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1. INTRODUCTION


Autism Spectrum Disorder (ASD) has generated a lot of interest in recent years, both among the professional and scientific public, and the general public. A great attention is paid to this type of disorder, particularly due to significant changes in its prevalence, which are systematically observed over the past few decades (for an overview see Matson and Kozlowski, 2011), and particularly over the past several years. 

Although these disorders used to be considered rare, more recent estimates of the prevalence of the autism spectrum disorders assess the prevalence at approximately 1% in general population (Williams, MacDermott, Ridley, Glasson and Wray 2008; Kogan et al., 2009). The most recent reports of the US Centers for Disease Control and Prevention (2014) show that the prevalence of the autism spectrum disorder among 8-year-olds is even higher, and is around 1.5 % (i.e. one child in 68). The increase in the number of children affected by this disorder is often labelled in the media as the «autism epidemics», and the disorder is considered as one of the challenges of today's society. 


	At the same time, the official data of the Register of Persons with Autism in the Republic of Croatia indicate the prevalence lower than 1/1000 (Benjak and Vuletić Mavrinac, 2009). Such insubstantial indicators are partly the reflection of deficient diagnostics of developmental disorders (particularly in early age), the absence of clear and uniform criteria and standardised measuring instruments used in the assessment, as well as inadequate education of experts about the complex diagnostics procedure. As a consequence, children with the autism spectrum disorder very often receive other diagnoses (for instance, intellectual difficulties, delayed speech development, attention and hyperactivity disorder, delayed psychomotor development, developmental dysphasia, sensory integration disorder, etc.), which only partly recognise and describe their developmental developmental profile and intervention needs. The majority of diagnostics teams are located in the city of Zagreb, and parents often travel more than 300 kilometers to get a diagnosis for their child. The centralisation of the diagnostics service alse results in long waiting lists, which is why parents have to wait from six months to a year for a scheduled appointment for the assessment.
Early identification of autism spectrum disorder in children is essential for their progress and favourable outcome, since it ensures that the children can access adequate intervention, enables timely support and education of parents, and thus reduces family stress, leads to better language skills, social relations, adaptive functioning and reduced undesirable behaviours. Because of all this, a great need, as well as the necessity to introduce a screening and diagnostic system for ASD in children at early age have been recognised. On 29 January 2013 the Government of the RoC formed the Interdepartmental Working Group with the goal to resolve the status of the Center for Autism in Zagreb and providing care to the persons with autism, in an effort to improve the early diagnostic and early intervention system, allowing the children with autism spectrum disorder and their parents to receive the timely and best possible support. This was followed by signing the cooperation agreement between the UNICEF Office for Croatia and the Ministry of Social Policy and Youth, the Ministry of Health, and the Ministry of Science, Education and Sport on 2 April 2014, which marked the beginning of a joint work on the improvement of screening, early diagnosis and early intervention for children with ASD. As part of the cooperation, it was agreed that the the UNICEF Office for Croatia will provide technical assistance related to the establishment of the early diagnostic and early intervention model, which would enable the parents and children to receive support which can significantly improve their quality of life. Apart from the above-mentioned partners, parents of children with autism spectrum disorder, and experts of various professions and specialisations also participated in the process of developing this model. The first phase of implemenation involved the creation of the screening and early diagnostic system for children with ASD, which resulted in this National Framework for Screening and Diagnosing Autism Spectrum Disorder in Children aged 0-7 in the Republic of Croatia. Apart from the agreement with the UNICEF Office for Croatia, the Interdeparmental Working Group initiated the signing of two additional agreements. The first, signed in July 2015 between the Ministry of Social Policy and Youth, the Ministry of Science, Education and Sport, and the founding cities, regulated the status of the Center for Autism in Zagreb, and the establisment of new institutions in Rijeka and Split. The second agreement, signed in October 2015 between the Ministry of Social Policy and Youth, the Ministry of Health, the Ministry of Science, Education and Sport, Osijek-Baranja County and the City of Osijek, regulated the establishment of the Center for Autism in Osijek.

Significant efforts and long consulting process created the concensus among the representatives of all professions and parents, which represents a compromise model between the best clinical practice and current conditions in Croatia, respecting the contemporary standards of clinical work and ethics towards the children and their parents.


2. Basic Terms

· DIFFERENTIAL DIAGNOSIS involves the performance of a series of procedures, enabling the distinguishing between disorders which have similar symptoms.

· DIAGNOSIS is the identification of a condition, illness, disorder or difficulty by means of a systematic analysis of anamnestic data and symptoms present. 

· GOOD PRACTICE generally represents a specific method, programme or intervention, which has been proven to be effective. 

· CHRONOLOGICAL AGE OF A CHILD is the real age of a child, i.e. the age calculated based on the date of birth. 

· MENTAL AGE OF A CHILD is the age expressed in months or years, indicating the cognitive development of a child. It is calculated based on the child's achievement on the cognitive ability test(s). For instance, if a chronologically six years old child achieves a score which matches an average result of a four-year old, the mental age of this child is four. 

· SURVEILLANCE is a flexible, continuous process in which doctors observe children during the provision of health services. The components of surveillance include attending to parental concerns, obtaining a developmental history, making accurate and informative observations of children, and sharing opinions with other relevant professionals (Dworkin, 1993).

· SCREENING is the usage of standardized procedures in precisely determined points in time with a view to confirming or rejecting the risk of developmental disorders (Council on Children with Disabilities, 2006). Screening is often defined as an immediate «record» of a child's development in a given moment (Johnson, Myers and the Council on Children with Disabilities, 2007).

· SCREENING SCALE/SCREENING TOOL is a standardized instrument which is used in the process of screening. It can be specific for a certain disorder (e.g. for a autism spectrum disorder), for a specific area (e.g. motor development, linguistic development, etc), or general and comprise multiple development areas. Screening scales do not enable a diagnosis: if screening is positive, the child has to be referred to a comprehensive assessment. 

· EARLY INTERVENTION represents a system of support which consists of multidisciplinary services for children of early age, which promote health and well-being of the child, encourage the development of his/her competencies, reduce the impact of difficulties, prevent deterioration of functional capacities, and encourage adaptive parenting and good functioning of families. These goals are achived by means of applying individualized, developmental, educational and therapeutic services to the child, and providing support to the whole family. 
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Depending on the diagnostic manual we refer to, this disorder may be called differently. Over the past thirty years, these disorders have most frequently been called pervasive developmental disorders (DSM-IV, 1996; MKB-10, 1994), and in more recent literature they obtained the name „disorders of the autistic spectrum“ or „autism spectrum disorders“, while in the most recent classification (DSM-5, 2014) they are considered one disorder – autism spectrum disorder.

Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder characterised by deficits in social communication and social interacion, and restricted and repetitive behavioural models, interests and activities. It is important to note that this is a developmental disorder, whose clinical profile in an individual changes during his/her lifetime, and that it is a spectrum of disorders, i.e. a markedly heterogeneous category which unites different manifestations and severity of the same disorder.

	
	Unlike other developmental disorders, which affect a certain developmental domain in an isolated or specific way, this disorder encompasses and permeates a larger number of development areas, and can in different ways - and to a different extent - influence each of them, resulting in a great diversity of development profiles. Although today it may seem that the diagnostic category of autism spectrum disorder or pervasive developmental disorders has existed for a long time, these are actually «young» diagnostic categories, which entered diagnostic manuals as a separate diagnostic category only in 1980s. Since they first appeared in diagnostic manuals until today - in a relatively recent period of approximately thirty years - the diagnostic categories and criteria for certain categories have experienced a significant number of changes:
· In the names of diagnostic categories,
· In the number of diagnostic categories,
· In the very diagnostic criteria (descriptions of behaviour),
·  In the number of criteria a child/person must meet,
· in designations and/or conditions which additionally describe or exclude a certain diagnostic category.
	According to the long-used fourth edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM-IV; American Psychiatric Association, 1994), the autism spectrum disorder has until recently been considered as a group of neurodevelopmental pervasive disorders, which comprise autistic disorder, Asperger disorder, Rett syndrome, pervasive development development disorder not otherwise specified (acronym PDD-NOS) and childhood disintegrative disorder. DSM-5 (American Psychiatric Association, 2014) introduced significant changes not only in the diagnostic criteria, but also in the number of categories. Today, all of the above-mentioned disorders are considered a single category – autism spectrum disorder (Table 1), and the position of an individual in the spectrum is more precisely defined by the severity of the disorder (autism spectrum disorder of level 1, level 2 or level 3). Contrary to the DSM trend of reducing the number of diagnostic categories, the current International Classification of Diseases (ICD-10, 1994) distinguishes as many as eight types of pervasive development disorders (Table 2). However, the reduction in the number of categories can also be expected in the new version of the ICD classification, since like DSM-5, the draft version of ICD-11 (currently available at internet website of the World Health Organisation) proposes to combine a larger number of disorders into a single category, called Autism Spectrum Disorder, with subcategories related to possible associated difficulties (such as the presence or absence of intellectual disability). 
	
This document will use the term autism spectrum disorder (ASD), i.e. the official name of the disorder used in the the most recent diagnostic manual (DSM-5), which includes a group of development disorders earlier identified as pervasive development disorders.










Table 1. Diagnostic criteria for autism spectrum (F84.0) according to Diagnostic and Statistical Manual of Mental Disorders, fifth edition (DSM-5)(2014).
	Autism Spectrum Disorder (F84.0)

	A. Persistent deficits in social communication and social interaction across multiple contexts, as manifested by the following, currently or by history (examples are illustrative, not exhaustive, see text):

	1. deficis in social-emotional reciprocity, ranging, for example, from abnormal social approach and failure of normal exchange in conversation, to reduced sharing of interests, emotions or affect, or to failure to initiate social interactions, or respond to them. 
2. deficits in nonverbal communicative behaviors used for social interaction, ranging, for example, from poorly integrated verbal and nonverbal communication, to abnormalities in eye contact and body language or deficits in understanding and use of gestures, or to a total lack of facial expressions and nonverbal communication.
3. deficits in developing, maintaining, and understanding relationships, ranging, for example, from difficulties adjusting behaviour to suit various social contexts, to difficulties in sharing imaginative play or in making friends, or to absence of interest in peers.

	B.  Restricted, repetitive patterns of behavior, interests, or activities, manifested by at least two of the following, currently or by history (examples are illustrative, not exhaustive; see text):

	1. stereotyped or repetitive motor movements, use of objects, or speech (e.g., simple motor stereotypies, lining up toys or flipping objects, echolalia, idiosyncratic phrases).
2. Insistence on sameness, inflexible adherence to routines, or ritualized patterns or verbal nonverbal behavior (e.g., extreme distress at small changes, difficulties with transitions, rigid thinking patterns, greeting rituals, need to take same route or eat food every day).
3. Highly restricted, fixated interests that are abnormal in intensity or focus (e.g, strong attachment to or preoccupation with unusual objects, excessively circumscribed or perseverative interest). 
4. Hyperactivity or hyporeactivity to sensory input or unusual interests in sensory aspects of the environment (e.g., apparent indifference to pain/temperature, adverse response to specific sounds or textures, excessive smelling or touching of objects, visual fascination with lights or movement).

	C.  Symptoms must be present in the early developmental period (but may not become fully manifest until social demands exceed limited capacities, or may be masked by learned strategies in later life).

	D.  Symptoms cause clinically significant impairment in social, occupational, or other important areas of current functioning. 

	E.  These disturbances are not better explained by intellectual disability (intellectual developmental disorder) or general developmental delay. Intellectual disability and autism spectrum disorder frequently co-occur, and to make comorbid diagnoses of autism spectrum disorder and intellectual disability, social communication should be below that expected for general developmental level.

	Note: Individuals with a well-established DSM-IV diagnosis of autistic disorder, Asperger’s disorder, or pervasive developmental disorder not otherwise specified should be given the diagnosis of autism spectrum disorder. Individuals who have marked deficits in social communication, but whose symptoms do not otherwise meet criteria for autism spectrum disorder, should be evaluated for social (pragmatic) communication disorder. 




Table 2. Diagnostic criteria for pervasive developmental disorders (F84) according to the International Classification of Diseases and Related Health Problems (ICD-10) (1994).
	PErvasive developmental disorders (F84)

	F84.0 Childhood autism

	A type of developmental disorder that is defined by: (a) the presence of abnormal or impaired development that is manifest before the age of three years, and (b) the characteristic type of abnormal functioning in all the three areas of psychopathology: reciprocal social interaction, communication, and restricted, stereotyped, repetitive behaviour. In addition to these specific diagnostic features, a range of other nonspecific problems are common, such as phobias, sleeping and eating disturbances, temper tantrums, and (self-directed) aggression.

	F84.1 Atypical autism

	A type of pervasive developmental disorder that differs from childhood autism either in age of onset or in failing to fulfil all three sets of diagnostic criteria. This subcategory should be used when there is abnormal and impaired development that is present only after age three years, and a lack of sufficient demonstrable abnormalities in one or two of the three areas of psychopathology required for the diagnosis of autism (namely, reciprocal social interactions, communication, and restricted, stereotyped, repetitive behaviour) in spite of characteristic abnormalities in the other area(s). Atypical autism arises most often in profoundly retarded individuals and in individuals with a severe specific developmental disorder of receptive language.

	F84.2 Rett syndrome

	A condition, so far found only in girls, in which apparently normal early development is followed by partial or complete loss of speech and of skills in locomotion and use of hands, together with deceleration in head growth, usually with an onset between seven and 24 months of age. Loss of purposive hand movements, hand-wringing stereotypies, and hyperventilation are characteristic. Social and play development are arrested but social interest tends to be maintained. Trunk ataxia and apraxia start to develop by age four years and choreoathetoid movements frequently follow. Severe mental retardation almost invariably results.

	F84.3 Other childhood disintegrative disorder

	A type of pervasive developmental disorder that is defined by a period of entirely typical development before the onset of the disorder, followed by a definite loss of previously acquired skills in several areas of development over the course of a few months. This is accompanied by a general loss of interest in the environment, by stereotyped, repetitive motor mannerisms, and by autistic-like abnormalities in social interaction and communication. In some cases the disorder can be shown to be due to some associated encephalopathy but the diagnosis should be made on the behavioural features.

	F84.4 Overactive disorder associated with mental retardation and stereotyped movements

	An ill-defined disorder of uncertain nosological validity. The category is designed to include a group of children with severe mental retardation (IQ below 50) who as show major problem express hyperactivity, and not only stereotyped movements. They tend not to benefit from stimulant drugs (unlike those with an IQ in the normal range) and may exhibit a severe dysphoric reaction (sometimes with psychomotor retardation) when given stimulants. In adolescence, the overactivity tends to be replaced by underactivity (a pattern that is not usual in children with normal intelligence). This syndrome is also often associated with a variety of developmental delays, either specific or global.

	F84.5 Asperger syndrome

	A disorder of uncertain nosological validity, characterized by the same type of qualitative abnormalities of social interaction that typify autism, together with a restricted, stereotyped, repetitive activities and interests. This disorder differs from autism primarily in the fact that there is no general delay in language or in cognitive development. This disorder is often associated with marked clumsiness. There is a strong tendency for the abnormalities to persist into adolescence and adult life. Psychotic episodes occasionally occur in early adult life.

	F84.8 Other childhood pervasive development disorders

	F84.9 Pervasive development disorders, unspecified


4. [bookmark: _Toc446056519][bookmark: _Toc446057904][bookmark: _Toc446058016]Indicators of the ASD in the Republic of Croatia

As mentioned earlier, recent research and latest data in registers from all over the world show that the prevalence of autism spectrum disorder is today significanly higher than before.
According to the Croatian Institute for Public Health (2014), official data show that the prevalence of autism in Croatia in 2013 was 0.3 per 1,000, which is about 50 (!) times lower than the prevalence estimated in the United States of America and other Western countries. These data for Croatia indicate a markedly low level of identification and diagnosis of the autism spectrum disorder in Croatia in all age groups, particularly in early age. 


	Namely, according to the report of the Croatian Institute for Public Health, a total of 784 children with autism spectrum disorder were registered in Croatia in 2013, whereas it is estimated that in reality, there could be up to 12,000 such children.
	In her 2014 Report, the Ombudswoman for Persons with Disabilities specifically noted that in Croatia „due to the absence of adequate diagnostics, lack of availability of early intervention services and absence of appropriate educational programs, as well as the neglect of the needs of adults, we are faced with the problem of social exclusion of persons with autism“ (p. 76). Later in the text, the lack of unique diagnostic methodology on the territory of the Republic of Croatia is emphasised as a particularly serious issue.
	For this reason, in 2015 the Croatian Parliament received the Special Report on the Protection of the Rights of Persons with Autism and Autism Spectrum Disorders, which represents „yet another warning, and appeal for urgent action“ (p. 1). In addition, in its concluding observations on the initial report of Croatia (2015), the Committee on the Rights of Persons with Dicabilities notes that it is „concerned that many boys and girls with disabilities have no access to early intervention services, and that the situation is particularly hard for children with autism“ (article 26).

According to the Ombudswoman for Persons with Disabilities, all attempts over the past 25 years to approach the problem of autism in a socially responsible way have unfortunately been limited to sporadic efforts to avert the problem, rather than resolve it. 

4.1. [bookmark: _Toc446056520][bookmark: _Toc446057905][bookmark: _Toc446058017]Capacity Assessment of the institutions for early detection and diagnosis of autism spectrum disorder (February- March 2015)

An assessment of capacities of institutions for early detection and diagnosis of ASD was conducted in Croatia in February and March 2015. The results are based on the self-assessment of 42 institutions from the health system (including almost all clinical hospital centers in Croatia), education and social welfare systems from all over Croatia. 
	Summed up, the results show the following:
· In a majority of institutions (57 %) not a single expert uses any screening scale for autism spectrum disorder. In the institutions which use some of the ASD screening scales, these are used unsystematically (occasionally during the year). Most frequently used scale is the M-CHAT (Modified Checklist for Autism in Toddlers). The analysis of institutions and experts clearly shows that the screening scales are used for children which turn to these experts due to suspected deviations in development (selected sample) and it seems that the results of the screening tests are used as an „entry ticket“ for further diagnostic process, or (incorrectly) as part of the diagnostic process itself. 
· In more than 80% of the assessed institutions the ASD diagnostic process is either not conducted at all, or is conducted rarely (on less than one child per week). Only three institutions, all three located in Zagreb (The Centre for Rehabilitation of the Faculty of Education and Rehabilitation Science, The Suvag Polyclinic and the Psychiatric Hospital for Children and Youth), receive more than 100 children suspected of having ASD per year, and conduct the ASD diagnostic process. 
· The analysis of the system of referring children to the ASD diagnosis shows a markedly centralised system (Figure 1) in which almost all children requiring diagnosis are referred to Zagreb. The largest number of institutions (50% of institutions assessed) refer children to the Centre for Rehabilitation of the Faculty of Education and Rehabilitation Sciences, then (in this order) to the Psychiatric Hospital for Children and Youth, the Center for Autism, Children's Hospital and the SUVAG Polyclinic. It is important to note that this does not imply that all children are referred to these institutions, but rather that children are only occasionally referred. Also, some institutions refer children to a larger number of different institutions, mostly located in the City of Zagreb. 
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INSTITUTIONS RECEIVING PATIENTS REFERRED
 FROM AT LEAST FIVE (5) OTHER INSTITUTIONS:
----- The Centre for Rehabilitation, Faculty of Education and Rehabilitation Sciences (21 institution)
----- Psychiatric Hospital for Children and Youth, Zagreb (7 institutions)
 - - --Center for Autism, Zagreb (5 institutions)
----- Children's Hospital, Zagreb (5 institutions)
-----    The SUVAG Polyclinic, Zagreb (5 institutions)
----  Other institutions

Figure 1. Territorial chart of children's referral to diagnostic evaluation of autism spectrum disorder in the Republic of Croatia

· A negligible percentage of institutions (14.6 %) state that they have a protocol for ASD diagnosis. When the protocol exists, its description does not clearly show the flow of procedures, nor clearly distinguishes obligatory elements of assessment from optional ones. Furthermore, it needs to be noted that the protocols presented are very different from each other in the content and scope of diagnostic procedures.
· In the Republic of Croatia there is a marked lack of standardised measuring instruments for the assessment of development of children aged 0 - 7. However, the data show that the institutions do not have even those instruments which are available on the market. It can generally be concluded that the institutions have at their disposal relatively scarce instruments required for conducting the diagnostic process. It is important to note that because of these reasons, non-standardised tests and scales are frequently used in practice, which apart from creating professional and ethical problems,  can have a significant impact on the results of the diagnostic process. The biggest shortcomings are observed in the availability of measuring instruments specific for the diagnosing ASD, which only a handful of institutions have. Furthermore, only about ten persons in Croatia have been trained to use these instruments. 
· In the self-assessment the employees of the assessed institutions expressed their great dissatisfaction with the amount of time available for team meetings, as well as with the equipment i.e. measuring instruments at their disposal, and the number of experts in their institution who have experience in assessing children aged 0-7 suspected of having ASD. The needs assessment ranked the education of experts as first, with the largest number of institutions stressing education as its primary need. In explaining the need for education, the largest number (more than 70 % of assessed institutions) specified the need for education in applying measuring instruments. 
· The chart showing the referral of children to early intervention programs shows significant shortcomings in providing systematic support at local level, with some children being forwarded to attend support programs in institutions located over 300 kilometers away from their place of residence. Such data also indicate a lack of understanding of the concept of early intervention, which should primarily be focused on providing systematic support to children and their families in their natural environment. 

5. [bookmark: _Toc446056521][bookmark: _Toc446057906][bookmark: _Toc446058018]Preparation and the structure of the National Framework for Screening and Diagnosing Autism Spectrum Disorder in Children Aged 0 to 7 

On the World Autism Awareness Day, 2 April 2014, the Ministry of Health, the Ministry of Social Policy and Youth, the Ministry of Science, Education and Sport and UNICEF Office for Croatia signed the Cooperation Agreement for techical support provided by UNICEF „Early Diagnosis and Early Intervention for Children with Autism Spectrum Disorder“.


	The main goals of the Agreement were the following: 
1) Improve the screening and early diagnostic system for children with autism spectrum disorders (Component I),
2) Improve the early intervention system for children with autism spectrum disorder and their families (Component II).

By signing this Cooperation Agreement the ministries have undertaken to participate in the elaboration of elements and contents of early diagnosis and early intervention, and, according to their capacities, to ensure all human, material and financial resources and institutional requirements necessary for the establishment and beginning of implementation of unique system of early diagnosis and early intervention. 
	On 17 September 2014 UNICEF and its implementing partner, the Center for Rehabilitation of the Faculty for Education and Rehabilitation Sciences in Zagreb, signed the contract for the first component of technical support related to the screening and diagnosing the autism spectrum disorders. Almost the entire process of creating this National Framework was implemented as part of this component. 
	Activities of developing the National Framework were conducted through a consultative process designed in such a way that the conclusions and recommendations made, as well as the overall discussion were based on the following: (1) analysis of evidence-based knowledge and practices; (2) examples of good practice from all over the world (analysis of national programmes and strategies); (3) clinical experience of participants in the process; (4) assessment of institutions and system for implementing the National Framework.
	The consultative process was conducted in different  bodies and working groups: 
· Working Groups were composed of the members of the Expert Committee and external expert collaborators, whose role was to study contemporary scientific knowledge on screening and diagnosis of children (aged 0 - 7) with autism spectrum disorder, and all available national standards and examples of good practice, and based on those, prepare a report which served as the basis for discussions on Expert Committee meetings. 
· The Expert Committee included experts of various profiles, representatives of the Ministry of Health, the Ministry of Social Policy and Youth, the Ministry of Science, Education and Sport, the UNICEF Office for Croatia and representatives of parents. Based on the discussions, and joint conclusions made on the basis of working grous reports, the members of the Committee prepared a draft proposal of the content of the National Framework. This document was used in the discussion with stakeholders of the targeted consultative process – representatives of professional public, chambers and professional associations. 
· Stakeholders of the targeted consultative process were parents of children with ASD, representatives of professional public, chambers and professional associations, experts of various background, representatives of public/state administration and civil sector, and other relevant stakeholders, who in their work directly or indirectly deal with the issues related to children with autism spectrum disorder. Their role in participating in working meetings was to discuss and exchange opinions, and provide feedback on the draft proposal prepared by the Expert Committee. Conclusions and recommendations of all the participants in the wider consultative process were build into the documents related to the screening and diagnosing autism spectrum disorder, which represent the backbone of this National Framework.
· Operative working group gathered the representatives of the Ministry of Social Policy and Youth, the Ministry of Science, Education and Sport, the Ministry of Health, the Croatian Health Insurance Fund, representatives of UNICEF and expert consultants, and it was responsible for the creation of Operational Plan and measures of the National Framework.
· Interdepartmental Expert Working Group for resolving the status of the Center for Autism and Persons with Autism included representatives of the Government, the Ministry of Social Policy and Youth, the Ministry of Science, Education and Sport and the Ministry of Health. The Group was in charge of adopting, implementing and monitoring the implementation of the National Framework.

A major part of the consultative process was conducted in cooperation with the implementing partner, the Center for Rehabilitation of the Faculty for Education and Rehabilitation Sciences (from September 2014 to June 2015). As part of this cooperation, the following activities were implemented:
· From October to December 2014 working groups worked on preparing an overview and analysis of scientifically grounded practices on screening and early diagnosis and reports which served as the basis for the draft proposal  of screening and early diagnostic of ASD in children aged 0 - 7.
· Two full-day meetings of the Expert Committee were held (on 13 November 2014 and 8 December 2014). The first meeting was used to draft a proposal of the content and procedures in early diagnosis of autism spectrum disorder, based on the reports prepared by working groups and the discussions. The second meeting was used to draft the proposal of the process and content of the screening.
· To share the conclusions and proposals of the Expert Committee and reach an agreement with a wider community, UNICEF Office for Croatia, the Center for Rehabilitation of the Faculty for Education and Rehabilitation Sciences, the Ministry of Social Policy and Youth, the Ministry of Health and the Ministry of Science, Education and Sport, organised a wider consultative working meeting. The meeting was held in Zagreb (in the Panorama Hotel) on 9 February 2015. The meeting was attended by the stakeholders of the targeted consultative process - notable experts of various background, representatives of professional associations, representatives of public adminsitration and civil sector, and representatives of parents of children with the autism spectrum disorder - 49 participants in total. The discussions demonstrated a high level of motivation and professional readiness for the adoption of the National Framework, but also indicated a need for further discussions, since the consultative meeting was the first opportunity for the harmonisation of the proposal in a relevant and large enough multidisciplinary context, and with contributions of all important stakeholders in the process of early detection and diagnostic of ASD. Representatives of parents' associations seriously warned the participants of negative consequences suffered by affected families due to slow process of establishment of early diagnostic and early intervention system of ASD in our country. Before the meeting, the participants received the the Expert Committee proposals related to the procedure of screening and early diagnostic in children (aged 0 - 7) with autism spectrum disorder. These documents served as a basis for the discussion, which initially started in six smaller groups, whose positions were then shared with others, and agreed in a large joint discussion. A report of the wider consultative meeting was later prepared, and forwarded to all the meeting participants in early March. Additional feedback to meeting conclusions were collected. 
· The Capacity (Self-)Assessment Questionnaire for screening and early diagnosis of ASD in children of early and pre-school age was designed in February, and distributed to various health, education and social welfare institutions throughout the Repubic of Croatia in March. The institutions were selected by representatives of the ministries, with suggestions provided by the members of the Expert Committee. A total of 42 institutions returned the filled-in questionnaire by 1 April 2015. In April the questionnaire data were coded and the results were analysed (see section 4.1. of this document).
· A draft document was prepared, which integrated: (a) conclusions of the wide consultative meeting; (b) feedback of individuals and associations, and (c) results of the institutional capacity assessment.
· In late April two smaller working groups were formed - one focused on screening, and the other focused on early diagnosis of children with ASD. The members of the working groups were engaged on finishing the above draft document. The working group meetings were held in the second part of May: the group on screening met on 19 May 2015, and the group on diagnosing autism spectrum disorder met on 20 May 2015. The meetings were used to discuss open issues related to the implementation of screening and diagnostics, and foundations for further improvement of the document. 
· On 30 June 2015 a joint meeting of the Expert Committee and working groups for screening and diagnosing was held (with a total of 28 participants). The meeting was used to harmonise the opinions of the professional public, and adopt the content of the National Framework for Screening and Diagnosing Autism Spectrum disorder in Children Aged 0 - 7 in the Republic of Croatia. It is owing to the great efforts invested and long consultative process that a concensus of representatives of various professions and parents was reached.

	After the conclusions of the professional public had been adopted, in October 2015 the ministries appointed their representatives in the Operative Working Group. The first meeting of the group, charged with developing the Operational Plan for the implementation of the National Framework for Screening and Diagnosing Autism Spectrum Disorder in Children Aged 0 - 7 in the Republic of Croatia was held on 26 November 2015. Intensive work of this working group is envisaged during 2016.

	A summary chart of all activities implemented in the process of drafting the National Framework is shown in Figure 2, and the list of all participants of the process is provided in appendix 11.2.
Appendix 11.1 (Figure 10) shows the model of screening and diagnosing autism spectrum disorder in children aged 0 - 7 in the Republic of Croatia, which was used as a basis for this National Framework.

	April 2014
	2 April 2014
Cooperation agreement between the Ministry of Health, the Ministry of Social Policy and Youth, the Ministry of Science, Education and Sport and UNICEF Office for Croatia signed

	//
	

	September 2014
	17 September 2014
Cooperation agreement with UNICEF and implementing partner signed

	October 2014
	Working group for screening
Literature and best practice analysis 
(5)
	

Working group for diagnostics
Literature and best practice analysis 
(8)
	

	November 2014
	13 November 2014 
First  Meeting of the Expert Committee 
(15)
	
	Preparing the Institutional Capacity Assessment Questionnaire for implementing the screening and early diagnosis of ASD in the RoC, and conducting preparations for its implementation
(3)

	December 2014
	
	8 December 2014 
Second  Meeting of the Expert Committee 
(17)
	

	January 2015
	
	

	February 2015
	9 February 2015
Wider Consultative Meeting
Discussion on the conslusions of the Expert Committee
(49)
	Collecting data through the Institutional Capacity Assessment Questionnaire for implementing the screening and early diagnosis of ASD in the RoC
(42 institutions)

	March 2015
	Analysing data, summing up the conclusions and preparing documents and reports
	

	April 2015
	
	

	May 2015
	19 May 2015
Meeting of the operative working group for screening
(11)
	20 May 2015
Meeting of the operative working group for diagnosis
(10)

	June 2015
	30 June 2015
Joint Meeting of the Expert Committee and operative groups for screening and diagnosings
Preparing the contents of the National Framework for Screening and Diagnosing ASD in Children Aged 0-7 (2016-2021)
(28)

	//
	

	October 2015
	Finishing written reports, preparations of operational plan, and appointing members of the operational groups for preparing the operational planand meadusres for the implementation of the
National Framework for Screening and Diagnosing ASD in Children Aged 0-7

	November 2015
	26 November 2015
First working meeting of the operative group
Harmonising operative measures and  distribution of operational tasks
(13)


Figure 2.  The process of creating the National Framework for Screening and Diagnosing the Autism Spectrum Disorder(s) (April 2014 - November 2015). Numbers in brackets indicate the number of participants of each part of the process.

6. [bookmark: _Toc446056522][bookmark: _Toc446057907][bookmark: _Toc446058019]Screening for Autism spectrum disorder in early age

6.1. Introductory Remarks

	Continued increase in the number of children with autism spectrum disorder, as well as increasing awareness among experts as well as among parents about this disorder place the early detection as the primary prerequisite for inclusion in the early intervention system. Delays in recognising the disorder, and thus in the access to expert services, have a negative impact on the lives of both the child and his or her family, pose a financial burden on the family, but also increase the risk for maintaining the mental health of parents. 
	Systematic analysis showed that in 2012 and 2013 in Europe as many as 18 different screening procedure systems for ASD were used (García-Primo et al., 2014). Therefore, it is clear that each country, based on available data, situation analysis and existing resources, chooses and creates its own system of screening for autism spectrum disorder (for instance, which scale is used, at what age screening is performed, who performs it, etc.). 
Over the past two decades, a large number of screening scales have been developed, differing in their features (e.g. screening age, who is the person who performs the test and/or provides data, the scope of content, legth of application, metric properties, etc). Using a screening scale for autism spectrum disorder enables the introduction of a unified and tested pre-selection process, serving to refer individual cases to further diagnostic and early intervention procedures. 
	The specific screening tool for autism spectrum disorder which is most frequently used in different screening systems is the M-CHAT(-R/F) scale (Robins, Fein and Barton, 2009; Robinson et al., 2014), which is available free of charge.
	The score on the screening scale depends on a larger number of various factors, which include the way of using the tool and the age of the child when it is applied. Likewise, the education of experts to recognise early signs of autism spectrum disorder can make a crucial difference in the outcome of the screening process (García-Primo et al., 2014).


6.1.1. [bookmark: _Toc446056524][bookmark: _Toc446057909][bookmark: _Toc446058021]Basic Principles of the Screening Process

Pediatrician is one of the first expert parents of every child encounter, and he/she has the opportunity to monitor child's development from his or her earliest days. In order to increase the opportunities for early recognition of the disorder, it is necessary to do the following (according to the New York State Department of Health, 2013): 
· Pay attention to parents' concern about their child's development (it is usually grounded);
Information about parental concern, along with the usage of standardized parent report are the most efficient ways of detecting developmental disorders in early age (Glascoe and Dworkin, 1995). Concern about the speech development and/or behaviour has a high sensitivity for detecting global developmental delay. However, the lack of concern does not necessarily imply that the child does not show developmental delay or developmental difficulties (Glascoe, 1994).
· Ask direct questions about the characteristics of the child's development, even if the parent does not show any concern;
· Establish the presence (or absence) of ASD or other developmental disorders in family history;
· Check whether the child reaches developmental milestones;
If a child does not reach a certain milestone at expected age, this does not necessarily give ground for concern. However, attention needs to be paid if red flags of ASD are noted (more about specific red flag indicators can be found in section 6.1.2.).
· encourage interaction with the child, through which certain behaviours may be evoked, and serve to draw conclusions on possible deviations (for example, call the child by his/her name - a child with ASD may not respond, etc).

Parents are (almost) always included in the screening process since they have the broadest Figure of the child's behaviour in different situations, and are crucial partners in the process of early detection of autism spectrum disorder, and an indispensable source of information about the characteristics of the child's behaviour in everyday situations.


It is very important that experts who conduct the screening process explain the procesures and results of the screening in a way which is understandable to the parent. This includes clearly explaining all important terms and notions, screening results and next steps (in case there is a need for them).
Conducting the screening process, interpretation of results, and communicating them is a complex and sensitive process, which requires specific knowledge about the features of typical development and specific deviations characteristic of ASD in early age, as well as knowledge and skills for applying the scale and communicating with parents. Therefore, it is important for all experts included in the screening process to receive additional training about the overall process.













6.1.2. [bookmark: _Toc446056525][bookmark: _Toc446057910][bookmark: _Toc446058022]Indicators of Autism Spectrum Disorder in Early Age (0 - 3 years)
	 It is important that the selected primary health care doctor provides the parent with accurate and clear feedback on the outcome of the screening process both at the end of the first, as well as the second step of the screening process. The doctor has to ensure that the parent understands that a positive results of the autism spectrum disorder screening process indicates the presence of certain early signs of the disorder, but does not represent a diagnosis of autism spectrum disorder. It is also important that the parent understands that further monitoring of his/her child (and, if necessary, undergoing further procedures), as well as referral to the support system are important in order to recognise any potential deviations in time, and ensure that (temporary or long-term) professional support is provided to the child and his/her family. 

Since no biomedicinal index is sufficiently reliable, sensitive or specific to be used in clinical practise for recognising autism spectrum disorder in early age, the screening is focused on identifying specific behaviours, which may differentiate children with the ASD risk from children of typical development (Barton, Dumont-Mathieu and Fein, 2012).

Screening scales specific for the autism spectrum disorder predominantly test two groups of behaviours specified in the diagnostic criteria of the Diagnostic and Statistical Manual of Mental Disorders (DSM-5) (American Psychiatric Association, 2014):
· Deficits in social communication and social interaction,
· Restricted, repetitive patterns of behavior, interests, or activities

Detecting these deviations and patterns of behaviour in children of early age is different from the same procedure in older children, adolescents or adults. Generally, in children of early age (0 - 3 years of age)[footnoteRef:1] the quality and frequence of the following behaviours within the two specified categories of behaviour are primarily tested:  [1:  Signs which may indicate the presence of the autism spectrum disorder in children of more advanced age (3 - 11 years) can be found in appendices 11.3. (table 4 for children aged 0 - 5) and 11.4. (table 5 for children aged 5 - 11).] 


A. Social Communication and Interaction
· Social interaction and responsiveness (does the child enjoy playing peek-a-boo/hide-and-seek or being swung or bounced on your knee, does he/she systematically respond to his/her name being called, etc.);
· Focus on social environment (does the child observe reactions of other people, does he/she show interest in other children and adults, does he/she try to attract attention of other persons, etc.)
· Non-verbal communication (does the child make appropriate eye contact, does he/she smile when looking at other people, does he/she wave 'bye bye' when leaving, etc.)
· Joint attention skills (does the child understand the pointing gesture, can his/her attention be directed onto a certain object, etc.)
· Spontaneous sharing (does the child bring objects only to show them, does he/she try to direct other person's attention to an object so that the other person will simply look at it, etc.). 

B. Restricted and repetitive patterns of behavior and interests
· Play characteristics (does the child play with toys in different ways, doe he/she show interest in playing with various objects, etc.)
· Stereotyped behaviours (does the child show stereotyped repetitive movements, does he/she make unusual finger movements near his/her face, etc.) 
· Sensory peculiarities (does the child react to certain sensory stimulation in an unusual way, does he/she walk on tiptoes, etc.).

	A majority of questions in various screening scales for autism spectrum disorder are related to social and comunication features. In children of typical development most of these behaviours are developed by 18th month, and their absence or deteriorated quality have proven to be characteristic of children with ASD. Major distinguishing features between autism spectrum disorder and other develomental disorders in early age include reduced eye contact established for communication purposes and qualitative changes in responding to name being called, pointing or showing an object of child's interest, social smile and interest in human faces (Boyd, Odom, Humphreys and Sam, 2010).
	Most young children with autism spectrum disorder do not direct their vocalizations to others, nor do they compensate their delays in language or speech skills by using non-verbal means of communication (mainly by gaze or gestures). During the second year of life, children with ASD may show decreased range of facial expressions, limited interest in other children, decreased empathy and imitation ability, absence of joint attention, and limited use of gestures (Chawarska, Klin, Paul and Volkmar, 2007). 
	Although parents of children with autism spectrum disorder report that the absence of first words and phrases is predominantly the first cause of their concern (De Giacomo and Fombonne, 1998), it should be noted that the delay in emergence and development of speech is only the consequence, and most pronounced symptom of communication difficulties. Apart from providing a more detailed insight into the specified social and communication features, ASD-specific screening tools also test other developmental features characteristic for this type of disorder. Thus, presence of stereotyped movements (such as jumping, hand flapping, tip-toe walking), sensory peculiarities (such as over- or under-sensitivity to specific stimuli in different modalities and peculiarities in the intensity or scope of interests).
6.1.3. [bookmark: _Toc446056526][bookmark: _Toc446057911][bookmark: _Toc446058023]Recommended Age for Autism Spectrum Disorder Screening

	Most parents of children with ASD report that they first noticed developmental deviations in their child between 15 and 18 months of age (Johnson et al., 2007; Kleinman et al., 2008), and most recent research report even earlier age - before child's first birthday (Kozlowski, Matson, Horovitz, Worley and Neal, 2011).
The desire to detect ASD as early as possible encourages research and clinical efforts to conduct screening of children at very early age, even in the first year of their life (Kleinman et al., 2008). Although it is desirable to conduct screening as early as possible (in order to ensure access to early intervention programmes), if the process is conducted too early, it may not distinguish autism spectrum disorder from other forms of developmental deviations, and in early age even from typical development (García-Primo et al., 2014). For example, a whole range of repetitive behaviours is present in children of typical development in their early age. Furthermore, many behaviours which are crucial for early detection of ASD develop gradually between 9 and 18 months in children of typical development, and become a clinically significant indicator only if they are not observed at the age of 18 months or later (García-Primo et al., 2014). Also, there is a justified fear that a high level of false positive results can unnecessarily cause concern and stress for many parents.

Conducting screening at very early age (e.g., 9 or 12 months) can easily lead to a very high rate of false positive results (Dietz, Swinkels, van Daalen, van Engeland and Buitelaar, 2006). Therefore, the majority of studies and analyses of existing systems indicate that screening should optimally be conducted at the age of 18-30 months (Dietz et al., 2006; Kleinman et al., 2008).

6.2. [bookmark: _Toc446056527][bookmark: _Toc446057912][bookmark: _Toc446058024]Screening model for autism spectrum disorder in the Republic of Croatia

	Primary health care covered by the mandatory health insurance for pre-school children aged 0 to 7 in the Republic of Croatia is typically provided by a doctor of medicine, peadiatric specialist, and exceptionally by a doctor of medicine, general practicioner/family medicine specialist, in case when children of that age have no option of selecting a peadiatric specialist in their place of residence. 
	The selected doctor of primary health care is obliged to continually monitor child's development through regular physical examinations at the age of 1 - 2 months, 3 - 4 months, 6 - 7 months, 9 - 10 months, 12 - 15 months, after the child has turned 2, after he/she has turned 4, and at the age of 6. Apart from the physical examinations, the doctor implements vaccination in line with the valid vaccination calendar.
	It is recommended that the selected primary health care doctor should systematically and continuously monitor red flags of autism spectrum disorder, as part of the primary healt care provided to pre-school children from 0 to 7 years of age, as part of the prescribed measures of health promotion and prevention of illness.

Screening for autism spectrum disorder in the Republic of Croatia is conducted as part of the primary health care and it consists of two steps. Both steps are conducted by the selected primary health care doctor, who provides care for children from 0 to 7 years of age.


	Two steps in the system of the screening process autism spectrum disorder in the Republic of Croatia are the following: (see Figure 3.):
1) First step in the screening process 
· The first step in the screening process for autism spectrum disorder is conducted at the age of 18 months, coinciding with the time of receiving first booster dose of vaccine according to the current vaccination calendar[footnoteRef:2]. [2:  Note: The screening for autism spectrum disorder is currently conducted at the time of the first booster dose of vaccine (combined vaccine DTaP-IPV-Hib or combined vaccine DTaP-IPV-Hib-HepB) according to the valid mandatory vaccination schedule, prepared in line with the Mandatory Vaccination Programme adopted by the Ministry of Health. For a number of reasons, the timing of the first booster dose of vaccine may be postponed for several months. If that happens, the first step of the screening may also be conducted 1 - 3 months later than the recommended age of 18 months.
* In case the mandatory vaccination calendar changes in the future, it should be ensured that the first step of ASD screening is still conducted at the age of 18 months.] 

· This step is conducted on the whole population, i.e. all children at the age of 18 months.
· Primary health care doctor checks whether the red flags of autism spectrum disorder are present in the child at the specified age.
· If at the age of 18 months two or more clinical suspicion indicators of ASD are observed in a child, the primary health care doctor immediately uses the M-CHAT-R/F instrument.
· Children singled out in the first step of screening are referred to the early intervention system, and also  undergo the second step of the screening process at the age of 24 months.

2) Second step in the screening process 
· The second step of screening is not conducted on the entire population, but only on children which have been singled out in the first step of the process (at the age of 18 months).
· The second step of screening is conducted at the age of 24 months.
· Children who show deviations in the second step of screening (i.e. receive a positive screening result) are forwarded to diagnostic procedure, and continue being included in the early intervention system.

	FIRST STEP
Age: 18 months
Scope: all children (all population)
Methods: 
a) identifying red flags of autism spectrum disorder
b) application of the M-CHAT-R/F scale in children who show two or more indicators of suspicion of ASD
2 or more indicators of suspicion of ASD observedApplication of the M-CHAT-R/F screening scale
Monitoring red flags for ASD

                                  


Positive score

Inclusion in the early intervention system
	








Implementing the second step of the screening process
	


SECOND STEP
Age: 24 months
Scope: children singled out in the first step
Methods: repeat application of the M-CHAT-R/F scale in children who had positive score with 18 months
Repeat application of the M-CHAT-R/F screening scale




Positive score

Continued process of early intervention

Diagnostic process


Figure 3. Chart showing the two-step screening process for autism spectrum disorder in the Republic of Croatia.


[bookmark: _Toc426651704][bookmark: _Toc426710706][bookmark: _Toc427827863][bookmark: _Toc427832329]If parents /caregivers of children younger than 18 months of age express concern about the child's development or behaviour, and/or deviations are observed in the regular monitoring of the child's development, and/or clinical suspicion of ASD in early age is established, the selected primary health care doctor does the following: 
· [bookmark: _Toc426651705][bookmark: _Toc426710707][bookmark: _Toc427827864][bookmark: _Toc427832330]Conducts increased monitoring and refers the child to a psychologist, who performs a development assessment in order to establish the presence or absence of developmental deviations;
· If the development assessment confirms the developmental deviations, the child is referred to the provider of early intervention services which is nearest to his/her place of residence: 
· At the age of 18 months M-CHAT-R/F screening tool is used.

6.2.1. [bookmark: _Toc446056528][bookmark: _Toc446057913][bookmark: _Toc446058025]First step in the screening process (while populatiorn)
	At the age of 18 months, the selected primary health care doctor checks whether there are any red flags of autism spectrum disorder present in the child's behaviour.

Red flags of autism spectrum disorder are the following (according to Filipek et al., 2000; New York State Department of Health, 2013):

· child does not establish eye contact when being spoken to,
· child does not wave bye-bye,
· child does not consistently respond to his/her name being called,
· child does not respond to simple verbal commands (for example, „Give!“, „Come!“, „Sit!“ etc.),
· child does not say words „mum“ and „dad“ (with meaning),
· child does not point to body parts (ear, eye, nose) when prompted,
· child does not use his/her index finger to point at objects,
· child does not look in the direction pointed to by another person.

		In case two (2) or more of the above-mentioned red flags for ASD are observed, at the age of 18 months the primary health care doctor uses the M-CHAT-R/F screening tool for autism spectrum disorder (Modified Checklist for Autism in Toddlers –Revised with Follow-up) (Robinson et al., 2009).

	If additional factors that indicate increased suspicion of autism spectrum disorder are known, or are identified while examining the child and/or talking with his/her parent, it is recommended that primary health care doctor should use the M-CHAT-R/F screening tool regardless of the presence or absence of the above red flags.

	Factors which definitely need to be taken into account include the following:
· child has a (half)brother or (half)sister with autism spectrum disorder,
· parents are concerned about the development of their child,
· upon examining the complete family history and medical documentation, talking to the parents or through direct interaction with the child, the primary health care doctor establishes increased suspicion, or risk of autism spectrum disorder. 
             In case of any doubt concerning the possible early signs of autism spectrum disorder in children aged 16 - 30 months, it is recommended that the primary health care doctor should  use the M-CHAT-R/F screening tool. 

	M-CHAT-R/F screening tool consists of the following: (a) a set of 20 questions which the parents answer with YES or NO; (b) structured interview which is conducted if upon using the tool it is determined that the child is at medium risk of ASD. M-CHAT-R/F tool is intended for identifying early signs of autism spectrum disorder in children aged 16 to 30 months. M-CHAT-R/F can be used and interpreted solely by the selected primary health care doctor who has been trained for using it. 
	Using this screening scale in children younger than 16 months of age, or older than 30 months, is unjustified, as the instrument is intended for the children of specific age. 

	The M-CHAT-R/F has been designed to maximise sensitivity, i.e. to detect as many children who potentially have autism spectrum disorder. Therefore, there is a potentially high false positive rate, which means that not all children who score positive on this screening scale will be diagnosed with autism spectrum disorder. 


	The aim of the structured interview with the parent(s) of the child determined to be at medium risk of ASD is to reduce the false positive rate (see Figure 4). The interview examines closer the behaviours and/or features of the child which have shown deviations during the original use of the instrument. 
	
             If a child screens positive on the first step of the screening process, the primary health care doctor refers him/her to the early intervention system. In addition, the child undergoes a mandatory second step of the screening process, at the age of 24 months. 
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Figure 4. Outline of the protocol for conducting the first step of the screening process for autism spectrum disorder in the Republic of Croatia.

6.2.2. [bookmark: _Toc446056529][bookmark: _Toc446057914][bookmark: _Toc446058026]Second Step of the Screening Process (Children Singled Out in the First Step)

The second step of the screening process for autism spectrum disorder is conducted only on children who screened positive in the first step, i.e. who were  child determined to be at medium risk of ASD during the first step. The second step implies the re-use of the M-CHAT-R/F screening tool (Modified Checklist for Autism in Toddlers-Revised with Follow-up) in those children when they reach the age of 24 months[footnoteRef:3] in the same ways as it was conducted when children were 18 months old.  [3: 

 It is recommended that the second step of screening (repeat use of the M-CHAT-R/F) is conducted six months after the first use of the instrument. For example, if the M-CHAT-R/F was first used at the child's age of 20 months, it is recommended to repeat it at the age of 26 months. IMPORTANT: M-CHAT-R/F scale should not be applied to shildren older than 30 months. ] 


	If the child again receives a positive screening result, i.e. screens positive during the second step of the autism spectrum disorder, he/she continues to be involved in the early intervention system, and is forwarded to the diagnostic procedure (see section7.).



	Children older than 30 months who have for whatever reason not been included in the screening process, or have not been identified as positive, and suspicion of autism spectrum disorder has later been established (see appendices 11.3 and 11.4 for possible signs of ASD in children of that age) have to be referred by the primary health care doctor to the following:
· early intervention programme which is closest to their place of residence,
· diagnostic procedure for the autism spectrum disorder.	In case any other expert working with children aged 0 to 7 years (as part of any system) observes early signs of autism spectrum disorder in a child (see appendices 11.3 and 11.4), it is recommended that he/she should refer parents or caregivers to contact their selected primary health care doctor. 
 


6.2.3. [bookmark: _Toc446056530][bookmark: _Toc446057915][bookmark: _Toc446058027]Outcome of the Screening for Autism Spectrum Disorder 
		Possible results of the screening process, in both first and second step of sceening are as follows (see Figure 5):
· Positive screening result,
· negative screening result.

1) The screening score is positive if the specific procedure applied detected medium or high risk of autism spectrum disorder in a child.

·  Positive screening result in a child at the age of 18 months leads to the child being included in the early intervention system, and the obligation to conduct the second step of the screening process, at the age of 24 months.
· Positive screening result in a child aged 24 months leads to continued inclusion of the in the early intervention system, and his/her referral to the ASD diagnosis process conducted in the regional center closest to his/her place of residence. 

2) The screening score is negative if the specific procedure applied did not detect a risk, or detected a low risk of autism spectrum dosorder in a child.

· Negative screening result shows that no behaviours or features were detected in a child which would indicate the presence of autism spectrum disorder. Such children continue being monitored through the programme of measures of health care for pre-school children, with no special procedures being conducted. 
EXCEPTION: If the child screened positive in the first step of the screening process (at 18 months of age), and screened negative in the second step (at 24 months), the child is referred to a psychologist to determine whether he or she needs to continue being included in the early intervention system, or professional support is no longer needed. Namely, it is possible that the child still shows developmenta deviations, and there is a need for further professional support, although these deviations are not within the scope of the autism spectrum disorder. Likewise, it is possible that the first step detected temporary developmental delays, and therefore the child no longer needs professional support. 
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Figure 5. Chart showing outcomes of screening process for autism spectrum disorder in the Republic of Croatia.



7. [bookmark: _Toc446056531][bookmark: _Toc446057916][bookmark: _Toc446058028]Diagnosing autism spectrum disorder in children aged 0 - 7
7.1. [bookmark: _Toc446056532][bookmark: _Toc446057917][bookmark: _Toc446058029]Introductory Remarks 

Diagnostic process consists of a number of procedures conducted by various experts with appropriate educational background and traning, competencies and experience, with a goal to determine whether the child shows the signs of the autism spectrum disorder, i.e. establishing a correct diagnosis. The selection of the model of the diagnostic process for autism spectrum disorder in children aged 0 - 7 in the Republic of Croatia was based on the data, principles and challenges outlined below. 

7.1.1. [bookmark: _Toc446056533][bookmark: _Toc446057918][bookmark: _Toc446058030]Basic Principles in the Implementation of the Medical Diagnostic Process 


	Multidisciplinary team of experts. Whenever possible, a team of experts should be involved in the assessment process. Professionals involved in the medical diagnostic process necessarily need to have experience in the diagnostic of the autism spectrum disorder in children of early and pre-school age, as well as specific knowledge of developmental profiles of children, differential diagnostics, ways of approaching children with developmental difficulties, adaptation of medical diagnostic procedures, communication with families, etc. It is highly recommended that the team has a coordinator. 	The diagnostic assessment has to be guided by good practice principles which include the following: (Ozonoff et al., 2005; see Figure 6.): 
· Including a multi-disciplinary team of experts;
· gathering information about the child from multiple sources; 
· understanding the developmental perspective of changes in the clinical profile of autism spectrum disorders.

	Developmental perspective. Development perspective needs to be taken into consideration throughout the entire assessment. Autism spectrum disorder is a developmental disorder characterised by different features at different age, and these features also change in the line of development of the individual child. It is particularly important to highlight the need to know the features of typical development and all of its wide range of varieties, as well as to differentiate between the developmental profile of children with autism spectrum disorder and developmental profile of children with a different type of developmental disorder.
	Gathering information from multiple sources. When conducting the assessment it is important to include information about the child from different sources as well as information about how the child functions in different situations and with different persons.
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Figure 6. Basic principles in the diagnostic process of the autism spectru disorder (according to Ozonoff et al., 2005).

	Parents need to be informed about all the procedures conducted as part of the diagnostic process. Expers need to introduce the parent(s) in a simple and clear way with all important information about:
· way of conducting the procedure and potential necessary preparations for implementing it;
· the objective of conducting the procedure; 
· results of the conducted procedure.

	Sharing information with parents and the predictability of procedures reduce tension and discomfort of parents and the child, and facilitate the preparation and implementation of the whole diagnostic process. In addition, since the diagnostic process includes a number of procedures conducted by different experts, often in different institutions, attention needs to be paid  to careful adjustement and establishment of schedule of conducting all procedures, especially if the diagnostic proces is not conducted in the place of residence. It is recommended to conduct individual procedures which include direct interaction with the child at the time of the day when the child is neither sleepy, tired or hungry, which are the preconditions to a more sucessful cooperation and better regulation of behaviour. 

	After the medical diagnostic procedure has been completed, parents need to be informed about the results. It is recommended to ensure a pleasant area and sufficient time for providing feedback, and to use simple and understandable terms, and show understanding for their fear and concern. 

When providing parents/caregivers with the feedback on the conclusions of the medical diagnostic procedure and the diagnosis it is necessary to do the following:
· explain individual results and the conclusions of the medical diagnostic process (it is necessary to explain the reasons for drawing a certain diagnostic conclusion); 
· describe the developmental profile of the child and child's 'strong' and 'weak' points;
· provide written expert findings and opinion which present the results of the entire diagnostic process and recommendations for further action.

	Whenever possible, it is recommended to offer the parents another meeting to discuss additional questions and share important information about:
· characteristics of children with autism spectrum disorder;
· how the symptoms of the autism spectrum disorder may affect the life of the child and his/her family;
· the risk of autism spectrum disorder in siblings;
· support services available in local community.

7.1.2. [bookmark: _Toc446056534][bookmark: _Toc446057919][bookmark: _Toc446058031]Possible Difficulties and Challenges in Conducting the Medical Diagnostic Process and Making a Diagnosis 
	
	Conducting a medical diagnostic process and making diagnostic conslusions can be particularly difficult, especially in the following:
· children who have not achieved mental age of 18 months (in those children it can be extremely difficult to distinguish global developmental delay from autism spectrum disorder and other disorders);
· children with an absence of avaialble information on early development (for example, children who have changed several caregivers and/or institutions);
· children with multiple difficulties (complex intellectual, motor and/or sensory difficulties).

	The process of analysing all information, summarizing all actions taken and making a diagnosis of autism spectrum disorder, with all complexity carried by the medical diagnostic process regardless of age, requires special caution, critical stance and experience when conducted with children of early and pre-school age. Namely, the criteria for diagnosing autism spectrum disorder specified in the diagnostic manuals are not well adapted to the characteristics of children of early and pre-school age. Also, assessment of skills which are only being developed represents a challenge in itself, and requires specific knowledge. Furthermore, there are no clear instructions how to 'fit in' the results of testing (application of different standardised measuring instruments) of different developmenal areas of a child into the described diagnostic criteria. 
Moreover, interpretation of data provided by parents needs to be conducted with special care, and these data need to be systematically checked against the data obtained through direct interation and communication with the child. Any conclusions need to be drawn with particular caution if there is a  disparity between the characteristics of behaviour that the specialist has directly observed during assessment and information about everyday behaviour of the child in different situations, which are provided by the parent. 

7.1.3. [bookmark: _Toc446056535][bookmark: _Toc446057920][bookmark: _Toc446058032]Recommended Age for Conducting Medical Diagnostic Procedure 

Conducting a medical diagnostic procedure in children suspected of having autistic spectrum disorder is exeptionally difficult during the first age of their life, and there are no evidence-based guidelines for such procedures, particularly as there is a clear concensus that the symptoms of deficits in social functioning become increasingly apparent at the age of 12 - 18 months (Figure 7.; for an overview please see Rogers, 2009).Marked difficulties in differential diagnostics (e.g. distinguishing autism spectrum disorder from intellectual difficulties etc).

Lack of measuring instruments whose results could clearly indicate the presence of autism spectrum disorder
Lower stability of diagnosis
Making a diagnosis for autism spectrum disorder  in child who has mental age of less than 18 months



Figure 7. Shortcomings of making a diagnosis of autism spectrum disorder at a very early age. 


	This does not mean that deviations and atypical behaviours characteristic of autism spectrum disorder cannot be noted in children younger than 18 months of age. Rather, it means that the diagnosis of the disorder which is based on recognising communication features and social behaviour is exceptionally difficult, and far less reliable when conducted at the age when these skills are only developing and very dynamically changing. 

	In the autism spectrum disorder diagnostic procedure it is important to take into account the mental age, and not (only) the chronological age of the child, since the conclusions about the developmental profile of the child significantly relies on the assessed mental age. For instance, for making a diagnosis of autism spectrum disorder,  it is important to establish that the child's social communication skills are significantly less developed than those expected for his assessed mental age.

	

	A relatively reliable diagnosis of autism spectrum disorder can be made at early age (2 - 3 years), at least considering the short-term outcomes (Chawarska, Klin, Paul, Macari i Volkmar, 2009; Rogers, 2009). However, developmental profiles of children can be different, and in some cases children which at early age displays a full clinical profile of autism spectrum disorder, can at later age show a significantly different clinical Figure. Although research has shown  that a diagnosis made at early age is relatively stable, it needs to be noted that the reliability of a diagnosis made at early age (2 - 3 years) is somewhat lower than the reliability of the diagnosis made at later age (4 - 7 years) (Chawarska, Klin, Paul, Macari and Volkmar, 2009; Rogers, 2009: Eaves and Ho, 2004; Kleinman et al., 2008; Turner and Stone, 2007) and that there is a certain (small) percentage of children who can show clear symptoms of autism spectrum disorder at early age, and at later age no longer meet the diagnostic criteria for ASD.
	The stability of a diagnosis made at pre-school age depends on a larger number of factors: characteristics of the assessment conducted, age when the diagnosis is made, cognitivne status of the child, inclusion in intervention programmes and other factors (for a systematic overview see Woolfenden, Sarkozy, Ridley and Williams, 2012).

[bookmark: _Toc446057921][bookmark: _Toc446058033][bookmark: _Toc446056536]7.2.	Model of implementation of medical diagnostics of autism spectrum disorder in children Aged 0 - 7 in the Republic of Croatia

The medical diagnostics of autism spectrum disorder in the Republic of Croatia involves a series of mandatory procedures conducted by different specialists. 

A child is referred to the diagnostic procedure by a selected primary health care doctor.


	All children who screen positive in the second step of the screening process (at the age of 24 months) are referred to the diagnostic procedure. Children showing clinical signs of possible ASD, in whom the disorder was not detected during the screening the process, or ASD signs become more pronounced at the age when the M-CHAT-R/F screening tool is no longer applicable (children over 2.5 years of age) are also referred to the diagnostic procedure as well as to the early intervention services. 
	Due to the identified problem of inadequate number of expert teams for ASD diagnostics in Croatia, as well as their unequal regional distribution, professional public has suggested the establishment of five diagnostic centers (see section 9) where trained experts would conduct the diagnostic procedure in children of early and pre-school age.
	
Regardless of whether the child was included in a screening process or not, it is not recommended to conduct diagnostic process in children younger than 24 months (see section 7.1.4). 


	

7.2.1. [bookmark: _Toc446056537][bookmark: _Toc446057922][bookmark: _Toc446058034]Mandatory Procedures of the Diagnostic Procedure

Although there is no unique protocol or a battery of tests and medical exams which are used in different institutions and countries or applied to children of different age, there is a consensus on mandatory procedures of the diagnostic procedure for the autism spectrum disorder in pre-school children (Dodd, Franke, Grzesik and Stoskopf, 2014; Ozonoff et al., 2005; Steiner, Goldsmith, Snow and Chawarska, 2012). These elements represent the backbone of the Croatian model of the medical diagnostic procedure for the autism spectrum disorder in children aged 0-7.

	Mandatory elements of the  diagnostic procedure for detecting autism spectrum disorder in children 0 - 7 years of age in the Republic of Croaita are the following (see FigureFigure 8):
1. Clinical interview with the parent/caregiver and clinical observation of the child,
2. Application of specific instruments and/or criteria for diagnosing autism
3. Assessment of cognitive abilities,
4. Assessment of communication abilities,
5. Assessment of language and speech abilities,
6. Assessment of adaptive skills,
7. Targeted  biomedical tests (in line with the guidelines to be prepared by the Croatian Pediatric Neurology Society).
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[bookmark: _Toc427913350]Figure 8. Mandatory procedures of the  medical diagnostic procedure for autism spectrum disorder in the Republic of Croatia.
	
Following the experts' evaluation and characteristics of the individual child, this basic assessment can be accompanied by additional procedures. However, it is important to be selective and refer the child only to those procedures which can directly contribute to the (differential) diagnostic process, in order not to prolong the diagnostic process unnecessarily. 
	Targeted biomedical tests (in line with the guidelines to be prepared by the Croatian Pediatric Neurology Society) need to be conducted in order to eliminate the causes which may temporarily present the clinical Figure of autism spectrum disorder and/or detect certain associatied conditions.

            The longest period from suspected autism in a child (i.e. positive result in the second step of the screening process or primary health care doctor's referral to the diagnostic procedure) to the beginning of the diagnostic procedure (i.e. conducting the first of the mandatory elements of the diagnostic procedure) is one month, and to the completion of the whole diagnostic procedure is six months.









7.2.2. [bookmark: _Toc446056538][bookmark: _Toc446057923][bookmark: _Toc446058035]Measuring Instruments for Individual Areas of Assessment 

When assessing each developmental domain it is important to use a measuring instrument (or several instruments). The profile of the expert and the level of his/her training required for using a specific intstrument are defined by the author of the measuring instrument or the publisher. A large number of instruments used in the diagnostic procedure require specific additional training.
	When conducting a clinical interview with child’s parents various processionals may use various interview procedures, respecting the best professional practice. If a significant discrepancy between the child's behaviour in test situation and his/her functioning in real life is noted, options of collecting data from additional sources and/or continuing the diagnostic process in a different environment (e.g. kindergarten, child's home, etc.) should be considered.
	In recent years a large number of screening tools and measuring instruments for diagnosing autism spectrum disorder have been developed. The analysis of literature on instruments used in clinical practice and scientific research enables the identification of instruments which are systematically used in a large number of countries, have a proven validity and solid reliability, and have become a standard for a fundamental assessment of autism spectrum disorder (Hogan and Marcus, 2009; Ozonoff et al., 2005; Scottish Intercollegiate Guideline Network, 2007; Shea and Mesibov, 2009). 
Table 3 shows measuring instruments recommended for assessing each individual developmental area and instruments specific for diagnosing autism spectrum disorder in pre-school children. Some of these instruments are standardised in the Republic of Croatia and available on the market, while others are yet to be standardised. The analysis of literature and agreement among Croatian experts have resulted in the recommendations on measuring instruments which should be standardised in the Republic of Croatia as soon as possible. 

Table 3. Areas of assessment and recommended measuring instruments for diagnosing autism spectrum disorder in pre-school children.
	AREA OD ASSESSMENT 

	RECOMMENDED MEASURING INSTRUMENT FOR CHILDREN OF EARLY AND PRE-SCHOOL AGE 
	AGE
	STANDARDISATION IN CROATIA

	Assessment using measuring instruments specific for the assessment of autism spectrum disorders
(ASD assessment in the narrow sense)
	The Autism Diagnostic Observation Schedule (ADOS-2)
	12 months onwards 
	Not standardised. Recommended for standardisation. 


	
	The Diagnostic  Statistical Manual of Mental Disorders (DSM-5) or International Statistical Classification of Diseases and Related Health Problems (ICD-10)
	Lifelong
	In RoC DSM-IV, DSM 5 and MKB-10 have been translated and published.

	Cognitive abilities
	The Bayley Scales of Infant Development

	0 - 3 years of age
	Not standardised.

	
	The Mullen Scales of Early Learning
	0 - 5; 8 years
	Not standardised. standardiziran/Preporuka za standardizaciju

	
	The Wechsler Preschool and Primary Scale of Intelligence (WPPSI-III; WPPSI-IV)
	2; 6 - 7; 3 years
	Not standardised. Recommended for standardisation. 


	
	The  Čuturić Development Test (RTČ)
	0 - 8 years
	Standardised.

	Social - communication skills
	The Pragmatic Profile of Eveyday Communication Skills 
	up to 10  years
	Not translated not published. Standardisation not necessary. 

	
	The Communication Development Scale (Koralje)
	8 - 30 months
	Standardised

	Language and speech abilities 
(lexis, morphology, syntax, semantics, narration, speech)
	Reynell Developmental Language Scales (RDLS) or Reynell Developmental Language Scales-IV (RDLS-IV)
	2,5 - 7  years
	New version of the scale (RDLS-IV) in undergoing standardisation.

	
	The Peabody Picture Vocabulary Test (PPVT-III-HR)
	2,5 - 90+  years
	Standardised

	
	The Communication Development Scale (Koralje)
	8 - 30  years
	Standardised

	Adaptive and global functioning
	Vineland Adaptive Behavior Scales, second edition
	0 - 90  years
	Undergoing standardisation.


7.2.3. [bookmark: _Toc446056539][bookmark: _Toc446057924][bookmark: _Toc446058036]Experts Involved in the Medical Diagnostic Procedure

Experts involved in the medical diagnostic procedure need to have competencies, adequate education/training and experience in early diagnosis of autism spectrum disorder, so that they could do the following: 
· Implement the medical diagnostic process in a professional and high quality manner, in line with the above standards,
· Communicate with the parents/caregivers about all issues related to the diagnostic procedure and potential autism spectrum disorder diagnosis. 

Expert team for  medical diagnostics of autism spectrum disorder in the Republic of Croatia is composed of the following experts: 
1. Pediatrician, subspec. neurology and / or psychiatrist, subspec. pediatric and adolescent psychiatry,
2. psychologist,
3. speech therapist,
4. special educations professional/education rehabilitator. 
Autism spectrum disorder is diagnosed by the Pediatrician, subspec. neurology and / or psychiatrist, subspec. pediatric and adolescent psychiatry, based on a team synthesis of results of all (obligatory) diagnostic procedures conducted.

7.2.4. [bookmark: _Toc446056540][bookmark: _Toc446057925][bookmark: _Toc446058037]Outcome of the Medical Diagnostic Procedure

The medical diagnostic procedure ends by making a conclusion, i.e. a diagnosis. The diagnosis is made by a the Pediatrician, subspec. neurology and / or psychiatrist, subspec. pediatric and adolescent psychiatry, based on the team synthesis of all elements of the diagnostic procedure conducted. 
In making the conclusion of the medical diagnostic procedure the whole developmental profile of the child needs to be taken into account, and the possibility of clinical profile being the result of another disorder (for example, global developmental delay, language difficulties, selective mutism, hearing impairment, reactive attachment disorder, etc.) has to be considered.
	When making the diagnosis experts need to rely on the following: 
·  Their own clinical assessment based on data on the child which have been gathered from multiple sources, and direct observation of the child, 
· results of the usage of standardised measuring instruments,
· diagnostic criteria specified in the International Classification of Diseases and Related Health Problems (currently valid ICD-10; see table 2) or Diagnostic and Statistical Manual of Mental Disorders (currenly valid DSM-5; see table 1)

Based on all information gathered, a single conclusion needs to be made (i.e.  not a series of individual conslusions of various experts) and diagnosis made, and the written assessment and team opinion need to include recommendations about the forms of professional support. If the presence of autism spectrum disorder is confirmed, or the presence of another type of disorder, parents need to be briefed on access to social welfare rights. 

The outcome of the diagnostic procedure can be the following (Figure 9): 
a) All criteria for autism spectrum disorder have been met.
(Dg: Autism spectrum disorder)
b) Developmental delay or any other type developmental disorder has been identified.
c) Child shows typical developmental pattern.
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Figure 9. Possible outcomes of the medical diagnostic procedure.


8. [bookmark: _Toc446056541][bookmark: _Toc446057926][bookmark: _Toc446058038]Referral to the Early Intervention Sysyem
            Selected primary health care doctor refers the child to the early intervention system, i.e. to the provider of early intervention services closest to the child's place of residence in the following cases:
· the child screened postiive in the first step of autism spectrum disorder screening process at the age of 18 months;
· at the age of 18 - 30 months the child screened positive on the M-CHAT-R/F screening tool,;
· suspicion of autism spectrum disorder was established in the child younger than 18 months of age, and developmental assessment performed by a psychologist confirmed the presence of developmental delay or any other developmental disorder;
· suspicion of autism spectrum disorder was established in the child older than 2.5 years of age, and the child was referred to the diagnostic process.





	Croatian legislation first defined early intervention in the Social Welfare Act of 13 May 2011. Today early intervention is regulated by the Social Welfare Act which entered into force on 1 January 2014.
	Early intervention is considered to be non-institutional care (Article 74), which includes professional stimulating assistance to children and professional and advisory assistance to parents, other family members and foster parents, in case when a developmental risk or developmental difficulties have been established in a child (Article 84). The goal of early intervention is to include the child in the wider social network, and it is provided to a child who has been diagnosed with developmental deviations, developmental risks or developmental disabilites at an early age (up to the age of 3, and maximum up to the age of 7 years) (Article  84). Entitlement to early intervention services is decided by social welfare centers, based on the prior opinion of a paediatrician subspec. Neonatology, or paediatrician (or in exceptional cases other specialists) and the assessment of the service provider about the duration and frequency of early intervention services. 
	 
9. [bookmark: _Toc446056542][bookmark: _Toc446057927][bookmark: _Toc446058039]Pre-requirements for the Implementation of the National Framework for Screening and Diagnosing Autism Spectrum Disorder in Children Aged 0 - 7 in the Republic of Croatia
	         A precondition for the screening process is the establishment and organisation of regional centers, where diagnostic process will be conducted, and a part of early intervention services procided (in addition to those provided at local level). This would allow conducting the screening process in a meaningful and ethical way. It is also necessary to integrate the systems of screening and diagnosing, as well as the newtork of early intervention services.

	In order to enable the implementation of the National framework for Screening and Diagnosing autism spectrum disorders in children aged 0 - 7 in the Republic of Croatia, it is necessary to do the following:
· establish the framework for non-institutional intersectoral cooperation of institutions and experts by means of preparing cooperation protocols;
· lay down the institutional and legal framework for the establishment of five regional centars for diagnostics and early intervention services (two regional centers in Zagreb, and one each in Split, Osijek and Rijeka), as well as define the necessary human, technical (equipment) and financial resources of the future Centers;
· organise a regional coordination of diagnostic procedure by appoiniting administrative staff in charge of arranging the time and locations of diagnostic procedures for beneficiaries;
· ensure necessary prerequisites so that the maximum period from referral to the diagnostic procedure until its beginning is one month, and until the completion of the diagnostic procedure is maximum six months;
· [bookmark: _GoBack]prepare guidelines for conducting biomedical services in children who are in the diagnostic process for autism spectrum disorder;
· standardise measuring instruments used in the process of diagnosing autism spectrum disorder (ADOS, Mullen Scales of Early Development, WPPSI-III/WPPSI-IV);
· train a larger number of experts for the application of measuring instruments used in the process of diagnosing autism spectrum disorder;
· introduce new and additional Diagnostic and Therapeutic Procedures (DTP) concerning the screening for autism spectrum into the work of pediatricians and doctors of family medicine who provide care to children up to 7 years of age (proposed names: first step in screening DTP-PSA1 and second step in screening DTP-PSA2);
· introduce new, additional diagnostic and therapeutic procedures related to the use of specific instruments involved in the process of diagnosing autism spectrum disorder, which can be conducted by different experts;
· create prerequisites for the application of the M-CHAT-R/F tool in the Republic of Croatia (official form of the  scale, agreement concerning the rights to the usage of the scale, etc.);
· train primary health care doctors to recognise red flags for ASD and the use of the M-CHAT-R/F tool;
· ensure the available access to the early intervention programme for children who screened positive on the screening process (create a list of institutions who provide early intervention services);
· initiate the development of the National Framework for Early Intervention.

	Some of the above-mentioned prerequisites are more important, and require long-term efforts, while others can be realised in a shorter period of time. It is expected that these steps will be realised gradually, and that they will lead to an improved system of Screening and Diagnosing autism spectrum disorder in children aged 0-7 in the Republic of Croatia.
	Members of the operative working group for implementation, which gathers representatives of all three ministries (the Ministry of Health, the Ministry of Social Policy and Youth, the Ministry of Science, Education and Sport), a representative of the Croatian Institute of Public Health, representatives of experts and representatives of the UNICEF Office for Croatia, are currently engaged on the implementation of the National Framework.
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Figure 10. Implementation model of screening and diagnosis of autism spectrum disorder in children aged 0-7 in the Republic of Croatia.
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Table 4. Signs which may indicate the autism spectrum disorder in children aged 0 - 5 (according to the National Institute for Health and Care Excellence, 2011).
	SOCIAL INTERACTION AND  RECIPROCAL COMMUNICATION 

	Language and speech

	· Delay in language development (in babble or speech; for example, the child uses less than 10 words by the age of two years)
· Regression in or loss of use of speech
· Spoken language may include:
· Non-speech like vocalisations
· Odd or flat intonation
· Frequent repetition of set words or phrases (echolalia)
· Referrence to self by name or using 'you' or 'she/he' beyond the age of three years
· Reduced or infrequent use of language for the purpose of communication

	Responding to others

	· Reduced or delayed response to name being called, despite normal hearing of the child;
· Reduced or completely absent responsive socile smiling;
· Reduced or absent responsiveness to other people's facial expressions or feelings;
· Subtle difficulties in understanding other persons' intentions, may take things literally or misunderstand sarcasm or metaphors;
· Unusually negative response to requests of others (demand avoidant behavious);
· Rejection of hugs and cuddles initiated by paren tor care giver, although child may occasionally initiate them.

	Interaction with others

	· Reduced or absent awareness of personal space, or unusual intolerance of people entering his/her personal space;
· Reduced or absent social interest in other persons, including children his/her age – may reject others or approach them inappropriately, may seem aggressive or disruptive;
· Reduced or absent imitation of others' actions;
· Social play with others is rare or absent, child plays alone;
· Reduced or absent enjoyment in situations that most children like, for example in birthday parties;
· Reduced or absent sharing of enjoyment;

	Eye contact, pointing and other gestures

	· Absence of or reduced use of gestures and facial expressions to communicate (may put adult's hand on objects);
· Reduced and poorty integrated gestures, facial expressions and body orientation, eye contact (looking at people's eyes when speaking) and speech used in social situations;
· Reduced or absent use of eye contact (assuming normal vision);
· Reduced or absent joint attention expressed through: 
· Gaze switching, 
· Following a point (looking in the direction pointed by another person – may look at the person's hand),
· Using pointing finger or showing objects to share interest


(continued on next page)
(continued)
	Ideas and imagination

	· Reduced or absent imagination, absent variety or pretend play

	UNUSUAL OR RESTRICTED INTERESTS AND/OR RIGID AND REPETITIVE BEHAVIOURS

	· Repetitive, stereotypical movements, such as hand flapping, body rocking while standing, rotation;
· Repetitive or stereotyped play (for example, opening and closing doors);
· Over-focused or unusual interest;
· Exessive insistence on following his/her own agenda;
· Extreme emotional reaction to change or new situations, insistence on things 'staying the same';
· Strong preferences for familiar routines and things being 'just right';
· Dislike of change, which often leads to anxiety or other forms of distress (including aggression);
· Over or under reaction to sensory stimuli, for example texture, sounds, smells;
· Excessive reaction to taste, smell, texture or appearance of food or extreme food fads.
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Table 5. Signs which may indicate the autism spectrum disorders in children aged 5 - 11 (according to the National Institute for Health and Care Excellence, 2011).
	SOCIAL INTERACTION AND  RECIPROCAL COMMUNICATION

	Speech

	Peculiarities in speech may be manifested in different ways:
· limited use of speech 
· Monotonous tone
· Repetitiveness, frequent use of stereotyped (learnt) phrases, content dominated by excessive information on topics of child's own interest
· Person does not participate in two-way conversation, but rather talks 'at' others
· Responses of others may seem rude or inappropriate 

	Responding to others

	· Reduced or absent response to other people's facial expressions or feelings; 
· Reduced or delayed response to name being called, despite not having hearing difficulties;
· Subtle difficulties in understanding other people's intentions, may take things literally or misunderstand sarcasm or metaphors;
· Unusually negative response to the requests of others (demand avoidant behaviour).

	Interaction with others

	· Reduced or absent awareness or personal space, or unucual intolerance of persons entering his/her personal space;
· Reduced or absent social interest in other persons, including children of his/her own age; if interest exists, may approach others inappropriately, seem aggressive or disruptive; 
· Reduced or absent greeting;
· Reduced awareness of socially expected behaviours;
· Reduced or absent ability to share in social play or ideas of others, plays alone;
· Inability to adapt style of communication to social situations, for example may be overtly formal or express inappropriate familiarity;
· Reduced or absent enjoyment in situations that most children like

	Eye contact, pointing and other gestures

	· Reduced and poorly inegrated gestures, facial expressions and body orientation, eye contact (looking at people's eyes when speaking) and speech used in social situations;
· Reduced or absent use of eye contact (assuming normal vision);
· Reduced or absent joint attention shown by: gaze swithching, following a point (looking in the direction pointed by another person – may look at the person's hand), using pointing finger or showing objects to share interest.

	Ideas and imagination

	· Reduced or absent flexible imaginative play or creativity, although the child may re-enact scenes seen on visual media (e.g. television);
· Makes comments without awareness of social niceties or hierarchies. 


(continued on next page)



(continued)
	UNUSUAL OR RESTRICTED INTERESTS AND/OR RIGID AND REPETITIVE BEHAVIOURS

	· Repetitive, stereotypical movements, such as hand flapping, body rocking while standing, rotation;
· Play is repetitive and oriented towards objects rather than people; 
· Over-focused or unusual interests;
· Rigid expectation that other children should adhere to rules of play;
· Exessive insistence on following his/her own agenda;
· Extreme emotional reactions that are excessive for the circumstances;
· Strong preferences for familiar routines and things being 'just right';
· Dislike of change, which often leads to anxiety or other forms of distress (including aggression);
· Over or under reaction to sensory stimuli, for example texture, sounds, smells;
· Excessive reaction to taste, smell, texture or appearance of food or extreme food fads.

	OTHER FACTORS THAT MAY SUPPORT A CONCERN ABOUT AUTISM

	· Unusual profile of skills or deficits (for example, social skills and moto coordination are poorly developed, while particular areas of knowledge, reading or vocabulary that the child uses are advanced for his/her chronological or mendal age);
· Social and emotional development are more immature than other areas of development, excessive trusting (naivety), lack of 'common sense', less independent than peers. 
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