek culture alyamight not be
fully accepted by the society if they have a disableiti ovhich leads to elevated
parental stress. Osborne et al (2008) reported that parental lsiess negative
iImpact on child outcomes receiving intensive intervention fadm with autism
Therefore, the negative attitudes towards disability that are modent in Greece
could possibly contribute to higher parental stress, whidhrim could influence the
development of children with autism. This notion led to theah&ssumption that ¢h
development of children with autism might differ across the Bikd Greece.
However, the results did not fully support this hypothesisesihe children showed
similarities in most of the areas of development thatewassessed. A plausible
explanation for the observed similarities in the manifestabf autism between the
two countries could be that both the UK and Greece astékh developed societies.
Additionally, the fact that the participants were receivinggte treatment increases

the homogeneity of the population between the two countries.

9.4 Effect of therapy context on the development of children with autism

When the children residing within the same country were aoatpbacross
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different therapy backgrounds, it was found that the childrengauhgignificantly
over time on most aspects of measurement but only one signifntaradtion effect
was found suggesting little added effect of one particular theraptexa over the
other. More specifiacally, when the children residing in the UK wergaosd across
different therapy backgrounds, it was found that the BPVS athosv significant
interaction effect, demonstrating that the receptive vocabulatyed/K SLT group
increased faster compared to the psychotherapy group.

It is of interest though that the intervention context did se#¥m to fully
associate with rate of change. It might be expected, for dganat the children
receiving speech and language therapy would progress morericdhgnunication
skills because this is the targeted skill. Several studiesfbawne, for example, that
the use of PECS, which is used by speech and language therbpasts spoken
communication in children with ASD (Charlop Christy et al, 200anget al, 2007;
Yoder & Stone, 2006). More specifically, Yoder & Stone (2006) found that PECS
helped children more in their communication and spoken languagddition, based
on Romski et al (2010), augmented language interventions promotedh speec
production abilities in young children with developmental difies. A more recent
study by Lerna et al (2014) focused on the long-term effectiveoieECS and
reportedthat PECS training helps improve children’s social-communicative skills as
well.

However, it should be taken into account that in the custnly therapists
across all intervention types stated that they focus on the development of children’s
communication skills, as seen in the questionnaires (Appendix IlI). This explain
why all children progressed in a similar way in the languagecammunication area,

since all services appeared to have common aims; to facildammunicative
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development- a key aspect of impairment in autism. Furthermore, one of the
interventions that was often provided to the individuals with Agille they were
receiving another type of intensive treatment was speech anglidge therapy
(Appendix 1ll). Therefore they might have improved in the area ojuage and
communication due to their participation in an SLT program atespoint of their

treatment.

9.5 Therapy specific changes

Despite this more universal picture of change, further analystbeofiata
revealed some important context specific features of change.example, the
children from the speech and language therapy group in Greesedlparticular
improvement in the social area and increased communicaiids) ®ver time. More
specifically, the ADOS resultdemonstrated the children’s improvements in the
realms of social interaction. The CELF results showed a signifidifference in the
children’s ability to interpret, recall and execute commands and the BPVS showed an
increase of their receptive vocabulary. Reasoning ability wss imdlproved in this
group after one year.

In the occupational therapy group in Greece the ADOS deratetstr
improvement in the social area over time and the CELF reduttwesl that the
children’s ability to formulate compound and complex sentences advanced in a year.
Similar findings were reported by Hebert et al (2014) who also tigeded the role
of occupational therapy for the promotion of communication in childréim awitism
and highlighted the importance of occupational therapy in pliaghoearly
communication skills. In the current study the BPVS and thesbbived an increase

of the children’s receptive vocabulary along with the words that they understood and
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produced and based on the ADOS there was some indicatiomhéhatereotypic
behaviours of the children in this group were reduced over the yearcduis be
attributed to the attention that occupational therapisysopadecreasing stereotypic
behaviours by using various sensory-based treatment techniquess,(Ay879).
Watling & Dietz (2007) and Linderman & Stewart (1999) also reportedrpss in
social interaction in children receiving occupational therapyMakiygianni & Reed
(2010) found that Greek intervention programmes were quite heipfuthproving
stereotypic behaviours, which affect autistic severity, and legmpiocedures. As a
result, further studies could shed light to the changes on this ateéttice.

When the progress of the different therapy groups in Greececavagared
over time it was found that the children changed signifigaoh all aspects of
measurement except for the SCQ, ADOS-communication and ADQOgriaten.
Therefore, the difference in these measures, which was seensimntipée as a whole,
was driven by the UK sample.

In the speech and language therapy group from the UK thesreboived that
the children’s social and communication skills advanced over time. Also, the BPVS
showed an increase in their receptive vocabulary and the Raven’s reflected an
increase in their reasoning ability. With regard to the inereims the social-
communicative behaviours in both SLT groups the findings are t¢emsisith prior
research on the relationship between speech and languageythadsocial and
communication skills (Yoder & Stone, 2006; Yoder & Lieberman, 2010; Goetlon
al, 2011; Charlop-Christy et al, 2002; Ganz & Simpson, 2004 aneiSAtarroff et
al, 2009). The children from the Psychotherapy group in the UK shomcre
imagination during play after one year, fewer stereotypic behavemuaisa richer

vocabulary. The rest of the assessments showed a sighifiddrence in the
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children’s ability to interpret, recall and execute commands along with their social
communication skills.

When the progress of the children from the different therapypgrin the UK
was compared over time, it was determined that the children ethamgnificantly on
all aspects of measurement except for the FS and CDI-U, wdacls lus to believe
that the difference in these measures prewotmlind in the whole sample, was
driven by the Greek group. Furthermore, the group effect of the hiD@agination
(p=0.064) and the fact that the interaction became significant f@BRMS, suggest
that psychotherapy mighffect children’s imagination in a positive manner and that
SLT might have a positive effect ehildren’s receptive vocabulary skills.

It is of particular interest that there was a significant reduaif stereotypic
behaviours in the children from the psychotherapy and occupatiweralply groups
because this kind of behaviour can interfere with several aspeetgenfday life.
Stereotypic behaviour is included as one of the diagnostariarfor autism (DSM-5)
and it has been defined as “repetitive and apparently purposeless body movements,
(e.g. body rocking) body part movements (e.g. hand flapping, head ratinge of
the body to generate object movements (e.g. plate spinning, string twirling)” (Lewis
& Bodfish, 1998; p.82). Therefore, this behaviour can affect the dewelop of
various skills and could be socially stigmatizing. If freguestereotypies might
hinder the ability of children to acquire appropriate play skilhd by extension this
behaviour could inhibit social interaction with peers as welfaanily members and
interfere with learning (Krantz & McClannahan, 1998; GoldmarG&ene, 2013).
Reese et al (2003, 2005) conducted indirect assessments witlproargers of
children with autism in order to explore the relationship betwstereotypy and

challenging behaviour. Based on the results the authors sugtfestedhildren with

289



autism may be presenting challenging behaviours that ardfisplgirelated to the
stereotyped behaviours associated with their diagnosis. Tiesséts were also
supported by White et al (2011) who suggested a relationship betteeeotypy and
socially mediated challenging behaviour.

The more specific changes that the subgroup analysis revealedllfivith
the intervention targets of each type of therapy. As it can berséle® questionnaires
(Appendix 1) each intervention focuses on advancing differeniss&iid this was
reflected in the results mentioned earlier. However, with medpethe occupational
therapy group in Greece and the psychotherapy group in the Woutdsbe taken
into account that the children were on average younger thaa thdhe speech and
language therapy groups. This might have influenced the resulte psogress may
be more evident in the early years of a child (Harris and Handleman, 2000).

Several studies have been conducted on the effectivenessarioiusv
intervention programmes for children with ASD but usually betwésdies there are
significant discrepancies in outcome effectiveness (e.g. Tym#sikioore, 2008;
Pfeiffer et al, 2011). The variation in outcomes of different imetions creates
complication in addressing questions about treatment effectiseard leads to
guestions about the presence of some factors that may possillence the
outcomes.

There has been agreement throughout the literature that individua
characteristics influence treatment outcome, with a no “one treatment fits all”
approach. For instance, White (2012) suggested that there is not aneetrethat
can suit all children with autism. However, there are ewy studies that have
focused on the role of individual family and child charactesstin treatment

decisions (Schreibman, 2000). Some researchers have also repattedcth child
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with autism might respond differently to a treatment (Ingérsblal, 2001). Most
parents become overwhelmed when they are expected to cheogghthtreatment
for their child since there are so many options. Parents of ehildith autism state
that the treatments they choose, even if they are not suppgrtedearch, have been
at some level effective for their children (Goin-Kochel et al, 2009).r&he a
growing need for research examining which services or combinatiearates are

effective for children with autism based on their individual charatitesis

9.6 Psychotherapy and autism

The results of the present study provide original findings regartieg
outcomes of psychodynamic/psychoanalytic psychotherapy for childtiemautism.
As discussed in chapter five, many studies in the field of
psychodynamic/psychoanalytic psychotherapy, have reportedveasiiults of small
scale or single case studies of children with autism reweiysychotherapy
(Bromfield, 2000; Kobayashi 2000; Olesker, 1999; Vogratft et al, 2007). Despige som
of these positive anecdotes, there is a lack of rigoregsarch in the field of
psychodynamic/psychoanalytic psychotherapy and the field has retaéas with
respect to its scientific or clinical value. Few studies teximt evaluate the
effectiveness of psychoanalytic/psychodynamic psychotherapyeryday clinical
settings and difficulto-treat populations, like children with autism (Emmelkamp et
al, 2014).

The results of this study are able to offer a better understaondlithe impact
of psychotherapy in comparison to other therapy contexts. mdengs demonstrate
how a psychodynamically - based approach can facilitategeharhen treating

children with autism and suggest that psychodynamic treatna@nbe of value in
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helping children with autism to advance their imaginationir thecabulary, their
ability to interpret, recall and execute commands, their koommunication skills

and to reduce their stereotypic behaviours. These resulta aseordance with the
findings by Bromfield (2000) who demonstrated the therapeutic benefits of
psychodynamic play when treating children with autism andetlwdsShuttleworth
(1999) who suggested that psychoanalytic psychotherapy can help children wi
autism develop.

As already discussed, a subgroup analysis of the data showdtethedup of
children that had psychotherapy showed more imagination duaggfier one year,
their language skills advanced aadeduction of their stereotypic behaviours was
identified. These findings are similar to the findings of Fig2€00) and Barrows
(2002) who reported that the psychotherapeutic approach they followeedpo be
helpful in facilitating the development of the child’s language (Fisher, 2000; Barrows,
2002) and the child’s imaginative play (Barrows, 2002).

The findings of this study also contribute to an undergtgndf the benefits
of psychoanalytic/psychodynamic psychotherapgr se and will be useful
knowledge for parents and healthcare professionals in Greece. Nshedbiesearch
was found investigating the use of this type of treatment ehitldren with autism in
Greece and to the author’s knowledge there are no published statistics in regards to
the number of individuals with autism receiving psychodynamichisaalytic
psychotherapy in Greece. Therefore, since autism seems tog@vel similar way
between Greece and the UK, psychotherapy may also be aniveffégpe of
treatment for Greek children with autism as well, althoughk would need to be
systematically investigated. While these results shouléhteepreted with caution,

they are interesting nonetheless and should receive further attention.
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The role of parents in this type of therapy is also of relevance. séssdied in
a study by Carter et al (2011), children with autism tend to befrefih an
intervention when their parents are included in the treatmeditthey work all
together. Such parent involvement could be the substantia¢eidor the success of
the group of children that received psychotherapy. It is imperativen\planning an
intervention for families of children with autism, to view tkole family as
members of a system who influence each other in order to prok@embst
appropriate care to the child and the rest of the family (Hansduyr&h, 2013).
Future studies exploring the different aspects of interventions, emgntah
involvement, are needed in order to recognize which elementseatimgnt are

important for successful outcomes.

9.7 Limitations of the study

To the author’s knowledge this study is one of the largest cross-national
studies on this topic. However, with an even larger sample gsulitierences might
have been revealed between the groups. Also, it would be interestsggss @ group
receiving no intervention, but for ethical reasons, this would b&alylin the
countries considered here. Nonetheless, the inclusion of idkdeveloped countries
might reveal differences in rate of change for untreated childrethis study the
groups were posthoc found to match on measures at time hesdrtilarities were
presented in the results chapt&otwithstanding, it would clearly be advantageous to
conduct a prospective study in which children with autism raredomised to
intervention groups, and it is acknowledged that the present sxplpres the
intervention context, rather than evaluating the effectiveagserapy directly. This

study goes some way to highlighting different therapy contaxt€annot make firm
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conclusions about which changes were caused by interveettbniques. The fact
that children’s skills naturally change over a year should also be considered, as it will
have affected the results along with the associated gainstherapies during that
period. Without a comparison group of similar children receiving retrtrent, the
gains from each therapy cannot be conclusively attributedatd éntervention
respectively, as we need to consider the maturation effectstidkddiy, a year might
not be enough for a child with autism to change significantlyit sould be more
useful to follow up the children every year for a longer periodrder to have more
robust findings. A longer follow-up period with additional assesgnpoints would
have provided a more accurate depiction of long-term effects of fiferedi
treatments, but the time factor had to be considered in thigciydar study. In
addition, the issue of dosage of intervention was not sufficientlyatatrhecause of
the range of number of sessions of therapy made available to the cthilalréensome
cases might have not been enough for therapy gains to Iseunaele. Each therapy
varied in length of sessions, total number of sessions and nuohbierapists
involved, but this is usually what happens with children with autism. Mjsata can
be a methodological challenge in longitudinal studies. Indtudy, only 2 families
were not retained at time 2, however it would have been pbédera have kept all
participants in the study. Moreover, the fact that only private ipesctvere included
in the current study might have limited the generalizibiifythe results. This study
was only focused on the private sector though in order to mirrathénapy choice
that the parents made for their children, since in the publiorsemineone else makes
that choice for you. Also, the inclusion of private practicesarma@asier to control
for other therapies that the children might have at the danee and it made the

groups across countries more homogenous by limiting the social disaglvant
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Issues of bias and subjectivity often arise when conductirgy Kind of
research. The criteria used to recruit children from each grotips study were the
same, in order to avoid selection bias. The fact that tleanmeser acted as the test
administrator could be considered as a limitation. The waliofitthe study would
have been increased if the researcher was not acting as ¢sscassiowever, the
investigator was not involved in the treatment of any of the partigpantrder to
avoid person familiarity bias.

There are challenges when collecting and analysing datadountries with
different sociocultural contexts and languages. Ungerson (1990) suggested tha
language skills are important and one might lose the cujtdoalded meaning when
in the process of translating data. However, in this study thealdtural/linguistic
background of the researcher assisted in minimising this pdtprbialem. Another
challenge that researchers face when conducting cross-natiorathesethe issue of
translation and adaptation of an instrument (Geisinger, 1994). Bumg an
instrument is adapted to a new linguistic context orppliad to a new target
population, it is important to establish the same meaningsrestructs with the same
standards in that new target population (Geisinger, 1992). Techniques uzeer
to reduce translation-related problems may include back atsons| consultation and
collaboration with other people during the translation prodgssikan, 1998).
Personal communication and advice from researchers experiencasingh non-
standardized Greek versions of the assessment measures watedravithe
researcher for the purposes of the current study. The tasksetethpi the current
study were based on previous Greek adaptations by Stavrakaki & Van yi€2QHD)
and following advice from Stravrakaki and Kambanaros (persmoramunication).

Taxitari, Kambanaros and Grohmann (2015) used a Greek Cypriot #alamtathe
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CDI to explore children’s language in a bilingual context. Stavrakaki & Van der Lely
(2010) investigated whether deficits in the production and comprehension of
pronouns in Greek children with SLI are best accounted foddmain-general or
domain-specifics of language. In their study they used a non-stigmeth Greek
version of the BPVS and a non-standardized Greek version of the iDKitBer to
measure the lexical and grammatical abilities of the chilthhah participated in the
study. They showed that this adapted measure was an accurateichtmbValithin a
Greek setting. The results are limited though by the useeakunes that have not
been normed for Greek children.

The fact that some of the measures are not validated ec&ohallenges the
reliability of the results and it would be beneficial &s@ss test-retest reliability in
future studies in order to demonstrate the validity and lgtabf all the assessment
tools used in the current study cross-natinonally. To that eather limitation is the
lack of pilot testing. A pilot test could have been undemaik order to test adequacy
of the research instruments and to test the research procegddiodally, the
guestionnaires that were completed by the clinicians, e.g. ordgrestions or range
of answers could have been piloted. Pilot studies may idgudiyntial problems but
there is often a concern when data from the pilot studyirecluded in the main
results. In the current study it would not have been possible tiodexany potential
pilot-study participants because it would have resulted irstoall a sample in the

main study.

9.8 Implications for practice
The diversity in the symptoms of children with autism les to a vast

amount of treatment options provided by different servicessaadifferent settings.
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Consequently, the choice for the parents has become even mondtdifiie current
study has provided important findings to parents of children witisrauas it adds
reassuring evidence that no one therapy context is associatedspécially marked
change. The pressure to choose the ‘right’ therapy often reported by parents of
children with autism may therefore be reduced by the resulisisostudy. There is
also the other side of the coin; the specific finding could yntpht the services
involved might lack theoretical underpinning and that is #son why children
performed similarly across specific treatment contexts. Howeveralso likely that
the pathways to change are more complex than this studgheso investigate. For
example, therapist questionnaires suggest that differently nareegpids may be
addressing similar target outcomes.

Based on the subgroup findings the speech and language therapyaagicip
showed more widespread change on their communications skillghileen who
received psychotherapy demonstrated an advantage in theinatiagiskills and the
occupational therapy participants presented fewer stereatypghaviours over time.
The current study may have established that specific chasticeeare linked with
certain treatment approaches, but still it cannot be concludéedhése treatments are
being used to target these specific features. Further research raxphariindividual
characteristics of children with autism is needed in order termiée what treatment
or combination of treatments work for each child. In addition, tiseaeneed to focus
on the recognition of crucial treatment elements in order to idembtifit makes each
therapy successful.

One of the most daunting challenges faced by parents and gioogds
working with children with autism is knowing which of the cdass number of

treatments or interventions will be best. Of the many intdiwes and services
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currently in use Mills & Wings (2005) noted that in many casestibatments
proposed are determined more by the interests and beliefrsgétthe therapist, than
the condition of the child. An internet survey in 2006 in the UK mledi some
insight into the type and number of interventions parents wergy ugith their
children with ASD. They found, that on average, depending on the diy@&D
diagnosis, children were receiving at that time between four andliBerent
interventions and had tried between seven and nine (Goin-Kethgl2006). As we
have yet no definitive way of telling which child will benefibm which therapy
parents are likely to try a variety of approaches to asceshich, if any, are
beneficial for their child. The present study raises awarenestheaf types of therapy
that are available in terms of intervention and parents aren diedter insight in
different therapy choices.

A study by Bowker et al (2011) showed that most familieofaid multiple
treatment choices and the most important factor that hedntto terminate an
intervention or try another one was the lack of their child’s improvement. Parents also
look for alternative approaches when the more traditional ones tdeeam to help
with their children’s symptoms. With respect to parents’ treatment selection for their
children with autism, there is growing evidence that engdigapport is not the most
influential factor (Wong & Smith, 2006; Green et al, 2006; Christoale2010;
Mandell & Novak, 2005). Relatively few empirical studies havenbeonducted on
the topic and the findings are inconsistent. With respect to the influence of children’s
characteristics on parents’ treatment selection, Goin Kotchel et al (2006) suggested
that younger children with autism were more likely to receideabi®ural treatments
and older ones to receive psychopharmacological ones. HoweveleriDas et al

(2011) didnot report any links between children’s ages and the types of treatment that
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their parents chose. Also, Dardennes et al (2011) did not find a reblatiween the
severity of the children’s symptoms and the types of treatment their parents chose.

Many factors have been suggested to influence parental choice of
interventions. These include cultural context (Jegatheesan 20H), Levy et al,
2003); parents’ beliefs about the cause, course and symptoms of the disorder (Mandell
& Novak, 2009); worldviews (King et al, 2009); needs of the child andlya Astin,
1998); past experiences with healthcare providers (Mandell & Novak, ;3tdental
and family characteristics (Hall, 2012); parental stress (Kotstas and
Lampropoulou 1995); parents’ cognitive representations of autism (Al Anbar et al,
2010) and the trust towards the professionals that provide the recontimenda
(Harrington et al, 2006). Accordingly, it is important for professionalexplore
parents’ beliefs about their child’s symptoms and their expectations for the course of
the disorder and to take into account that their cultura¢tsetnight influence their
interpretation of their child’s autism (Hebert & Koulouglioti, 2010).

Another issue that parents of children with autism face ishl&e between
private or public services and their understanding of how thértesd path they
follow may be differentf they decide to spend their own money. The funding for
services for children with autism is a big concern for famil@s/ate and public
insurers and policymakers (Chatterji et al, 2015). Treatmerauiism is considered
to be very costly that also depends on the severity of thgteyns. There is
continuous debate with respect to health insurance and whateseshould be
covered for children with autism (Holland, 2010). In addition, private inseralans
do not include coverage for all types of intervention for autism (Etijiagt al, 2015).
A recent study examining characteristics of children with auiis@reece identified

that 78% of the children in the study had private speech, occupatomalsic
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therapy at least once a week (Stampoltzis et al, 2012). Occupatenapy and
speech and language therapy are typically included in the lanostaof special
education services, but there are individuals who choose to gaoebyiyidornack et
al, 2014). This could be explained due to the long waiting listearptiblic sector.
Families of children with autism face different financial cdsised on the severity of
their child’s symptoms, the country they live in, the extent of comorbid diagnoses and
the age of their child (Kornack et al, 2014).

A study by Irvin et al (2012) suggested that another factor tiflaiences
parents of children with autism and leads them toward thetersegtor is their levels
of stress. It was found in their study that the parents tlea¢ \Wwore stressed were
more likely to choose private therapy for their children. Ieftiral (2014) offered as
an explanation to this finding the fact that these parents had childiemwatie severe
symptomatology and it was more stressful and this might haage them utilize
additional services for their children. Furthermore, literature sug@Estsnas et al,
2012) that parents of children with autism have more difficuitiesccessing services
than parents of children with other types of special healthesésnand that they are
more likely to be dissatisfied with services rendered (Moné al, 2009).
Consequently, parents might opt out of these services and seek praste on

A further and important implication for practice is how thé&rmation from
this study can help professionals who work with children \aiitism further their
understanding of the disorder and how it manifests through tinoedier to provide
appropriate services based on each child’s needs. Moreover, the analysis implied that
certain characteristics tend to be associated with speémtment types. Namely,
speech and language therapy seems to have contributed mbeeadvancement of

children’s language skills; psychotherapy participants showed significantegrea
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increase in imagination; and the stereotypic behaviourbeobtcupational therapy
group reduced significantly ovemie. It was also demonstrated that all participants
showed improvements in the realms of communication.

This finding leads us to believe that sometimes the masttefé course of treatment
is a combination of therapies depending on the individualsneé each family. The
conclusions from these results could assist in creatimgrdioed treatment plan that
will provide desired outcomes. A multidisciplinary approach rlggable to bridge
the gap between clinical services, families and research. RAigislights the
importance of collaboration between professionals of differenicali backgrounds
and promotes interprofessional practice in order to provide theeffestive course
of treatment. It calls upon professions to exchange knowledgetoacombine their
expertise to plan and provide co-ordinated services for better developméntahes
for children with autism.

Dillenburger et al (2014) have reported that sometimes profefssidoanot
agree with each other regarding the choice of treatment lie@mngs should follow
after the initial diagnosis of autism. A multidisciplinagproach is recommended by
the National Institute for Clinical Excellence (NICE, 2013) to profes$omho work
with children in the spectrum. If different areas of expertise carabined, rigid
professional boundaries get extended and the benefits incredisal(irger et al,
2014). The present thesis promotes further reflection upon the bdaoefisildren
with autism when combining treatments.

The UK’s National Autism Plan for Children (NIASA, 2003) and the National
Council for Special Education (NCSE) report (Parsons et al, 2009)idfighhe
importance of a multidisciplinary approach for professionals wonkilg individuals

with autism. According to Parsons et al (2009) this type of inttive practice is
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crucial for families of children with autism because each madargets different
areas of development and help children improve a variety of.skiimilies of
children with autism can be provided with relevant information tlbfierent
disciplines from various professionals and they can helm tthecide the ones more
appropriate for them. However, it is important for the professionals to bkafawith
many treatment options in order to guide the families agugisd (Gabovitch &
Curtin, 2009).

Upton & Upton (2006) reported that sometimes there is diversitng the
opinions of professionals towards various interventions and then &nd to turn
into their own discipline. Nevertheless, Reichow and Volkmar (20d§yest that it
is important for clinical and research purposes to incorpoeatarch across various
practices. Harbin et al (2000) noted that in order to provide effectivéyfaemtred
care to children with autism, it is imperative for professienaladapt services to the

needs of every family and to respect each family’s exclusive features.

9.9 Implications for research and future directions
The purpose of conducting this cross-national study was to exfiere

processes that construct national differences in the area of aatghmattempt to
identify and discuss the differences and similarities inrtianifestation of autism
across the two countries. In cross-national research thes aiot just to confirm that
two systems, for example, have similarities and differences regardingje\griable
but also to evaluate the similarities and differences arpoogesses or relationships
across social systems (Lee, 1984

Cross-national research contributes to understanding betterffdrentes and

the similarities among countries. It also helps in gaimwgreness of phenomena in
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different countries and in searching for clarifications aboutir thexistence
(Chamberlayne & King, 1996). When data is collected from anothertryoalong
with one’s own country the results may offer new perspectives to the research
conducted. It is not necessary for a cross-national study tollgecbmparative. In
some crossational studies each country’s wider social context is compared in order
to explain data (Hantrais & Mangen, 1996). In this study the grassnal approach
is intended to give some suggestions about the way childha@imais treated in
eah country and enable comparisons to be made. The impodéuicéng a cross-
national study is that you see the phenomenon in a broader pimespduy
concentrating on the differences as well as similaritlest appear across the
countries.

According to Hantrais (1999) cross-national comparisons offer seseh
objectivity because it is possible for researchers to taeie own personal view of
their society and to be certain that the way things run im deintry is the best.
Conducting a cross-national study may help the researcherstaocgdishemselves
and to see things more objectively. It becomes easiertdheecept differences and to
analyse the different cultural settings from another arigies way, researchers are
able to identify potential gaps in knowledge, differences aiilarities in
experiences across countries and in perceptions of issues@aties (Bird et al,
2010). According to Gonzalez Block (2006) health systems reseaKds aguntries
can increase successful interventions and makes th# Bgalems stronger. There is
a growing need to gather information about autism from all cosrdne to examine
how differences might relate to different health provision and réifite attitudes
towards the disorder.

The ways in which different countries manage autism spedlisonders are
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interesting and the literature review conducted for this researcéhbasm that there
is a limited understanding of cultural differences. The resulthisfstudy showed

that children with autism are developing in a very similar vaayoss the two

countries. There is very little known about the results péipstherapy in Greece and
since autism seems to develop in a similar way betweeec&rand the UK,

psychotherapy may also be an effective type of treatment iGithek population as
well, although this would need to be systematically ingastid. Furthermore, with
respect to the academic knowledge this research adds to thmalgemerstanding of
autism, as there is a growing need to gain a better uaddnsg of how this disorder
manifests through time. The results of the present studyinfarm the academic
audience of the general development of children with autism ower and of the

outcomes of psychotherapy for children with autism since tisenet enough robust
evidence in the literature.

Most children will probably make some progress in theyestdges of an
approach regardless the type of treatment provided (Jordan et al, 199&uridmt
study adds to the existing knowledge base since the longea#eats of different
interventions on similar children were explored and similar losians were drawn.
An area for further research has been identified to explore sehadee and how it is
linked with change, for example how a particular kind of therapy nigltt certain
skills develop further. The present study can be consideredsteping-stone for
further exploration of the different effect that various intervestibave on children
with autism. Also, we could conduct research in the publitosend compare the
progress of children being treated in the private sector. Futudéestcould make
private vs public healthcare comparisons and could focus agldheents of specific

service use. In addition, future research should investigatenthbdiween individual
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therapy features and the developmental outcomes among childremautism and
explore interventions implemented at a greater intensity over a longgd pétime.

It would be useful to conduct a randomized control studthénfuture, in
order to focus more on the content of therapies, since it wasteotled to assess the
effectiveness of the therapeutic interventions in this stutlyere is limited
understanding of how to target the individual symptoms that ld @hth autism
presents with the appropriate course of treatment. Thereforberfurtsearch is
needed exploring the individual characteristics of children witisia and how they
are linked with each type of treatment. Moreover, if the resulthisfstudy were
replicated in research on a larger scale then it would beesiing to explore further
which of the children’s skills advance more after receiving the differing types of
intensive intervention mentioned above. For instance, thalrehilthat showed
change in their imagination over time were only the ones regepsychotherapy, so
an extension of this study could lead to a better understaradithese findings.
Providing professionals with information on the outcomes of psyclagienay help
to further clarify our understanding of the use of this type of trettnvhen working
with children with autism. According to Cuvo & Vallelynga (2007¢ thversity in
the clinical picture of autism leads to a greater need for chaiized interventions
and the heterogeneity found across ASD symptoms makeg ietervention practice
more of a challenge (Fountain et al, 2012).

The present thesis provides a platform for future research @uépation of
a treatment according to the characteristics of thel.cBiteen et al (2006) conducted
an Internet survey on a sample of 552 parents of children with autisrtetodes the
different treatments that they use. Based on the results theee M8 different

programs, procedures and approaches in use or were in use atasoihe {he past.
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Similar findings are shared by Goin-Kochell et al (2009) andag also reported by
parents that in cases that the symptoms were more seventsgareled to use more
services. Based on the results of studies that explored reatgngarents choose
certain treatments over others, lack of funds, availabilityteeatment efficacy help

parents make the decision to start or discontinue treatn{Botvker et al, 2011).

However, as it is mentioned by Schreibman and Koegel (2005) @ahersot many

interventions that are supported by empirical research. Future emgitidads should

explore the effectiveness of the different types of treatment.

If certain skills change after particular types of therapy ttimicians can use
this information in their practice and multidimensional treatrmaight be required in
order to make a real difference to this group. The individual ooemts that each
service uses yield important information about the focus d¢f gaervention practice.
In the future the combination of these services could alsovestigated as a whole
to see how effective it is. According to Schrek & Mazur (2008) parenthitairen
with autism often combine different treatments and the cooperbetween parents
and professionals is considered a vital part for the progress of childrgreater
understanding of each treatment programme may help to iderdify effective ways
to contribute to the positive progress of children with ASrélresearch is needed
to assess multidisciplinary interventions, how they affect children’s progress over
time, to explore the perceptions and partnerships among profesdranaldifferent
disciplines and to investigate the long-term benefits orlexnggs of this type of

treatment plan.
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APPENDICES
Appendix |

Questionnaires

A) SLT group-UK

Instructions: Please answer the following questions by writing in thedx

provided or by circling the answer of your choice

1. What is the nature of the intervention you provide?

Speech and language therapy

2. What kind of assessment do you practice? What combination of therapy was
used?

Speech and Language Therapy
AAC
Autism diagnostics

3. Do you use standardised assessments?

KL —

4. What kind of other interventions are often provided to the individuals with
ASD you work with (at the same time as your intervention)?

Tick all that apply

OOSpeech and Language Therapy
ABA

M Occupational Therapy

[0 Psychotherapy

OO I don’t know

O Other
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5. Do you work in collaboration with the other professionals involved in the

support of the individuals with ASD you work with?

KLA—

6a. What is the usual frequency of the sessions?

[0 once a day

2 or 3 times a week
M once a week

0 once a month

O less than once a month

6b. What is the usual duration of the sessions?

O 5 or 6 hours
O 3 or 4 hours
O 2 or 1 Y2 hours

O 1hour
less than an hour

7. Do you work in collaboration with the parents?

yes

8. Where does your intervention take place?

Private practice

9. To what extent can an intervention be transferred for use in other settings?

the techniques can be used at various places

10. What areas do the children you treat usually progress in?
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Social, communication, behavioural areas

11. If you noticed any progress, was it maintained after the intervention?

KL A—

12. Do you aim to help children communicate both verbally and nonverbally?

ELSA—

13. Do you focus on the way children respond emotionally?

M

14. Do you work on the child’s ability to communicate wants and needs?

R I—

15. Do you work with alternative communication systems?

ST

16. We focus on:

vocabulary

M syntax

semantics

M articulation

M prosodic features (intonation/volume/tone of voice)
abnormal/repetitive use of language

17. We work on the development of:
interaction and communication skills

M receptive language skills
play skills
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use and understanding of body language and facial expressions

M conversation skills

M higher level of language skills (e.g. humour)

social skills

M the child’s capacity for self expression and to reason and problem solve

O the quality of child’s interactions

[ the child’s ability to cope with everyday situations

[ the child’s awareness of their difficulties and emotions

O the child’s understanding of social cues and conventional behaviour
O sharing and taking turns

18. Do you help the child cope with anxiety?

M

19. We use:

visual aids
behavioural scripts
M social stories

20. Do you assist a child to develop new skills?

EA—

21. Do you help parents learn how to interact and play with their child?

M

22. We focus on:

O self-care activities

O activities to improve the child’s fine and gross motor skills
behaviour management

[ strategies and interventions that address sensory difficulties

23. Do you work with other carers and professionals (e.g. teachers) to provide
them with strategies to assist the child function better in the home, school and
other environments?

ErA -

Please use this space to write anything you would like to add, to specify, or to
make any comment on this questionnaire
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B) Psychotherapy grouptK

Instructions: Please answer the following questions by writing in the dx

provided or by circling the answer of your choice

1. What is the nature of the intervention you provide?

The Clinic provides assessment and treatment to parents wititsiiafiad toddlers and
consultations to primary care givers. The approach is psychodynamic.

2. What kind of assessment do you practice? What combination of therapy was
used?

Our approach is psychodynamic. In other words, we place an esphaslationships.
Our approach is based upon “developmental” psychoanalysis, yet also incorporates
learning from several other fields, including neurobiology, psychodynanghaykoural,
cognitive, humanistic, bio-psychological, and socio-cultural therapies.

3. Do you use standardised assessments?

i

4. What kind of other interventions are often provided to the individuals with
ASD you work with (at the same time as your intervention)?

Tick all that apply

MSpeech and Language Therapy
OO0 ABA

M Occupational Therapy

[0 Psychotherapy
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O 1 don’t know
O Other

5. Do you work in collaboration with the other professionals involved in the

support of the individuals with ASD you work with?

KLA—

6a. What is the usual frequency of the sessions?

once a day
M 2 or 3 times a week
once a week

O once a month
O less than once a month

6b. What is the usual duration of the sessions?

O 5 or 6 hours
O 3 or 4 hours

O 2 or 1 Y% hours
1lhour
O less than an hour

7. Do you work in collaboration with the parents?

We explore the world from the points of view of both thecthihd the family and we

work with the whole family.

8. Where does your intervention take place?

At a private setting.

9. To what extent can an intervention be transferred for use in other settings?
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Our aim is to give the parents the tools they need for the everyday life

10. What areas do the children you treat usually progress in?

Social, communication, imagination, sensorial and affect

11. If you noticed any progress, was it maintained after the intervention?

M

12. Do you aim to help children communicate both verbally and nonverbally?

Er -

13. Do you focus on the way children respond emotionally?

ELA—

14. Do you work on the child’s ability to communicate wants and needs?

EA—

15. Do you work with alternative communication systems?

— il

16. We focus on:

O vocabulary
[ syntax
0 semantics
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O articulation
[0 prosodic features (intonation/volume/tone of voice)
[0 abnormal/repetitive use of language

17. We work on the development of:

interaction and communication skills

[ receptive language skills

play skills

M use and understanding of body language and facial expressions
conversation skills

higher level of language skills (e.g. humour)

M social skills

M the child’s capacity for self expression and to reason and problem solve
the quality of child’s interactions

M the child’s ability to cope with everyday situations

M the child’s awareness of their difficulties and emotions

the child’s understanding of social cues and conventional behaviour
sharing and taking turns

18. Do you help the child cope with anxiety?

KL -

19. We use:

O visual aids
[0 behavioural scripts
O social stories

20. Do you assist a child to develop new skills?

EI -

21. Do you help parents learn how to interact and play with their child?

KU A—

22. We focus on:

O self-care activities

O activities to improve the child’s fine and gross motor skills

M behaviour management

[ strategies and interventions that address sensory difficulties

402



23. Do you work with other carers and professionals (e.g. teachers) to provide
them with strategies to assist the child function better in the home, school and
other environments?

KL A—

Please use this space to write anything you would like to add, to specify, or to
make any comment on this questionnaire

C) SLT group-Greece

Instructions: Please answer the following questions by writing in thedx

provided or by circling the answer of your choice

1. What is the nature of the intervention you provide?

Speech and language therapy

2. What kind of assessment do you practice? What combination of therapy was
used?

3. Do you use standardised assessments?

EiA -

4. What kind of other interventions are often provided to the individuals with
ASD you work with (at the same time as your intervention)?
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Tick all that apply

OOSpeech and Language Therapy
O ABA

M Occupational Therapy

[0 Psychotherapy

O I don’t know

[ Other

5. Do you work in collaboration with the other professionals involved in the

support of the individuals with ASD you work with?

EiA -

6a. What is the usual frequency of the sessions?

[0 once a day

2 or 3 times a week

[0 once a week

[0 once a month

O less than once a month

6b. What is the usual duration of the sessions?

O 5 or 6 hours
O 3 or 4 hours
O 2 or 1 Y2 hours

O 1hour
M less than an hour

7. Do you work in collaboration with the parents?

yes

8. Where does your intervention take place?

Private speech and language therapy centre
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9. To what extent can an intervention be transferred for use in other settings?

To a satisfying level under the right circumstances

10. What areas do the children you treat usually progress in?

Duration of concentration, speech production, development of descriptive

speech and communication

11. If you noticed any progress, was it maintained after the intervention?

12. Do you aim to help children communicate both verbally and nonverbally?

S —

13. Do you focus on the way children respond emotionally?

b I—

14. Do you work on the child’s ability to communicate wants and needs?

EA—

15. Do you work with alternative communication systems?

.y
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16. We focus on:

vocabulary

M syntax

O semantics

M articulation

M prosodic features (intonation/volume/tone of voice)
[0 abnormal/repetitive use of language

17. We work on the development of:

M interaction and communication skills

receptive language skills

play skills

[0 use and understanding of body language and facial expressions

M conversation skills

[0 higher level of language skills (e.g. humour)

social skills

M the child’s capacity for self expression and to reason and problem solve

O the quality of child’s interactions

O the child’s ability to cope with everyday situations

[ the child’s awareness of their difficulties and emotions

[ the child’s understanding of social cues and conventional behaviour
O sharing and taking turns

18. Do you help the child cope with anxiety?

EiA -

19. We use:

O visual aids
behavioural scripts
social stories

20. Do you assist a child to develop new skills?

EI -

21. Do you help parents learn how to interact and play with their child?

KU I—

22. We focus on:
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M self-care activities
[J activities to improve the child’s fine and gross motor skills

behaviour management
[ strategies and interventions that address sensory difficulties

23. Do you work with other carers and professionals (e.g. teachers) to provide
them with strategies to assist the child function better in the home, school and
other environments?

EL-A—

Please use this space to write anything you would like to add, to specify, or to
make any comment on this questionnaire

D) OT aroup-Greece

Instructions: Please answer the following questions by writing in the dx

provided or by circling the answer of your choice

1. What is the nature of the intervention you provide?

Occupational therapy

2. What kind of assessment do you practice? What combination of therapy was
used?
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Assessment: observation of structured and free play, testing, baatkgroun
information, sensorial profile
Treatment: sensory integration, TEACCH, Sherborn

3. Do you use standardised assessments?

KA—

4. What kind of other interventions are often provided to the individuals with
ASD you work with (at the same time as your intervention)?

Tick all that apply

Speech and Language Therapy
O ABA

[0 Occupational Therapy

[0 Psychotherapy

O I don’t know

[ Other

5. Do you work in collaboration with the other professionals involved in the

support of the individuals with ASD you work with?

KU A—

6a. What is the usual frequency of the sessions?

M once a day
2 or 3 times a week

O once a week
O once a month
O less than once a month

6b. What is the usual duration of the sessions?

O 5 or 6 hours
O 3 or 4 hours
O 2 or 1 Y2 hours

O 1hour
M less than an hour
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7. Do you work in collaboration with the parents?

yes

8. Where does your intervention take place?

Private centre

9. To what extent can an intervention be transferred for use in other settings?

To a small degree at home

10. What areas do the children you treat usually progress in?

Fine and gross motor skills/sensory deficits/behaviour managesgiént/s
control/praxis/cognitive skills (concentration, memory, visual skillgrgday

life skills

11. If you noticed any progress, was it maintained after the intervention?

12. Do you aim to help children communicate both verbally and nonverbally?

— i

13. Do you focus on the way children respond emotionally?
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EiA -

14. Do you work on the child’s ability to communicate wants and needs?

e

15. Do you work with alternative communication systems?

— i

16. We focus on:

0 vocabulary

O syntax

0 semantics

O articulation

O prosodic features (intonation/volume/tone of voice)
[0 abnormal/repetitive use of language

17. We work on the development of:

interaction and communication skills

[0 receptive language skills

play skills

0 use and understanding of body language and facial expressions
conversation skills

[0 higher level of language skills (e.g. humour)

social skills

M the child’s capacity for self expression and to reason and problem solve
the quality of child’s interactions

the child’s ability to cope with everyday situations

M the child’s awareness of their difficulties and emotions

the child’s understanding of social cues and conventional behaviour
sharing and taking turns

18. Do you help the child cope with anxiety?

ELA—

19. We use:

M visual aids
M behavioural scripts
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O social stories

20. Do you assist a child to develop new skills?

ELA—

21. Do you help parents learn how to interact and play with their child?

EiA -

22. We focus on:

self-care activities

activities to improve the child’s fine and gross motor skills

M behaviour management

strategies and interventions that address sensory difficulties

23. Do you work with other carers and professionals (e.g. teachers) to provide
them with strategies to assist the child function better in the home, school and
other environments?

ELA—

Please use this space to write anything you would like to add, to specify, or to
make any comment on this questionnaire
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%ﬁ CITY UNIVERSITY
/. LONDON

Ref: PhD/10-11/02

1July2011

Dear Kristi / Julia / Nicola

School of Community and Health Sciences

Research Office

20 Bartholomew Close
London EC1A 7QN

Tel: +44 (0) 20 7040 5704

www.city.ac.uk

Re: A cross-national retrospective evaluation study of interventions in childhood autism

Thank you for forwarding amendments and clarifications regarding your project. These have now
been reviewed and approved by the Chair of the School Research Ethics Committee.

Please find attached, details of the full indemnity cover for your study.

Under the School Research Governance guidelines you are requested to contact myself once
the project has been completed, and may be asked to complete a brief progress report six
months after registering the project with the School.

If you have any queries please do not hesitate to contact me as below.

Yours sincerely

Alison Welton

Alison Welton
Research Governance Officer

Appendix 111

Information letter
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Dear Parent

A cross-national study of childhood autism

| am writing to invite you and your child to take part in a stedploring different
approaches of treating childhood autism in England and in Grigesemportant to
assess what treatments work for which children and to idethtifye characteristics
that predict responsiveness to specific programs/approaches.

Children with autism who had different types of treatment kdlltaking part. The
service where your child was offered help and City University Loradenworking

together on the study.

What will your child do?

We are interested to see how children with autism progréssrateiving intensive
therapy. We are also interested to find out which children lemeit from each
intervention and what the differences are in their communicatidis after using
different interventions.

To help us achieve our goal we would like to measure your child’s progress twice
over a period of two years. Each time the researcher witidspleout 1 hour with you
and your child for each direct assessment and also your childemibserved using
the ADOS tool (theAutism Diagnostic Observation Schedulas an instrument for
diagnosing and assessing Autism). The researcher will hgadice check and be
very used to working with young children, including those witlmemnication

problems.

What will you be asked to do?
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We would like you to complete two questionnaires twice fav@ayear period. These

will be about your child’s social and communication skills.

Who will get the information from the study?

At the end of the study you will be provided with a summaryhefresults and the
actual scores upon request. The information and scores frostuidie will not be
shared with any other children or families.

In any reports, the scores will always be looked at as group iafanm So, it might
say ‘Most of the children’s language improved during speech and language therapy’.
At no point will your family or child’s name be kept on a computer or written into a
public report. All researchers must keep to the Data ProteAtibd998. All data
will be kept in locked filing cabinets and spreadsheets will be madgwotected. No

personal information will be shared outside of the research study.

Can you change your mind after you have said yes?

You and your child are free to change your mind at any time @&howv giving any
reason and we will completely understand. If your child looks wuhs#tg the tasks

we will stop. You can also speak to someone else apartthhlermesearchers about
the study if you are not happy. You can phone or write to theetaeg of the
Research Ethics Committee. That  person iIs:  Anna  Ramberg,
(. Sccretary to Senate Research Ethical Committee, City
University, Northampton Square, London EC1V OHB, Sl You need
to give the name of the study as: A cross-national study of childhadistna

In Greece you can contact: Dimitrios Zafeirjjjjj S  VD. PhD Child

Neurologist Assistant Professor of Child Neurology and Developrin@athatrics, 1
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department of paediatrics, Aristotle University of Thessalpridgnatia St. 106
54622, Greece, TN

It is really important to remember that you can say nbigevaluation study without
affecting your child’s involvement in any of the intervention centres. Your child can

still continue even without taking part in this evaluation study and navdheind.

What to do next

If you are happy for your child to take part, please fill in aga ¢he two forms with
this letter and return it to the.... or post it back to us in the envelope.

Taking part in the study will help us provide information to you, the servieedvied
and the academic audiences about the outcomes achievedhestiferent ways of
treating childhood autism and to compare data on the progresshyaseh child
over the course of research in the social, emotional and conationiarea. Parents
quite often find great difficulty in making up their mind whichlthe most appropriate
approach for their child, and interventions often incur financial cosfamilies.
Through the study different programmes will be explored and fukim@vledge will
be gained about the progress of the children involved and abostrémgths and
weaknesses of these programmes.

Many thanks for your help,

Maria Krystallia Pop il
Tel

I
Nicola Botting |
Nicola Botting PhD
Language and Communication Science
City University, London, EC1VOHB
Joint Research Director and Senior Tutor for Researc

Appendix IV

Consent Form
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A cross-national study of childhood autism
| have read the information letter, which | can keep

| have had the chance to talk more with someone about the study if | wanted
to

| understand that any information from the study will be kept private and that
no-one will be able to tell how my child did on the tasks except the research
team and the services involved with my consent

My child’s name won’t be written into any reports or be kept on any computer
files

| agree to City University London keeping and using this anonymous
information for this study

| understand that the answers | give and the results of my child’s tests will be
used only for the study

| only agree if the City University London keeps its promise to stick to the
rules of the Data Protection Act 1998

| understand that no-one will visit me at home or contact me at my home
address without my consent.

| understand that agreeing to take part means that | am happy to:

- Let my child complete the tests given by the researcher on 2 occasions
in 3 years

- This will take place at the institute where my child had/has therapy

Please indicate below your agreement

1. Have you read the Information Letter? YES/NO
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2. Have you been told enough information about the study?

YES/NO

3. Do you understand that you do not need to take part in the
study and if you do take part you and your child can change
your mind and drop out:

- at any time (even after the study has started)

- without having to give reason for dropping out

- and without disadvantage to you or your child?

YES/NO

4. Do you agree to take part in this study?

YES/NO

Please give this back to Maria Krystallia Poppi
This project has been approved by the SCHS Research Ethics
Committee at City University London
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Appendix VI

List of assessment measures (chapter 2 and chapters 4,5,6)

ABC Aberrant Behaviour Checklist

ABCL Adult Behaviour Checklist

ADOS Autism Diagnostic Observation Schedule

ADI-R Autism Diagnostic Interview-Revised

ALS Asher Loneliness Scale

ASQ Autism Screening Questionnaire

ATEC Autism Treatment Evaluation Checklist

BASC Behaviour Assessment System for children

BPVS British Picture Vocabulary Scale

BRIAAC Behaviour Rating Instrument for Autistic & Atypical Children
BSID Bayley Scales of Infant Development

CASL Comprehensive Assessment of Spoken Language
CARS Childhood Autism Rating Scale

CBC Child Behaviour Checklist

CBS Checklist and Behaviour Sample

CBCL Child Behaviour Checklist

CDER Client Development Evaluation Report

CDI MacArthur Communicative Development Inventory
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CELF-R

CES-D

CSBS DP
Profile

CSS

DAS

DBC

DIGS

DISCO

EAP

Clinical Evaluation of Language FundamentaRevised
Centre for Epidemiologic Studies Depression Scale

Communication and Symbolic Behaviour Scales Developmental

ADOS calibrated severity scores

Differential Ability Scales

Developmental Behaviour Checkilist

Diagnostic Interview for Genetic Studies

Diagnostic Interview for Social and Communication Disorders

Brunet Lezine Revidechelle de developement psychomoteur

de la premiere enfance, Paris

EDR

EOWPVT

ESCS

EVT

FACES

FASTR

FIGS

FMSS

GAS

GMDS

Early Development Interview

Expressive One-Word Picture Vocabulary Test-Revised

Early Social Communication Scales

Expressive Vocabulary Test

Family Adaptability and Cohesion Evaluation Scales

Functional Assessment Screening-Rewvised

Family History Interview for Genetic Studies

Five Minute Speech Sample

Goal Attainment Scale

Griffiths Mental Development Scales
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HCAM Hampstead Child Adaptation Measure

HETA Hopes and Expectations for Treatment Approach
K-ABC Kaufman Assessment Battery for Children

Leiter Leiter International Performance Scale

M-CHAT Modified Checkilist for Autism in Toddlers

MIS Motor Imitation Scale

MPR Merrill-Palmer-Revised Scales of Development
MSEL Mullen Scales of Early Leanni

NARA Neale Analysig Reading Ability

PAF Proximal attention-following procedure

PAI Positive Affect Index

PDDST Pervasive Developmental Disorder Screening Test
PEPR PsycHeducational Profile-Revised

PL-ADOS Pre-Linguistic Autism Observation Schedule

PLS Preschool Language Scale

PPVT Peabody Picture Vocabulary Test

PDS Pubertal Development Scale

PDDBI Pervasive Developmental Disorders Behaviour Inventory
PEDI Paediatric Evaluation of Disability Inventory

PSI Parenting Stress Index
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QABF Questions About Behavioural Functions

QNST-II Quick Neurological Screening Test

Raven’s Raven’s Progressive Matrices

RBQ Repetitive Behaviour Questionnaire
RBSR Repetitive Behaviour ScaRevised

RDLS Reynell Developmental Language Scales
SIPT Sensory Integration and Praxis Test

SSB2 School Social Behaviour Scale

SSP Short Sensory Profile

SPM Sensory Processing Measure

SRS Social Responsiveness Scale

STAT Screening Tool for Autism in Two-year-olds
SBS Stereotyped Behaviour Scale

SCQ Social Communication Questionnaire

SRS Social Responsiveness Scale

SGM Story Grammar Marker

SIB-R Scales of Independent Behayitevised

SICD Structured Clinical Interview for DSM
SICD-R Sequenced Inventory of Communicative DevelopRenised
TLC Test of Language Competence
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TOPL

VABS

VSC

WAIS-R

WISC

WPPSIR

WPPSIR

WJI-R

WIAT

WOTA

WRIT

Y-BOCS

Test of Pragmatic Language

Vineland Adaptive Behaviour Scale

Vineland Screener

Wechsler Adult Intelligence SeRlevised

Wechsler Intelligence Scale for Children

Wechsler Preschool and Primary Scale of Intelligence

Wechsler Reehool and Primary Scale of Intelligence-Revised

WoodcoekohnsonRevised

Wechsler Individual Achievement Test

Water Orientation Test Alyn

Wide Range Intelligence Test

Yale-Brown Obsessive Compulsive Scale
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