Preschoolers with Autism Spectrum Conditions and their families: a challenge for community nursing? 
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Summary

This paper describes the development and evaluation of the Keyhole® Early Intervention Model for preschoolers with Autism Spectrum Conditions.   Its four components are a Resource Kit for newly diagnosed families, a home-based intervention programme to develop social and communication skills; training workshops for parents and an education module for personnel working in early years services.  Research evidence is presented to demonstrate the effectiveness of each. Examples are given of the contributions which health visitors and community nurses could make to supporting families in some or all of these endeavours, especially as increasing numbers of children are being diagnosed with ASC in the United Kingdom.
Introduction
In the United Kingdom, as in other affluent countries, increasing numbers of preschool children are being identified as having an Autism Spectrum Condition (Rutter, 2005).   Prevalence rates of 11.6 per 1,000 have been reported among 9-10 year olds in London (Baird et al, 2006).  

Autism is a complex developmental disorder that essentially affects the way a person communicates and relates to people (Howlin, 1998).    It is often evident by two years of age but it affects children in varying degrees of severity.  The term ‘Spectrum’ is used to reflect this variation; hence the phrase ‘Autistic Spectrum Disorders’.  Recently the term ‘condition’ has replaced ‘disorder’ as this is reduces the connotations of abnormality.
Children with Autism Spectrum Conditions (ASC) share three common impairments.  They have difficulty interacting socially and appropriately with other people; they have problems both with understanding and in using language to communicate, and their capacity to think imaginatively is impaired.  

Their intellectual abilities also differ markedly.  Some will have severe learning difficulties whereas others function in the average or above average range.  The latter tend to be referred to as having Asperger’s Syndrome. 

Children with ASC may look like other children but many behave inappropriately for their age.   They can experience a range of additional difficulties in everyday life such as limited attention span, anger or aggression when things go wrong, poor organisational skills, sleep irregularities and clumsiness due to poor motor control.   They may engage in repetitive play activities and obsessional routines.   

ASC can also occur in conjunction with other developmental problems such as ADD, epilepsy and specific language impairments.  This adds to the difficulty in making a diagnosis.
Autism a life-long condition although there are claims that ‘recovery’ or cures are possible for certain individuals.  Recent advances in research and practice strongly suggest that the condition is ameliorable and improvements are possible.

Identifying ASC and support needs
By a child’s second birthday, the signs of ASC are usually present.   We interviewed at home, 72 parents drawn from a population of children diagnosed at a specialist, community-based clinic, about their recollections of early difficulties which were analysed thematically (McConkey et al, 2008). Two-thirds of parents reported the child’s problems were apparent by 18 months with speech and communication difficulties, along with behaviour problems, being the most commonly reported.  

Concerned parents often seek a professional opinion, especially as diagnosis is often the gateway to support services, and health visitors in particular could have a key role in screening 18-24 month old infants for ASC using the various tools that have become available, such as M-Chat (Robins et al., 2001) and if needed making prompt referral for diagnostic assessment.  However a scarcity of appropriately trained and experienced personnel often leads to delays in formal assessments being undertaken and even when a diagnosis is made, there may be a further wait before any intervention commences for the child (McConachie & Robinson, 2006).   Again health visitors and possibly community learning disability nurses are well placed to give families information about ASC and for guidance on what they might do to assist their child (Cassidy et al, 2007).   Resources and training are available to support these initiatives as we will now describe.
A multi-facet model of early intervention

AutismNI – a parent lead voluntary/charitable organisation and Northern Ireland’s leading Autism Society - has been to the fore in Ireland in developing a multi-facet approach called Keyhole® to early intervention. The University of Ulster is the research partner.   As the Figure shows, there are four main elements in the  Keyhole® model; reflecting the diversity of needs that these children and families have but also the range of personnel from health and early childhood education who need to be involved in order to respond fully to the family’s needs. 

Insert Figure about here

1. ASC Resource Kit

While awaiting diagnosis and certainly immediately afterwards, it is vital that parents are given information and advice about developmental problems that children can experience.  A Resource Kit has been developed containing information booklets that detail practical teaching strategies targeted to the unique learning skills of children with ASC, along with selected toys and playthings, and communication aids. This was evaluated with 29 volunteer mothers supported by service personnel who visited on an average of six occasions, or in small number of instances met the families at a child-care centre.  

A mix of qualitative and quantitative methodologies were used in the evaluation (McConkey et al., 2009).  Nearly all mothers found the Keyhole® Rainbow Resource Kit helpful to their child, to them personally, and to some extent to the wider family.   On post-testing, mothers reported that the child had fewer problems relating to play as a result of using the Kit. The child’s relationships with others and difficulties with imitation had also improved.  Mothers felt less stressed in their interactions with the child.  Establishing positive interactions within the family is an important foundation on which more specific interventions can be built. 

On average, the mothers had received around 10 hours of individual support illustrating that this is a cost effective model. and The costs of the Kits were also modest.  This approach therefore offers a value-for-money, practical approach to meeting the needs of families awaiting diagnosis and those who have recently been diagnosed.  The Keyhole ® Kits could be used by health visitors and community nurses and two-day orientation training is available in its use.
2. Home visiting programme
With children who have developmental disabilities, there is a consensus that Interventions should begin as early as possible in order to ameliorate the impact of the impairment.  Moreover individual, home-based intervention programmes have proved effective in the preschool years with children who have various developmental disabilities including sensorial impairments and intellectual disability (Guralnick, 2005).  

By contrast much effort in the field of ASC has been of centre/school-based programmes and debate is ongoing about the relative merits of differing approaches such as ABA and TEACCH (Lord, 2000).  However the scarcity of professional resources can severely limit the access by families to these interventions.  
Communication, speech and language difficulties are invariably a feature of ASC.  Most children acquire these skills through naturally occurring interactions within their families and then later within the wider local community.   Equally structured teaching approaches, using visually-mediated learning, show promise in promoting communication with children who have ASC (Ozonoff & Cathcart, 1998).  
With this as a rationale, we developed and evaluated a home-based, early intervention programme (as part of the overall Keyhole® model known as Keyhole) based mainly around approaches designed to address communication difficulties: namely TEACCH, PECs and Hanen.  This web-site contains brief descriptions of each: http://www.nas.org.uk/nas/jsp/polopoly.jsp?d=1351&a=3630
The Keyhole® home intervention was delivered to 35 families through 15-18 home visits over an average nine month period. This occurred in two different areas by two specially appointed early intervention therapists both of whom were speech and language therapists.  In addition 26 families acted as a contrast group.  Measures were taken of the children’s development and maternal well-being, before, and again three months after the intervention has finished (McConkey et al, 2009). 
Children who received the intervention showed significant improvements on different indices of communication and these were greater than those reported for families in the Contrast Groups.  Mothers too improved in terms of self-ratings on measures of health but not of stress.   Of note is that these gains resulted from a maximum of 36 hours, home-based contact by therapists which was significantly less time than that provided in other intervention approaches.  Hence guided home-based interventions can be a cost-effective means of reaching families in the pre-school years. 
Once again health visitors and community nurses could integrate this type of work into their ongoing work with families and training courses are available to prepare personnel for this role. 
3. Parent/Family ACCESS groups 
Autism NI has developed short training and information workshops about ASC (lasting from three to eight hours) for various different groupings of family members – mothers, fathers and grandparents.  The objectives are:
· To give participants an opportunity to meet others facing similar issues in relation to a diagnosis of ASC;

· To enable participants to fill in the gaps in their knowledge and understanding of this condition. 

The ethos of the groups could be summarised as follows:

· Participants are a resource for one another in terms of managing the pressures and challenges presented to families by children who have ASC and in sharing their experiences.

· The sessions were not intended solely to give information but rather they were an opportunity for discussion and for exploration of feelings.

· Participants are given information that is tailored to their needs. 

The main benefits reported by participants were in meeting people in similar situations as oneself and no longer feeling alone; being given practical tips and advice for coping.  As two mothers said: 

I met other parents who are in the same situation to myself and my family. Contacts we were given were very useful. Lots of positive ideas which helped me see beyond my son’s autism.
Helped me feel not alone and talking with others made me feel there was light at the end of the tunnel
Community nurses and health visitors are potential leaders of such groups given their training and experience although they might usefully be joined as facilitators by experienced family members.  

4. Training for Early Years Personnel

Preschool children may attend a range of facilities: playgroups, crèches and nursery schools.  These provide opportunities for socialisation as well as valuable learning experiences from which children with ASC could also benefit.  However a survey of these facilities in the Greater Belfast area (McConkey & Burghri, 2003), found that most staff felt they had inadequate or no training to equip them to meet the children’s particular needs and they reported a lack of knowledge and skills to help these children.  

AutismNI in association with two early childhood organisations developed a 10 hour training course for personnel in preschool facilities. This Keyhole® Early Years training aimed to enhance knowledge about Autism and the intervention strategies which are effective in assisting young children achieve their full potential.  
The course objectives were for participants to:
· Be familiar with the characteristics of Autism;

· Know how Autism manifests in the pre-school child and what difficulties the child may have in the early years situation;

· Be aware of some of the strategies for effective interaction with children with ASC.

· Develop their skills in interacting with pre-school children who have ASC and their parents.

The courses were jointly tutored by an ASC specialist and an experienced preschool educator. Delivery methods consisted of talks based around power-point presentations, group discussions and practical activities. Participants received information booklets which they took home for future reference and sharing with others (Crawford et al, 2003).

In Northern Ireland, over 25 courses have been presented attended by over 600 participants.  Our evaluations showed that: 

· The course is accessible to all personnel involved with playgroups and provides them with a common language and approach to children who have ASC.  

· The course has been positively evaluated by participants.  It has increased their understanding of this condition; nurtured their confidence in managing children with ASC within their groups and encouraged them to adjust their practice.   

· A set of training resources has been developed to assist tutors with course presentation. This includes session outlines, suggested teaching methods and visual aids.  This should facilitate its use by tutors who are new to the topic or to presenting training courses.  

· There is evidence of ‘spill-over’ effects beyond the original intentions of the course developers.  Other children in the group have benefited from the use of approaches taught on the course; children suspected of having ASC have been referred for assessment and parents feel more confident in sending their child to the playgroup. 

· The course facilitated the social inclusion of children with disabilities alongside their siblings and peers, and provides equality of opportunity to the children and families.  This is evident in the willingness of groups to enrol children with ASC in future years.

Given the growing links between child health services and early childhood education, community nurses and health visitors could take on this training function alongside ASD specialist staff using the resources that are now available. 

Why nursing?

ASC provides both a challenge and an opportunity for existing personnel working with preschool services.  More children and families are likely to seek help because of problems that can be defined as an Autism Spectrum Condition yet the necessary increase in personnel to assist them may not be forthcoming.  Hence existing personnel in children’s services - including nurses - need to consider the potential contribution they could make, to assisting such children and families.  They could usefull forge innovative partnerships with the Voluntary Sector too. Admittedly some of these children and families will require specialised interventions that are additional to present service systems but the core of our argument is that by implementing the generic strategies described here that are line with best practice in the field of early intervention, all families and children with various developmental difficulties stand to benefit.  Moreover this will build on existing strengths of families, communities and service personnel.  Hence ASC  is an opportunity for each professional grouping to re-evaluate its priorities and practices in the field of early intervention.  So why not nursing? 
(2,222 words)
References
Baird, G., Simonoff, E., Pickles, A., Chandler, S., Loucas, T., Meldrum, D., & Charman, T. (2006) Prevalence of disorders of the autism spectrum in a population cohort of children in South Thames: the Special Needs and Autism Project (SNAP). Lancet, 368, 210-215.

Cassidy, A., McConkey, R. Truesdale-Kennedy, M. & Slevin, E. (2008)  Preschoolers with autism spectrum conditions: The impact on families and the supports available to them.   Early Child Development and Care, 178 (2), 115-128
Crawford, H.,  Doherty, K.  Crozier, B.,  Bhurgri, S. & McConkey, R. (2003) An evaluation of a short training course on autism for preschool personnel.   Good Autism Practice Journal, 4,2, 12-20 

Guralnick, M.J. (2005)   Early Intervention for Children with Intellectual Disabilities: Current Knowledge and Future Prospects.   Journal of Applied Research in Intellectual Disabilities, 18, 313–324 

Howling, P. 1998). Practitioner review: psychological and educational treatments for Autism. Journal of Child Psychology and Psychiatry, 39, pp. 307-322.  

Lord, C. (2000) Commentary: Achievements and Future Directions for Intervention Research in Communication and Autism Spectrum Disorders. Journal of Autism and Developmental Disorders, 30 (5), 393-398 
McConkey, R. & Bhurgri, S. (2003)  Children with autism attending preschool facilities:  The experiences and perceptions of staff.  Early Child Development and Care,  173, 443-452

McConkey, R., MacLeod, S. & Cassidy, A. (2009) The  Keyhole® Rainbow Resource Kit:  Meeting the needs of parents of newly diagnosed preschoolers with ASD,  Early Child Development and Care (published online).
McConkey, R. ,Truesdale-Kennedy, M. & Cassidy, A. (2008)  Mothers recollections of early features of autism spectrum disorders.  Journal of Child and Adolescent Mental Health, 14, 1, 31-36. 
McConkey, R., Truesdale-Kennedy, M., Crawford, H., McGreevy, E., Reavey. M. &  Cassidy, A. (2009)   Preschoolers with autism spectrum conditions: The impact of a home-based intervention to promote their communication.    Early Child Development and Care (published online).  

McConachie, H. &; Robinson, G. (2006) What services do young children with autism spectrum disorder receive? Child: Care, Health & Development. 32(5), 553-557.  
Ozonoff, S. & Cathcart, K. (1998) Effectiveness of a Home Program Intervention for Young Children with Autism.   Journal of Autism and Developmental Disorders, 28, 25-32. 

Robins, D.L., Fein, D., Barton, M.L. & Green, J.A., 2001. The Modified Checklist for Autism in Toddlers: an initial study investigating the early detection of autism and pervasive developmental disorders. Journal of Autism and Developmental Disorders, 31, pp. 131-144. 

Rutter, M. (2005)  Incidence of autism spectrum disorders: Changes over time and their meaning. Acta Paediatrica, 94 (1), 1651-2227.

Figure: 

[image: image1]
PAGE  
9

[image: image2.jpg]Vlsmng

b g’i D

ACCF.ss\"’

Keyhole'Parent Support
Empowerme! nt Groups




