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Improving the wellbeing of disabled children through early years interventions 

1. Summary 
This review examines the evidence on the use of early inventions to improve the wellbeing 
of disabled children (up to the age of eight) and their families. It also identifies the most 
promising directions for future research and development. The review was carried out by 
Barnardo’s on behalf of the Centre for Excellence and Outcomes in Children and Young 
People’s Services (C4EO). Strategic decision-makers working in Children’s Trusts may 
also find it helpful to read the progress map summary that complements this review.  
 
Two other reviews are available as part of C4EO’s focus on delivering services to disabled 
children: 
 
• Improving the wellbeing of disabled children and young people through improving 

access to positive activities: extended services, youth work, inclusive play and leisure 
opportunities, sports and the arts. 

• Ensuring all disabled children and young people and their families receive services that 
are sufficiently differentiated to meet their diverse needs. 
 

C4EO will use the main messages from the three reviews to underpin its knowledge 
sharing and capacity building work with Children’s Trusts, and through them the full range 
of professions and agencies working with disabled children and their families. This review 
will be followed by a full knowledge review, which will incorporate examples of validated 
local practice along with views from children’s services providers and the people using 
these services. There will be a final update of the evidence in summer 2010. 
 
1.1 What is the issue and why is it important? 

Improved diagnostic practice and screening, and the introduction of early years special 
educational needs (SEN) coordinators has resulted in the earlier identification of disability 
in children. Effective interventions are an essential corollary. Currently, 6 per cent of 
children aged under five years have a disability or long-term health need, yet the 
proportion used for planning purposes is 3 per cent (Campbell et al 2005). Some half a 
million staff work in early years settings in health, education and social care. The 
achievement of an integrated workforce requires all staff to understand and be able to 
respond effectively to impairments diagnosed in the early years. Individual and family 
social capital is related to education, income, informal supports, coping, positive 
functioning and the effectiveness of the services received.  
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1.2 Key research messages 

• Both the child’s developmental progress and the quality of the support received by 
parents are of equal importance. 

• The overall verdict on early years interventions is positive, though excessively 
optimistic findings from small, poor-quality studies should be treated cautiously. 

• The more complex a service, the less effective is seems to be. 

• Efficient key worker systems are an essential part of effective early years provision. 
• The families who benefit most from early years interventions tend to be the best 

educated and wealthiest. 

• Families with fewer resources are likely to benefit more from sensitive needs 
assessments. 

1.3 Implications from the research for local service improvement 

Managers working at a strategic level should:  

• ensure that early years services are delivered in ‘natural’ surroundings, that they 
address the family context and are delivered through a seamless and integrated inter-
agency service 

• develop services that are characterised by structure, intensity and duration so that 
gains made by children are built on and sustained  

• favour programmes which the current evidence base suggests are most likely to result 
in positive child outcomes 

• prioritise high-quality pre-school education which the evidence base suggests can 
reduce subsequent SEN diagnoses in primary school 

• support parents by delivering family-centred early interventions that are sensitive to the 
environment and capacity of the child and their family, with special attention to the 
needs of mothers 

• be cautious about large-scale investment in new approaches unless there is clear 
evidence of improved gains of sufficient magnitude to justify the resources and time 
allocated 

• use electronic communication media to deliver teaching packages and information to 
parents and children 

• introduce comprehensive key worker services which are associated with better family 
relationships, quicker access to financial benefits and reduced parental stress 

• ensure that services address child–parent relationships as well as addressing narrow 
child developmental goals 

• integrate early years intervention for disabled children into an overall strategy for 
improvement in children’s services. 
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1.4 What works in improving outcomes? 
 
Effective early years intervention: 
 
• is individualised 

• takes place in ‘natural’ surroundings 

• addresses the family context 

• is delivered through a seamless and integrated inter-agency service 

• is characterised by structure, intensity and duration (though additional marginal gains 
achieved through intervention intensity may diminish and programme intensity must 
also accommodate the capacity of carers) 

• improves parental responsiveness to children so that parents see themselves as part of 
the overall strategy for improving their child’s care 

• helps children with communication problems relate to their peers, which moderates the 
risk of later maladjustment and isolation. 

 
Service providers should also note that: 

• The important ‘difference’ in a successful approach may derive from one or more of a 
number of elements: technique, teaching style, environment or resource level. It is 
important, when replicating procedures, to identify the main change factor. 
Nonetheless, differences between approaches – where they occur – are usually 
modest. 

• Services that are successful at improving child–parent relationships may be more 
successful than services that focus on narrow child developmental goals – the actual 
services agent may be of less importance. 

 
Meanwhile, parents report significant long-term benefits from family-centred early 
interventions, though the fewest benefits are reported by the most disadvantaged. Parents 
value reliable professionals employed by efficient, well-resourced and responsive agencies 
who have the skills and knowledge relevant to the child’s impairment. 
 
Some evidence on what works is specific to particular disabilities: 

• Early years interventions in the form of intensive behavioural programmes has claimed 
considerable success, even ‘cure’ for autistic spectrum disorders (ASD). While the 
positive effect of these programmes has been supported by high-quality trials, the 
impact on children and on parents is generally found to be more moderate than initially 
claimed. 

• High-quality early years interventions in the form of pre-school education can reduce 
SEN diagnoses in primary school. 

• The same effectiveness criteria seem to apply to early years interventions on rare 
childhood disorders as to family-centred interventions, which accommodate the reality 
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of the child’s environment and can be delivered with a minimal level of demands on 
parents. 

• No single intervention for ASD has consistent advantages over others. Where success 
occurs, it is likely to be as a result of a shared portfolio of common factors. Providers 
need to focus on identifying and responding to individual needs within a context of 
ASD-specific provision. 

 
What’s missing from the evidence base? 

• information on children from five to eight years 

• robust data on outcomes for parents or other family members 

• data on fathers 

• UK empirical studies – these are emerging, but the database is still shallow 

• Long-term outcome studies, particularly those with a focus on disability rather than 
social disadvantage in relation to early years interventions. 
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2. Purpose and scope of the review 
The purpose of this review is to investigate the evidence base on improving the wellbeing 
of disabled children (up to age eight) and their families through increasing the quality and 
range of early years interventions. C4EO will use the knowledge review to underpin the 
support it is providing to Children’s Trusts to help them improve service delivery and, 
ultimately, outcomes for children and young people. 
 
This review builds on a scoping study (Martin et al 2008) that assessed the nature and 
strength of the evidence base and provided an initial overview of trends in the literature. 
The review aims to provide:  
 
• the best research evidence from the UK – and where relevant from abroad – on what 

works in improving services and outcomes for children and young people 

• the best quantitative data on a thematic priority with which to establish baselines and 
assess progress in improving outcomes. 
 

(See Appendix 2 for details of how research literature was identified and assessed.)  
 
It will be followed by a ‘full’ knowledge review, which will incorporate: 
 
• the best validated local experience and practice on the strategies and interventions that 

have already proved to be the most powerful in helping services improve outcomes and 
why this is so. 
 

It is one of three reviews about child disability. The other two focus on improving access to 
positive activities and service differentiation, with a particular focus on children from black 
and minority ethnic (BME) groups. 
 
2.1 Review questions and definitions 
 
The review looks at four questions, which were set by the C4EO Theme Advisory Group 
(TAG), a group of experts in disability policy, research and practice. These were: 
 
• What is the evidence that early years interventions for disabled children and their 

families actually lead to improvements in outcomes? 

• Which early years interventions are most effective for particular groups of disabled 
children? 

• Which features of early years interventions are considered to be most effective by 
parents? 

• Which factors/conditions (e.g. factors relating to the parent, the child and the 
intervention) are required for successful outcomes for disabled children, young people 
and their families? 
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Interventions for disabled children may come too late in their chronological or 
developmental stage and this can compromise their current and long-term wellbeing. 
Similarly, with parents, it is widely believed that early interventions can ensure families 
have the support structures in place that they need or to which they are entitled. These 
interventions may prevent later crises and the subsequent heavier demands on more 
specialist services. Early interventions include support and services provided by a range of 
agencies and thus drive the need for multi-agency partnership work. This priority is central 
to Aiming High for Disabled Children and also links with the forthcoming mainstreaming of 
the Early Support Programme. 
 
The following definitions were agreed by the TAG: 

• Disability is defined in the Disability Discrimination Act 1995 as: ‘a physical or mental 
impairment which has a substantial and long-term adverse effect on a person’s ability 
to carry out normal day-to-day activities’ (GB. Statutes 1995) and in the Children Act 
1989 (GB. Statutes 1989): ‘…blind, deaf or dumb or suffers from mental disorder of any 
kind, or is substantially and permanently handicapped by illness, injury or congenital or 
other such disability as may be prescribed’. 

• As this review focuses on younger children, the issue arises of risks to normal 
development that may or may not result in long-term impairment. Consequently, an 
additional definition has been used, that issued by the Department for Education and 
Skills and the Department of Health for the Early Support Pilot Programme: ‘A child 
under 3 years of age shall be considered disabled if he/she: (i) is experiencing 
significant developmental impairment or delays, in one or more of the areas of 
cognitive development, sensory or physical development, communication development, 
social, behavioural or emotional development; or (ii) has a condition which has a high 
probability of resulting in developmental delay.’ The second part of this definition 
justifies the review of strategies to moderate the impact of low birth weight and other 
neonatal risk factors for developmental delay. 

• An ‘early intervention’ is defined for the purposes of this review as a service delivered 
to children from birth to eight years old, focusing on generic support to the child and 
family and excluding medical interventions and therapies and interventions for sleep 
and behaviour problems. 

• The term ‘outcomes’ is interpreted broadly in relation to the five Every Child Matters 
outcomes: be healthy, stay safe, enjoy and achieve, make a positive contribution and 
achieve economic wellbeing. 
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3. Policy context 
While the importance of early intervention applies to children of all ages, the Department 
for Children Schools and Families (DCSF) and the Department of Health (DH) place 
particular emphasis on rapid and effective responses to child disability by local authorities 
and primary care trusts (PCTs) in the early years.  
 
Aiming High for Disabled Children (DfES 2007) highlights the need for: coordinated 
support at key transition points; services that can prevent deterioration of health, stress on 
parents and siblings and reception of children into care; provision of equipment, short 
breaks, sleep programmes and behavioural management; the sharing of knowledge and 
benchmarks of good practice (DfES 2007 pp 35-36).  
 
Early identification, rapid response and coordinated services are also the cornerstones of 
the special educational needs (SEN) strategy (DfES 2004). The Disability Discrimination 
Act 1995 (GB. Statutes 1995) requires early years settings to make reasonable 
adjustments in order not to treat disabled children less favourably. Similar duties apply to 
all schools (DfES 2005). Practice guidance for professionals working with disabled children 
under three years old expects the needs of most disabled children to be met within the 
family setting. 
 
Historically, substantial numbers of children with impairments have remained undetected 
prior to school attendance. These children are disproportionately from families with higher 
levels of social disadvantage. The most common child impairments are: 
 
• speech and language impairments: depending on the definition used, two severe 

and persistent cases per 1000 births 

• severe learning disability: 3.7 cases per 1000 births 

• epilepsy: affects about 50,000 children in the UK, with 15 per cent of those affected 
having additional learning and cognitive disabilities 

• hearing impairment: approximately 64, 000 children in the UK with significant hearing 
impairment 

• visual impairment: about 20,000 children with significant visual impairment in the UK 
– 60 per cent having additional learning or physical disabilities 

• diabetes: increasing in prevalence, with one in 1,800 children from birth to nine years 
old affected 

• Duchenne muscular dystrophy: incidence is three per 1,000 male births 

• cerebral palsy: incidence is 1.5–3.0 per 1000 births. 
(British Medical Association 1999 p 99) 
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As well as impairments with a clear physical or neurological origin, other impairments 
which cause considerable challenges to both families and services – notably attention 
deficit hyperactivity disorder – are an increasingly important target for early years services. 
 
Contemporary early years intervention strategies are intended to: 
 
• identify disabled children or children at risk of disability as early as possible 

• deliver remedial support 

• equalise access to support services. 
 
Early screening, diagnosis and intervention are widely believed to lead to better long-term 
outcomes. This belief has been the primary driver for the legislative, technical, 
organisational and professional strategies which have sought to achieve the goal of 
comprehensive, effective, needs-led and responsive interventions. Sure Start local 
programmes, serving children under four years old, report the highest incidence of need as 
being speech delay, followed by behaviour issues, autistic spectrum disorders (ASD), 
development delay, hearing or visual impairment and Down’s syndrome (Pinney 2007). 
 
The importance of early intervention is not just driven by the nature or extent of child 
impairment. For example, low birth weight (less than 2,500 grams) has a strong 
association with social disadvantage. These babies are almost four times more likely to 
have SEN. A specific disability may be less damaging to a child than poverty and related 
issues such as: poor housing, low parental educational standards, income deprivation and 
social exclusion. 
 
In England, Early Support is the Department for Children Schools and Families and DH 
flagship programme for the improvement of multi-agency services to families with disabled 
children from birth to 3 years old and, correspondingly, the main vehicle for the 
improvement of child and family outcomes. Factors driving this concern are: 
 
• more children with complex needs surviving the neonatal period 

• increased technical capacity to detect and diagnose impairments earlier  

• increased dissatisfaction with service quality by parents of disabled children 

• recognition of inappropriate divisions of responsibility between agencies 

• the need to translate this vision into a meaningful reform of service provision. 
(University of Manchester in association with the University of Central Lancashire 2006 
pp 2–6) 
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These issues are embedded in two key policy documents: Together from the start: 
practical guidance for professionals working with disabled children (birth to third birthday) 
and their families (DoH and DfES 2003), and Developing early intervention/support 
services for deaf children and their families (DfES and RNID 2003). The evaluation of the 
Early Support Pathfinder programme identified six priorities: 
 
• better initial assessment of need 

• better coordination of multi-agency support 

• better information and access for families 

• improved professional knowledge and skills 

• service review as a means to service development 

• partnership across agencies and geographical boundaries. 
(Young et al 2008 p 223) 

 
Service provision should include healthcare, educational and therapeutic support, 
culturally appropriate emotional and practical support to the family, moderation of disabling 
social and physical factors, empowering information, access to childcare and opportunities 
for the family to lead a ‘normal’ life (DoH and DfES 2003 pp 9–10). These principles are 
replicated in guidance on early intervention and support for deaf children and their families, 
where median age of diagnosis has been lowered over the past decade from almost two 
years to three months (DfES and RNID 2003) and also with SEN children (DfES 2004) and 
children with ASD (DfES and DoH 2002). Extensive advice on how to coordinate and 
deliver early support to – and in partnership with – families is available in a variety of 
formats and has been extensively utilised in Early Support Pathfinders.  
 
The principles of the various statutory guidelines and instruments driving early years policy 
for disabled children are, to a large degree, consistent. However, as early years policies 
primarily focus on children from birth to three years old, the knowledge base across the full 
age parameters of this review (birth to eight years) diminishes as children grow older.  
 
Finally, there has been substantial investment in, and commitment to, parent participation 
in the generation and scrutiny of policy and practice at all levels. This process is seen as 
an essential vehicle to ensure that future support structures are more closely focused on 
the needs of families. 
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4. Do early years interventions lead to improvements 
in outcomes for disabled children and their families? 
This section is based on evidence from 17 studies, 14 of which are summarised in 
Appendix 1. Seven are from the UK, seven from the USA and one each from Canada, 
Australia and the Netherlands. 
 
The most notable feature of the research reviewed is the focus on pre-school children. The 
bulk of the research, in fact, relates to children aged from birth to three years, as this 
covers the main diagnostic and initial intervention period. 
 

Key messages 

• Effective early years intervention addresses the family context and is delivered through 
a seamless inter-agency service. 

• Early years intervention is more likely to work when programmes are characterised by 
structure, intensity and duration. 

• Early intervention cannot inoculate vulnerable infants against all future difficulties  

• Early years intervention for children with autistic spectrum disorders shows promise, 
but impacts may be more moderate than sometimes claimed 

• Effective pre-school education can reduce the likelihood of a subsequent special 
educational needs (SEN) diagnosis in primary school.  

• Parents report significant long-term benefits from family-centred early interventions, 
though the most benefits from early intervention are reported by the least 
disadvantaged families 

4.1 What is ‘early intervention’? 

Definition of early intervention 

‘Early intervention consists of multidisciplinary services provided for children from birth to 
five years of age to promote child health and wellbeing, enhance emerging competencies, 
minimise developmental delays, remediate existing or emerging disabilities, prevent 
functional deterioration and promote adaptive parenting and overall family functioning. 
These goals are accomplished by individualized developmental, educational and 
therapeutic services for children provided in conjunction with mutually planned support for 
their families.’  
(Shonkoff and Meisels 2000 pp XVII–XVIII) 
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‘Early intervention’ can be taken to mean either: 
 
• action taken early in life 

• action taken early in the onset or at the diagnosis of impairment. 
 
While this review is concerned with interventions in the early years, the timing of an 
intervention remains important.  Each approach has its advantages and disadvantages. 
The plasticity of the brain up to age 6 to 8 months means the child may be optimally 
equipped to deal with developmental challenges. However, the nature of the challenge 
might still be unclear and not all the ‘at-risk’ population may, in fact, develop the disorder, 
making intervention unnecessary and possibly harmful. 
 
Diagnosis and treatment of many disorders normally occurs during the pre-school period. 
This has the advantage of greater diagnostic certainty and more clarity over the aims of 
treatment but the child may be less well placed to take advantage of remedial 
programmes. While more sophisticated diagnostic procedures have partly addressed this 
dilemma, for example in relation to hearing impairments, the need to balance the relative 
risks involved remains. Therefore, while early intervention can take place at any time in 
childhood, the large majority of early intervention activity is initiated during the first three 
years of life. 
 

4.2 Matching needs with interventions 

Recent US and UK reviews of early years intervention research (McCollum 2002; Webster 
et al 2004) have suggested that the key question to be asked across the whole early years 
intervention field is ‘What works for whom?’ That is, how can specific interventions be 
matched to particular family needs and circumstances in order to successfully achieve the 
desired outcomes. Two principles drive this approach: 
 
• Children’s development is context-specific and must both accommodate and utilise the 

home environment rather than be purely child-focused. This requires working with the 
child in ‘natural’ rather than clinical settings, that is, in the settings in which early years 
interventions will and are being used. Early years interventions are therefore 
individualised and shaped to accommodate family routines. 

• The inter-dependent relationship between different services, their coordination and 
seamless integration and the transitional arrangements required have become central 
to policy and practice, and are held to be strongly associated with effectiveness and 
positive outcomes. 
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The test of principles and policies is whether they result in positive outcomes for children. 
Outcome studies depend on clearly defined study populations, interventions and outcome 
measures. Overall, the research literature on early years interventions for disabled children 
is relatively rich in well-constructed outcome studies. These are, however, mostly of US 
origin, largely reflecting the strong emphasis on early years interventions over the past 40 
years following the introduction of the Headstart programme. They are also primarily short-
term, examining outcomes achieved following the conclusion of a programme or after a 
short, usually less than 12 months, follow-up. One of the leading researchers on early 
years interventions in the USA (Guralnick 2005) has identified the key structural features 
of effective early years intervention programmes: 
 
• an early intervention system is informed by a child developmental framework and 

centres on families 

• integration and coordination takes place at all levels 

• participation of children and families in the programmes 

• early detection and identification procedures are in place 

• surveillance and monitoring is on-going 

• all parts of the system are individualised 

• evaluation and feedback processes are maintained 

• accommodation of cultural differences is factored in 

• services are evidence-based  

• services are based on a systems perspective, which recognises the relationships 
between all component parts. 

 
As in the USA, the focus of early years interventions in the UK has shifted from a child-
focused to a systems approach (Carpenter 2007). The aims of evaluation have changed 
accordingly to embrace the impacts on the family system and not just on the 
developmental needs of the child. 
 
The whole family context of early intervention is a considerable departure from earlier 
models that primarily focused on child developmental gains. While this remains a core 
goal, it is now recognised that gains for the child are intimately associated with gains for 
the family as a whole.  
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4.3 Does early years intervention work? 

Though somewhat dated, a meta-analysis of 74 outcome studies concluded that early 
years interventions resulted in moderately large and immediate impacts on disabled 
children (Casto and Mastropieri 1986). The effectiveness of early intervention programmes 
had been recognised by the mid-1980s. It was thought that intervention effectiveness was 
based on more parental involvement, earlier intervention, more structure and greater 
duration and intensity. However, the majority of the evidence was based on studies of at-
risk and disadvantaged children. It was not clear whether the same conclusions applied to 
disabled children and their families. 
 
Studies reviewed included mental retardation (44 per cent), orthopaedic disabilities (29 per 
cent), speech and language impairments (8 per cent), emotional disturbances (4 per cent), 
hearing-impaired (2 per cent) and general developmental delay (2 per cent). Many, but not 
all prior beliefs in programme characteristics were confirmed by the review: 
 
• Parental involvement was not essential for success – programmes utilising parents 

were not more effective than those that did not. 

• An earlier age at start of intervention is not as crucial as previously believed; data does 
not support the notion that ‘earlier is better’. 

• Degree of structure was highly relevant, with more structured programmes performing 
better. 

• Intensity and duration were found, unlike with disadvantaged populations, to be 
strongly related to programme effectiveness – longer and more intense programmes 
had larger effects. 

 
More intensity, longer duration and a high degree of structure were strongly related to 
programme effectiveness, which was largely expected. Less evidence was found, 
however, to support the prior belief that parental involvement in programmes and an 
earlier age of intervention were major variables relating to effectiveness. 
 
While early years interventions may have an overall positive effect, not all children will 
benefit equally. A ‘one size fits all’ approach in terms of achieving equivalent outcomes is 
not indicated by the research base. Effectiveness studies need to examine which kinds of 
programme produce developmental progress for specific children and/or families (Shonkoff 
et al 1992). Rather than assert that early intervention programmes ‘work’, the question 
asked should be ‘what kinds of programmes are most effective in producing specific 
outcomes for families with particular characteristics?’ 
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4.4 Neonatal challenges 

It has been recognised for over half a century that low birth weight (LBW) (less than 2,500 
grams) is a major risk factor for developmental delay, cognitive deficits, behavioural 
adjustment and poor academic performance. Social disadvantage both increases the 
likelihood of LBW and compounds the negative impact when it occurs. Preventive 
strategies lie beyond the parameters of this review, however, the literature on neonatal 
intervention is extensive, though somewhat disappointing in terms of positive impacts.  
 
A multi-site randomised controlled trial examined the impact on 985 LBW babies of an 
Infant Health Development Programme (IHDP), consisting of early childhood development 
and family support services, on child behavioural and other health problems (McCarton 
1998). Interventions began on discharge from neonatal nursery. These consisted of 
weekly (bi-weekly from 12 months) home visits using curricula focused on social, cognitive 
and linguistic development, plus help for parents to manage self-identified problems. From 
12 to 36 months, children attended a child development centre five days per week where 
the home-based programme was implemented by teaching staff. In addition, from 12 
months, bi-monthly group meetings to offer advice and problem-solving were held with 
parents. Outcomes were assessed using the Behaviour and Child Behaviour checklists. 
While positive impacts were noted at 36 months compared to the control group – 
specifically improving children’s competencies and mother–child relationships – these 
advantages were not retained at the five- and eight-year follow-up.  
 
Relatively disappointing results have also been reported on compensatory interventions for 
pre-term babies in a Bristol-based randomised controlled trial on 309 infants. Babies 
showed only minor developmental benefits from Portage and family-based support at 24 
months (Avon Premature Infants Project 1998), and none when cognitive, behavioural and 
motor functions were measured at five years follow-up (Johnson et al 2005).  
 
The Avon Premature Infant Project (APIP) is a randomised controlled trial in which the 
parents of 284 babies born at 33 weeks gestational age received a developmental 
education programme, a social support intervention, or standard care. The follow-up study 
reports outcomes at five years for 187 (66 per cent) of these children. Pre-term infants 
showed poorer cognitive performance than their term peers. There were no significant 
differences between pre-term groups indicating no effect of either intervention. Similarly, 
there was no significant effect of intervention on behavioural or motor outcomes. Further 
analyses, in which outcome data was adjusted for social factors, did not reveal any 
differences between the three pre-term groups or subgroups classified by a range of 
perinatal variables. The small advantage shown in the earlier study – at two years – was 
no longer detectable at five years, placing a question mark against the effectiveness of 
early intervention in enhancing cognitive, behavioural and motor function at five years for 
this group of children. 
 
A meta-analysis of interventions between birth and 18 months for babies discharged from 
neonatal intensive care units found some limited benefits reported for motor function 
development, but the study results were highly varied and the size of the impacts could not 
be calculated (Blauw-Hospers and Hadders-Algra 2005). 
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4.5 Autistic spectrum disorders  

The recent substantial increase in the numbers of children being diagnosed with ASD has 
led to a large number of outcome studies either exclusively, or predominantly, populated 
by children (primarily males) with ASD. As ASD is typically not diagnosed until 18 to 24 
months, it is difficult to know whether or not earlier interventions would prove more 
successful. While substantial claims have been made for highly intensive programmes, 
primarily developed in the USA by Ivar Lovaas (these studies pre-date the 1985 inclusion 
bar for this review), more recent? controlled trials have moderated claims of extensive 
positive outcomes.  

A comparison of a more and less intensive intervention based on the Lovaas method 
found greater gains achieved by the intensive intervention group and similar gains for 
children with ASD and pervasive developmental disorder (PDD) (Smith et al 2004). The 
intensive treatment group performed significantly better than the parent training group on 
IQ, visual-spatial skills but not language development, adaptive behaviour or behavioural 
problems where little differences between groups were reported. Few differences were 
noted between the ASD and PDD groups, although differences may have been concealed 
due to the small sample size. Parents in both groups described similar levels of 
satisfaction with their interventions and similar moderate gains. Significant benefits were 
found to accrue as a result of early intervention for both children with ASD and PDD, 
though these benefits were not as great as previously reported. Interestingly, parental 
satisfaction with outcomes did not differ, despite the lower level of gains in the control 
group.  
 
The relationship between programme intensity and positive gains has been confirmed 
(Rickards et al 2007), though the persistence of parental stress despite these gains is a 
notable finding. Nonetheless, child outcomes in more well-controlled studies have not 
replicated the early optimism of major gains. It is unclear at what point the marginal gains 
made through additional intensive interventions diminish beyond the point where they 
remain a worthwhile investment of time and resources. 
 

4.6 Can early years interventions reduce the likelihood of special 
educational needs diagnosis in primary school? 

A core task of early years interventions is prevention or moderation of the impact of 
disability. While children with SEN and disabled children are not identical groups, there is a 
substantial degree of overlap. To test the belief that pre-school attendance has particular 
benefits to children in disadvantaged circumstances, notably significant gains in cognitive, 
behavioural and social development, information for over 2,800 children attending 141 pre-
school centres was selected from five regions across England and analysed. Centres were 
drawn from a range of types of pre-school providers – local authority day nurseries, 
integrated centres, playgroups, private day nurseries, nursery schools and nursery classes 
(Sammons et al 2003). At entry to pre-school, a third of children have been classified as 
being at risk of SEN diagnosis; on entry to primary school two years later, this drops to one 
fifth. 
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Children who had had no pre-school experience were more likely to be at risk of SEN in 
terms of their cognitive development, even taking into account this group’s higher levels of 
multiple disadvantages. Some settings, notably integrated/combined centres, local 
authority day nurseries and playgroups are most likely to have children ‘at risk’ of SEN on 
their roll. Due to the variable use of ‘systems’ for identifying children with SEN across the 
different types of pre-school, some children ‘at risk’ of SEN may go unidentified and as a 
result may miss the opportunity for early interventions in these forms of provision. It 
therefore appears that high-quality pre-school education, particularly delivered through 
nursery classes, integrated centres and playgroups, can reduce the likelihood of SEN 
diagnoses in primary school of the most disadvantaged children. 

4.7 Are parental benefits of early years interventions maintained? 

Parents as well as children are beneficiaries of family-centred early interventions. Most 
studies examining parental impacts rely on self-reports, often retrospectively. While few 
longitudinal studies located have controls, some are drawn from large samples and 
provide data on a lengthy follow-up period (Bailey et al 2005). At the end of three years’ 
intervention, most families in this study, which numbered 2,586, described themselves as 
more competent and confident in their ability to support their child, work with professionals 
and gain access to support. Areas identified that needed improvement were more 
specialised help for families of children with behaviour problems, expanded efforts to help 
families gain access to community support and more accessibility to early interventions for 
families from diverse cultures. However, the worst outcomes were reported for parents of 
minority children, children with health problems and children who were living with a single 
adult. 
 
While these results are broadly positive, many studies have reported that family-centred 
early interventions benefit the least advantaged families less than other families. A higher-
quality study of children with cleft lip or palate and Down’s syndrome incorporating a 
control group (Pelchat et al 1999) reached similar conclusions, though over a shorter 
follow-up period of 12 months. Compared to a control group, parents reported being less 
threatened by their situation, more confident in receiving help, were less stressed and 
depressed and received more help from spouses.   
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5.  Which early years interventions are most 
effective for particular groups of disabled children?  
This section is based on evidence from 21 studies, 12 of which are summarised in 
Appendix 1. Eleven are from the UK, eight from the USA, one from Canada and one from 
Ireland. 
 
There is a shortage of studies comparing one intervention type with another and, in 
addition, an inadequate amount of research that differentiates between different 
interventions with different impairment types or other differentiated groups. Some studies 
show advantages for children from a specific programme over another, though gains are 
often modest (Apache 2005; Hesketh et al 2007); others find gains to be largely equivalent 
(Smith et al 2004; Magiati et al 2007).  
 
Services provided by the Early Support Pathfinders have been identified as a particular 
priority for specific groups, mainly those where there might be some delay in identification 
of need or access to services, or where the birth to age three banding was incongruent 
with the nature of ‘early’ support. These are: 
 
• people seeking asylum or recently arrived in the locality 

• travellers 

• children with late onset or only recently diagnosed difficulties 

• children with acquired or regressive conditions and thus changing needs 

• children with autistic spectrum disorders (ASD) who might not – because of the nature 
of the diagnostic criteria involved – be referred to a service until after their third birthday 

• families with disabled children without multiple difficulties, but where families would 
continue to require ongoing support to age five and beyond 

• ‘statemented’ children from birth to19 years. 
(University of Manchester 2006 in association with University of Central Lancashire p 175) 
 
While the evidence base currently under review does not address all these children, these 
priority groups indicate the areas where additional knowledge is needed.  
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Key messages 

• The important ‘difference’ in a successful approach may derive from one or more of a 
number of elements: technique, teaching style, environment or resource level. 
Differences between approaches, where they occur, are usually modest.  

• Electronic communication media can deliver teaching packages and information in 
format- and audience-specific modes. 

• Family-centred interventions that accommodate the reality of the child’s environment 
and can be delivered with a minimal level of demands on parents work best. 

• No single intervention for autistic spectrum disorders (ASD) has consistent advantages 
over others.  

• The introduction of key worker services is associated with better family relationships 
with services, quicker access to benefits and reduced parental stress. 

• The risk of social exclusion can be reduced by helping children communicate with their 
peers. 

• Investment in new early years intervention approaches should be based on robust 
evidence that, compared to existing approaches, significant gains will result for children 
and families. 

• The majority of positive findings derive from model programmes which may be 
disproportionately well staffed and resourced - the challenge remains to replicate these 
results in mainstream services 

5.1 Speech, language and communication needs 

Speech, language and communication needs (SLCN) as a primary need are thought to 
affect 5 to 7 per cent of the primary-age population. SLCN may also manifest as a 
secondary need – associated with other impairments such as cerebral palsy, autism or 
learning disabilities (Lee 2008). A well-referenced review of effective interventions 
suggests that improvements can be achieved in speech, language and communication 
with primary-aged children through: 
 
• school-based interventions aimed at changing approaches used by staff and children 

• phonological awareness training – awareness of the sound structure of spoken words 

• strategies for teaching receptive vocabulary, word-finding training and grammar 

• developing narrative skills in children with delayed language, teaching story grammar 
knowledge and boosting story comprehension 

• developing language repair skills and conversational skills 

• intervention for children with pragmatic language impairment 

• teaching reading comprehension, for children with language difficulties 

• developing communication skills with children excluded or at risk of exclusion. 
(Lee 2008 p 16) 
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Studies of early interventions for language difficulties have reported some advantages in 
developmental outcomes (Law et al 2001) when comparing I CAN Early Years Centres 
(NGO-run centres providing support for children with speech and language difficulties) with 
routine NHS facilities, with results favouring the former. Ninety-one children with primary 
language difficulties – 58 in two I CAN centres and 33 in NHS provision – with a mean age 
of 40 months, who performed similarly at baseline, were compared before and after 
intervention (which varied between 6 to 10 weeks) on a variety qualitative and quantitative 
measures. I CAN children made relatively greater improvements in productive vocabulary 
and language comprehension, adaptive and pro-social behaviour and were less disruptive 
than those attending NHS provision, though there was equivalence on some measures 
and parents were equally satisfied with both services. A cost-benefit analysis of the two 
forms of provision also provided some moderate advantages to the I CAN model (Law et al 
2006). 
 
Awareness of individual phonemes (one set of speech sounds that serve to distinguish 
one word from another) is related to the development of literacy and usually develops in 
the early school years. Speech and language therapy for children with speech disorders 
involves tasks that require a phonemic level of awareness. However, children typically 
attend for intervention at a pre-school, pre-literate stage.  
 
A UK study (Hesketh et al 2007) examined whether it was possible to teach phoneme 
awareness skills to pre-literate children. In a randomised controlled trial, 42 children with 
speech disorders, aged 48 to 54 months, were allocated to either a phonological 
awareness or a language stimulation programme. Significantly more children improved in 
the phonological awareness group than in the language stimulation group for three out of 
the four outcome measures, though for the two most advanced tasks only a small minority 
of children showed improvement. The authors concluded that children who have a certain 
level of cognitive adequacy may be helped by targeted intervention to improve their 
phoneme awareness skills but other children, particularly those younger or cognitively less 
able may make little or no change, even following an intensive period of intervention. 
 
A robust study, quasi-experimental trial, compared two sets of children who had already 
been enrolled, non-randomly, into two different programmes for children with ASD (Magiati 
et al 2007). The first group of 16 children received autism-specific nursery provision, the 
second group of 28 received Early Intensive Behavioural Interventions in a community-
based setting. Both groups showed improvements in age equivalent scores on cognitive 
ability, language and play over baseline at 24-month follow-up, without any statistically 
significant advantage for either group. However, large differences in outcomes were noted 
in individual scores, with the best predictors of performance being intake IQ and level of 
language ability.  
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Children with significant problems in communicating often do not present for assessment 
and intervention until around 18 to 24 months. Their gross motor development has often 
been satisfactory, and therefore it is only when they do not learn to speak and share play 
that parents become concerned. As children have become mobile at this later stage, it is 
not possible to foster facial attention and exchange directly, as with infants. It must 
therefore be achieved indirectly, in shared and structured play contexts.  
 
A second UK study comparing two approaches to the treatment of ASD – Portage and the 
Scheme to Promote Early Interactive Conversations (SPEIC) – found some benefits to the 
latter, though gains were modest and not statistically significant (Smith et al 2004). As 
regards improving expressive language and participation in play, positive results were 
found for the 22 children in both groups, with non-statistically significant advantages for the 
SPEIC programme. 
 
Teaching style may be an important factor associated with the benefits of programmes. A 
study which compared a highly directive teaching style with a style that facilitated – rather 
than mandated – activities for pre-school children with developmental delays (Apache 
2005) showed clear advantages to the latter procedure, with improved motor skills 
resulting from the less directive approach. 

5.2 Technical interventions 

A small number of studies examined the impact of media-based formats in achieving 
positive outcomes for parents of disabled children. No study was found that compared 
different media-based approaches, or compared media-based formats to other methods of 
learning. One review (Zaidman-Zait and Jamieson 2007) examines the advantages and 
disadvantages of web-based information for parents of disabled children. Websites, the 
study suggests, could be used to supplement direct provision of early intervention services 
with teaching tips and could incorporate videos and exercises. An ‘ask the expert’ function 
could be a substitute resource for parents where professionals are not readily available.  
 
Programmes that involve parents in developing online resources would be more likely to 
have better targeted information and support. Although the dangers of misinformation and 
information overload are present, the capacity of web-based knowledge to offer instant 24-
hour support, to focus on parents with specific issues or problems, and to improve child 
health, parent-professional relationships and empowerment appears to greatly outweigh 
any risks. 
 
All interventions require high levels of compliance and therefore must be accessible to all 
or most parents. A study of a video-based intervention (Sharry et al 2005) is notable as it 
achieved positive results for children, good feedback from parents, was carried out in 
ordinary settings and was accessible to all referrals. Although a small study with no control 
group, decreased parental stress and child conduct problems were noted, post-
intervention and gains were maintained at the five-month follow-up. 
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5.3 Rare conditions 

A number of impairments affect very small numbers of children, but may do so in severe 
and distressing ways. The research base on effective interventions is often narrow and 
limited due to the small size of the population affected.  
 
Rett syndrome is a neurodevelopmental disorder affecting almost exclusively girls, as 
affected male foetuses rarely survive to full term. Development is normal until age 6 to 18 
months. As communication presents particular challenges for children with Rett syndrome, 
strategies that are integrated into ordinary parent–child activities, which also have a 
therapeutic value are highly desirable. Although a small-scale study (Koppenhaver et al 
2001), storybook reading accompanied by restraints to control gestures is a promising 
approach, which achieved increases in symbolic, non-verbal communication by all 
participants. While larger studies are needed to confirm these findings, positive results 
were achieved through a low technology intervention that was integrated into the normal 
lives of families. 
 
Deaf-blindness, also known as multi-sensory impairment, affects three in every 10,000 
children, with very large numbers of possible congenital or acquired causes. Deaf-
blindness causes extreme developmental disadvantage, especially regarding 
environmental information, communication and social development. The majority of 
children with deaf-blindness will also have other physical disabilities or complicating 
medical conditions. A recent study reviewed the effectiveness of early intervention for 
deaf-blind children (Murdoch 2004). Only two specific interventions, Promoting Learning 
through Active Interaction (PLAI) and the Intervener Programme were identified; both were 
studies conducted in the USA and both reported positive outcomes through using in-home 
parent training. The review concluded that because of the low incidence of deaf-blindness, 
generic professionals are unlikely to have sufficient experience of multi-sensory 
impairment, and early interventionists need training in how to meet the needs of both the 
child and family. While the benefits of early intervention for children with multi-sensory 
impairment have been accepted, further research is needed on the benefits of different 
intervention components for different children with different needs. 
 

5.4 Autistic spectrum disorders  

ASD has become one of the most intensively researched fields of development disorder. 
Children with autistic spectrum problems typically have difficulties sharing activities with 
adults and peers and communicating with others during play. Children with communication 
problems may not present for assessment until aged 24 months. Their motor development 
has often been satisfactory. It is only when speech and play appear abnormal that parents 
become concerned. Earlier studies have claimed considerable and sustained progress 
towards normal functioning using a variety of methodologies. Later work has failed to 
confirm this level of confidence. 
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Studies examining the comparative impact of different approaches to treating ASD are 
reviewed in Appendix 1. Three studies add to this knowledge base: a relatively weak 
correlation study (Medhurst and Clay 2008) of an English early intervention scheme; a 
stronger but still limited trial using a wait-list control of an early intervention scheme – the 
EarlyBird programme – developed by the National Autistic Society (Shields and Simpson 
2004); and a meta-analysis of studies (McConachie and Diggle 2006) which examined 
parent-facilitated early intervention for children with ASD. While positive results are 
reported in the latter two studies, limited data is reported by Medhurst and Clay, and the 
study population size (20 children) was small.  
 
Developed by Hampshire County Council, the Thomas Outreach Project aims to enhance 
the development of children with ASD during their pre-school years and through the 
transition to mainstream primary education. Families using the Thomas Outreach Project 
typically receive seven to nine hours per week of direct intervention. The interventions 
offered focus on improving outcomes in relation to social interaction, language and 
communication and play. 
 
Key success criteria identified by staff were the use of a clear routine, a visual schedule, 
consistent approaches, consistent expectations and the use of transition cues. The 
outcome most valued by parents was improved social interaction and communication. 
 
EarlyBird (EB) is a three-month parent-training programme designed by the National 
Autistic Society (UK) for parents with children newly diagnosed with ASD. Since 1997, it 
has expanded from its original base at the EB centre in Yorkshire and is now licensed for 
use in other parts of the UK. The programme aims to build parent confidence, reduce 
stress levels and adapt natural parenting skills to the needs of their children (Shields and 
Simpson 2004). The EB evaluation was larger and more robust than that of the Thomas 
Outreach Project. Of particular note was the absence of difference between outcomes at 
the original base and outcomes at the sites where the programmes had been franchised. 
This could either indicate that treatment fidelity has been carefully maintained, or that 
differences in approach or intensity are not significant. While the programme offers no 
‘cure’ for ASD, it does appear to help parents feel more positive about their children. 
Although the results need replicating with a randomised study design, positive support is 
offered by this study both for this intervention and the ability to franchise the methods more 
broadly. 
 
The positive impacts of parent-implemented intervention for children with ASD emerge 
from a meta-analysis of the 12 studies that met the review inclusion criteria (McConachie 
and Diggle 2006). Outcomes for children included improved communication skills, and 
behaviour, and for parents improved knowledge about autism, teaching strategies, 
reduced stress and better communication with their children. 
 
Similar reviews of parent education programmes for young children with behavioural 
problems have produced highly positive results; it is plausible that similar impacts may 
accrue when parents of children with ASD are taught specific skills. However, many of the 
included studies were undertaken as pilots and it is unclear whether the level of expertise 
required and the level of demand on parents can necessarily be replicated in all 
environments. 
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5.5 Children with complex needs 

While definitions of ‘complex need’ vary, a feature of children who have been defined as 
having complex needs is that they typically receive services from a multitude of agencies. 
Estimates of numbers of children with complex needs vary considerably depending on the 
definition used; those planning services will need to be clear about on which definition their 
assumptions are based. The National Service Framework for Children, Young People and 
Maternity Services (Standard 8), states:  
 
‘Parents of severely disabled children or those with high levels of need require a single 
point of contact with services and an effective trusted and informed named person (a “key 
worker” or care manager) to help them obtain the services they require.’ (DoH and DfES 
2004 p 58.) 
 
Multi-agency services require multi-agency collaboration and coordination. Designated key 
workers have been consistently found to be a potentially effective response. While key 
worker strategies are relevant throughout the lifespan, the rapid biological, developmental 
and procedural changes that occur in the early years, as well as the diagnostic period, 
indicate that an effective key worker strategy is particularly relevant to this chronological 
period.  
 
A recent review of literature and associated good practice (Cavet 2007) reported that: 
 
• Where a key worker system is present the quality of life of families with disabled 

children is improved, including better access to benefits and support services, reduced 
levels of stress and greater empowerment. 

• Elements of a key worker service most valued by families include regular contact, 
supportive relationships, a single point of contact and a family-centred, rather than a 
child-centred approach. 

• Parents perceive effective practice as key workers recognising the families’ strengths 
and representing the families’ interests rather than those of employing agencies. 

• Effective key working requires basic counselling and communication skills, the ability to 
work in partnership with parents and children, to advocate for their interests, to have 
specialist knowledge and to have respect for their expertise. 

• Key workers must document unmet needs, encourage participation in service 
development and facilitate smooth inter-agency working. 

 
Where key workers carry out more aspects of the key worker role, had appropriate 
amounts of contact with families, regular training, supervision and peer support, a 
dedicated service manager and a clear job description, then better outcomes resulted for 
families (Sloper et al 2006). 
 
Implications for policy and practice include the need for regular training, supervision and 
peer support for key workers and negotiated time and resources for them to carry out the 
role. These influence the extent to which key workers carry out all aspects of the key 
worker’s role and their amount of contact with families, which in turn impacts on outcomes. 
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Results also suggest that parent involvement is valuable, but it cannot overcome the 
disadvantages of key workers not carrying out all the aspects of the role. 

5.6 Peer group interventions 

Significant numbers of children, and particular disabled children, are at risk of social 
interaction problems. Difficulties in establishing positive peer relationships will lead to an 
elevated risk of maladjustment in adolescence and adulthood. This risk particularly affects 
children with a range of developmental delays, including cognitive delays, behavioural 
problems, ASD and communication disorders. A range of effective interventions for 
improving peer interactions and social competence for pre-school children have been 
empirically validated, which depend on environmental design and both teacher- and peer- 
medicated interventions (Brown et al 2008). These interventions fall into three domains: 
 
• Classroom interventions: including developmentally appropriate practices, inclusive 

pre-school education, social competence curricula and strategies to encourage positive 
attitudes towards disability in non-disabled peers. 

• Naturalistic peer interaction interventions: including unstructured or incidental 
teaching of social behaviour alongside a formal curriculum and activities to promote 
friendships.  

• Explicit social skills interventions: more structured and intensive interventions than 
can be delivered routinely may be required. This will include linking pre-schoolers with 
serious social interaction difficulties with social responsive peers in teacher-designed 
activities and training social responsive peers as ‘buddies’ to help children in need of 
additional support (Brown et al 2008 pp 144–153). 
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6. Which features of early years interventions are 
considered to be most effective by parents? 
This section is based on 11 studies, nine of which are summarised in Appendix 1. Five are 
from the UK, three from the USA, and one each from Canada, Australia and the 
Netherlands. 
 
Unlike impairment-specific interventions, there is a great deal of similarity in the results of 
studies which either focus on parental views on service effectiveness, or report on this 
issue as part of a broader investigation. However, while many studies have large numbers 
of respondents, almost all are convenience samples. It is likely that these studies are 
broadly representative of the whole population of parents of disabled children, but 
representation is a weakness of this study type. 
 

Key messages 

• Mothers remain the primary carers of disabled children.   

• Reduction of stress on the primary carer has been identified as the trigger for reduction 
of stress on the whole family. 

• There is a high degree of consistency in the kinds of service features valued by 
parents: these include access to information, service co-ordination of services that 
meet the needs of the whole family. 

• In general, parents value family-centred services delivered by reliable professionals 
employed by efficient, well-resourced and responsive agencies who have the skills and 
knowledge relevant to the child’s impairment 

6.1 Parents or mothers? 

As early years interventions have become less child- and more family-centred, multiple 
perspectives on where the focus of work should lie, and what might constitute success, are 
required (Carpenter 2007). Nonetheless, the use of the term ‘families’ or ‘parents’ conceals 
the fact that the overwhelming numbers of primary carers of disabled children are mothers. 
Mothers also comprise the overwhelming majority of research subjects, an observation 
sometimes concealed in studies that use the term ‘parents’ in their title and abstract or fail 
to distinguish between results by gender (Webster et al 2004). Studies that fail to 
recognise or fully record the gendered nature of care will also fail to expose the different 
impacts of early interventions on mothers and fathers.  
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Attention has also been drawn to the persistent professional dominance in early 
intervention design and its disproportionate impact on mothers, whose cooperation in 
family-based care, will – unlike that of fathers – be essential to any care plan and who may 
be labelled ‘good’ or ‘bad’ depending on their capacity or willingness to cooperate (Leiter 
2004). This caring labour may be seen as an extension of mothers’ typical work; activities 
such as lifting, feeding and dressing still take place, but may take more time and energy 
than usual. At other times, as the scope of care work increases, mothers may need to 
learn specialised therapeutic and medical knowledge. Because of the overlap between 
typical childcare and atypical healthcare, mothers’ added healthcare work and its impacts 
might remain hidden. 
 
Where studies consider gender as a variable, significant differences can emerge. A Dutch 
study of the perceived changes in wellbeing of parents (81 mothers, 67 fathers), whose 
children were enlisted in a therapeutic toddler class, reported that mothers – who were the 
primary care givers in every case – reported greater gains in wellbeing than fathers, who 
gained more insight than mothers into the abilities of their children. Variation in parental 
needs may drive these results, with mothers having a greater perceived need for support, 
and fathers a greater need for understanding (Hendriks et al 2000).  

6.2  Service features valued by parents – UK and international studies 

A highly consistent message about the services that parents most value emerges from 
studies which focus on this issue. The UK studies reviewed include views from a total of 
about 100 parents (one study only specified ‘parents of 11 children’). Parents of children 
with ASD, who are blind, deaf, have cerebral palsy, motor disorders, spina bifida, Down’s 
syndrome, muscular dystrophy, dyspraxia and unspecified developmental disorders are 
included. Services most valued are able to provide: 
 
• support at time of diagnosis 

• access to information and advice 

• assessment that takes on board family views 

• effective and stress-free service coordination 

• an efficient and not over-prolonged statementing process 

• a service that considers and meets the needs of the whole family 

• targets and developmental milestones to work towards 

• evidence of achievements 

• rapid and obstacle-free access 

• ideas and suggestions for activities 

• a knowledge base on which parents can rely for informed treatment options 

• help to enable parents, especially mothers, to enter or return to work 

• skills to parents. 
(King et al 1999; Li et al 2003; Robinshaw and Evans 2001; Jennings 2008) 
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While the following are relevant to many parents, they feature particularly highly in the 
wish-lists of parents with autistic children: 
 
• skilled interventions specific to the child’s impairment, notably the management of 

challenging, especially obsessional behaviour, disrupted sleep patterns and 
communication 

• a smooth transition from pre-school settings (Webster et al 2004). 
 
An Australian action research study provided the only hierarchical list of key service 
features, the three most important being: 
 
• staff sensitivity, commitment and accessibility 

• educational and therapeutic programmes that fit the child and family needs 

• ongoing assessment that uses different techniques appropriate to the individual child 
(Beamish and Bryer 1999). 

 
The Portage home-teaching model was introduced into the UK over 30 years ago and now 
serves well over 5,000 pre-school children (Russell 2007). The central feature of Portage 
is the home-teaching process. On a weekly basis, home teachers identify new skills which 
parents would like their child to acquire. Once the home teacher and parents agree on a 
home-teaching plan, corresponding teaching strategies are then written down and 
demonstrated by the home teacher before being carried out by the parent.  
 
Evaluations of Portage schemes have been criticised for not taking into account baseline 
measures and controlling for normal developmental progress. Advocates of Portage have 
defended the approach by pointing out the bespoke nature of the programme and the 
difficulty of standardising treatment models (Cameron 1997). Portage programmes have 
shifted focus since their introduction into the UK from a child-centred to a more family-
centred model. This broader approach is reflected in the features of the service considered 
most useful by parents (taken from a non-representative convenience sample of 161). The 
most valuable features of Portage were described as: 
 
• the child making progress through the setting of clear goals and using a ‘small steps’ 

approach to learning 

• providing emotional and practical support for the family by responding to the individual 
needs of families and providing encouragement, information, advice and other 
opportunities, including contact with other families 

• the qualities in the service delivery, including home-based support, regular contact, 
being user-friendly, qualities of the practitioner and their ability to work with families, a 
positive approach and coordinated service delivery. 
(Russell 2007 p 681) 
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7.  Which factors or conditions are required for 
successful outcomes for disabled children, young 
people and their families? 
This section is based on evidence from seven studies, four from the UK and three from the 
USA. They are all summarised in Appendix 1. 

Key messages 

• Services that are successful at improving child–parent relationships may be more 
successful than services that focus on narrow child developmental goals. 

• Successful outcomes for children are associated with family social capital – social 
disadvantages must be addressed alongside child developmental issues. 

• Effective services improve parental responsiveness to children, which helps parents to 
see themselves as part of an overall strategy for improving their child’s care. 

Individual and family social capital is related to education, income, informal supports, 
coping, positive functioning and the effectiveness of the services received. Services need 
to moderate or compensate for poor functioning in families caused by family structure, 
social disadvantage or parental impairment in order to maximise the developmental 
progress of the child (Guralnick, 2005). 
 
The relationship between the characteristics and functioning of the child, its family and the 
likely developmental outcomes is summed up in Figure 1. 

Figure 1. Factors influencing developmental outcomes for children 

Family characteristics 
Personal characteristics of parents 
Mental health 
Intellectual ability 
Child rearing practice and attitudes 
Financial resources 

    Social supports       Family patterns of interaction     Child 
    Marital relationships      Quality of parent–child transactions    developmental 

Family, friends, community    Family orchestrated child experiences   outcomes 
Child temperament      Family provided health and safety 

 
 
 
              Child characteristics 
              Potential stressors for families 

          Created by child disability 
          or biological risk 
          Information needs 
          Interpersonal and family distress 
          Resource needs 
          Confidence threats 
[Source: Guralnick 2005 p 317] 
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The overall message is relatively clear. Families low in social capital by virtue of illness, 
poor functioning, family structure, oppressive environments or poverty, especially where 
this is compounded by severe child impairment, will be less equipped to take advantage of 
support services. Successful outcomes will partly depend on services’ capacity to 
compensate for these problems. Currently, the evidence suggests that the families richest 
in social capital benefit most from services. Individual teaching methods, while important, 
may be less important than service structure, resourcing and reliability. 

7.1  Professional or para-professional? 

One key question for early years intervention services is the extent to which similar 
services requiring different levels of skill (and hence having different costs) can achieve 
the same result. A study of a para-professional home-visiting service compared outcomes 
for 88 families who received bi-monthly visits from trained staff who were also mothers of 
children with special needs, to 71 families who received a normal clinic service 
(Rosenberg et al 2002). Children in all families were less than 50 months old, had or were 
at risk of developmental disability and considered ‘at-risk’ due to environmental or care-
giver situations. Outcome measures for children were enrolment in early intervention 
services, increased use of health services, less use of emergency services and reduced 
risk of maltreatment. Maternal measures were improved quality of care-giving, increased 
safety of domestic environment and improved psycho-social functioning. Outcomes for 
children showed no inter-group differences, though intervention group children were more 
likely to receive individual service plans. Mothers in the intervention group reported 
benefits on two measures: improved mental health status at one-year follow-up and more 
appreciation of the helpfulness of the intervention. However, the majority of both child and 
maternal measures were similar in both groups. 
 
The gains detected by this study are more associated with child–parent relationships than 
specific child developmental gains. These mixed results suggest that a focus on complex 
developmental programmes may deliver less direct benefit than non-directive parent 
advice schemes delivered by lay workers, which might improve parent – specifically 
maternal – self-esteem, confidence and coping skills. This study is an example of a  
well-received intervention that nonetheless failed to achieve better outcomes than a less 
intensive one. It suggests caution is needed in expecting impressive results from 
programmes that do not contain all the elements needed to effect significant change in 
challenging populations. 
 
Some studies have explored what impact being asked to assume para-professional roles 
has on parents’ identity. The effect on parents of assuming some professional duties may 
not be all-positive. While based on a small sample, one study has warned that a 
consequence of parents being enlisted in a para-professional role may be a future rather 
than a present orientation of parents towards their children and a perception of effective 
parenting based on professional values rather than that of ‘normal’ parents (Rix and  
Paige-Smith 2008). 
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7.2  Family factors 

The evidence base consistently suggests that poorer outcomes are associated with levels 
of education, resources, positive networks, education, coping strategies and parental 
responsiveness. Poor coping is associated with lone parenthood, maternal mental health 
problems, low self-esteem and social isolation. These conditions disproportionately affect 
carers, especially mothers, of disabled children, who bear most of the burden of childcare. 
Teaching programmes such as Portage are aimed at improving child development; it has 
also been suggested that these programmes can, and should, aim to decrease stress and 
increase maternal coping. Some families, notably lone mothers, employ poorer coping 
strategies, which are in turn a predictor of poorer mental health (Bright et al 1997). Similar 
factors and attributes predict both maternal and paternal involvement in services; however, 
paternal involvement depends much more heavily on financial security (Gavidia-Payne 
and Stoneman 2004). 

7.3  Service factors 

Early interventions that promote parental responsiveness to their children have significant 
impacts on children’s developmental functioning, though there appears to be little variation 
between different instructional models – each appears to be equally successful (Mahoney 
et al 2004). Nonetheless, models which incorporate the improvement of parent–child 
interactions as a programme goal may be more effective at achieving child developmental 
outcomes than those that do not. 
 
The evaluation of the Early Support (ES) Pathfinders project found a number of service 
features associated with success. The projects that were most successful at achieving 
well-embedded and sustainable provision had taken a service model rather than a 
service programme approach. A service model approach is concerned with philosophy, 
principles and implementing practice tools, whereas a service programme approach is 
driven by eligibility concerns. Other key features (Young et al 2008) included: 
 
• a concern with philosophy and principles rather than just eligibility 

• a vision of ES as a catalyst for change across children’s services rather than a short-
term project for a specific population 

• a low level of complexity in service design and partnership arrangements. 
 
The authors consider the outlook positive as long as specialist service provision for 
disabled children and their families is enabled to influence and be influenced by the 
integrated children’s services agenda as a whole. They conclude: 
 
‘ES in its philosophy and practice is a crucial example of how a specialist provision can 
exist as a coherent component within the new children’s services landscape, provided that 
process of mainstreaming does occur.’ 
(Young et al 2008 p 232) 
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8. Conclusion 
This review has highlighted a number of key messages about ‘what works’ that could 
inform the development and delivery of services for disabled children and their families. 
 
The most effective early years services are characterised by structure, intensity, duration 
and lack of complexity, utilise evidence-based behavioural programmes and support whole 
families as well as addressing child developmental goals. While children from the most 
disadvantaged families can benefit the most from early years services, actual service 
usage is disproportionately biased towards more educated and advantaged families. 
Better targeting of more disadvantaged families is needed to reduce these inequalities. 
 
Some early years intervention programmes may make unrealistic demands on families; 
most frequently this means maternal demands. By delivering family-centred early 
interventions that are sensitive to the family’s environment and capacity, the relationships 
between services and families may be improved and a more realistic intervention 
programme agreed and implemented. 
 
There is now an extensive evidence base that supports the introduction and maintenance 
of comprehensive key worker services. These services are associated with better family 
relationships, quicker access to benefits and reduced parental stress. 
 
The main implications of these findings for services are that managers working at a 
strategic level should:  
 
• ensure that early years services are delivered in ‘natural’ surroundings, that they 

address the family context and are delivered through a seamless and integrated  
inter-agency service 

• develop services that are characterised by structure, intensity and duration so that 
gains made by children are built on and sustained  

• favour programmes which the current evidence base suggests are most likely to result 
in positive child outcomes 

• prioritise high-quality pre-school education which the evidence base suggests can 
reduce subsequent SEN diagnoses in primary school 

• support parents by delivering family-centred early interventions that are sensitive to the 
environment and capacity of the child and their family, with special attention to the 
needs of mothers 

• be cautious about large-scale investment in new approaches unless there is clear 
evidence of improved gains of sufficient magnitude to justify the resources and time 
allocated 

• use electronic communication media to deliver teaching packages and information to 
parents and children 

• introduce comprehensive key worker services which are associated with better family 
relationships, quicker access to financial benefits and reduced parental stress 
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• ensure that services address child–parent relationships as well as addressing narrow 
child developmental goals 

• integrate early years intervention for disabled children into an overall strategy for 
improvement in children’s services. 

 
Substantially more information is needed on children aged between four and eight years. 
The evidence base reviewed focuses largely on pre-school children; with birth to three 
years old the chronological period most intensively studied. Furthermore, family studies 
are primarily concerned with mothers. Relatively little data is available on fathers. 
 
Finally, there is an absence of material addressing a number of specific disorders, notably 
speech, language and communication difficulties, hearing and sight impairments, attention 
deficit hyperactivity disorder and some other impairment-specific disorders. We will seek to 
address these gaps at the next stage in the review process. 
 
The full review will include examples of validated local practice requested from and 
submitted by the sector, as well as views from a range of stakeholders on what is 
important in delivering services which meet the differentiated needs of disabled children. 
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Data annexe 
Introduction and availability of data 

The main focus of this priority is ‘improving the wellbeing of disabled children up to the age 
of eight and their families through increasing the quality and range of early years 
interventions’. 
 
Currently, no survey is specifically designed to collect data on the whole population of 
disabled children. Some data is available at a national level about the prevalence of 
disability among children, though the most comprehensive population estimate (from the 
2001 Census) is now dated. Data on the prevalence of disability by some of the 
demographic characteristics of children (such as age, gender and ethnicity) is also 
available, though the coverage is not comprehensive. Data in the Annual Schools’ Census 
records the primary and secondary Special Educational Needs (SEN) of young people in 
the educational system, but while some of these needs may relate to young people's 
disabilities, they are arguably not sufficient to provide a proxy measure of disability at a 
national level. 
 
The range of data on the social and living circumstances of disabled children and their 
families is more limited than data on prevalence, but is available in a number of published 
datasets, including the 2001 Census, and the Family Resources Survey. However, many 
of the sources of data on disabled children are limited by factors such as population 
coverage, in terms of the age of children, geography and their place of residence. Little 
data is available that is focused specifically on the birth to eight age group. Some datasets 
provide a breakdown of disability data by age, but this data tends to be aggregated in 
different ways, with the most common breakdown being for children from birth to four 
years, then five to 15 (or 17) years; some datasets aggregate all data for children into one 
group of children and young people under 18 years of age only. 
 
Excluding data from specific cross-sectional or longitudinal research studies, there 
appears to be little publically available data on interventions (and the impact of those 
interventions) for disabled young people and their families, or the services and support 
they receive. Existing data, therefore, provides few if any insights, as yet, into the extent to 
which early interventions improve the wellbeing of disabled children from birth to eight 
years.  
 
This data annexe presents further discussion about the data currently available on 
disabled children up to the age of eight. It provides: 
 
• a summary of the search strategy for identifying data 

• an overview of the nature and scope of the data that was found, with a brief 
commentary on the quality of this data, and any gaps that have been identified 

• some examples of the type of charts and diagrams that could be produced, showing, 
for example, comparisons between national and regional data on disabled children. 

 
A summary table of the data sources of readily available, published data for disabled 
children at a national, regional and/or local authority level is presented in Appendix 4. 
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Data search strategy 

There are a number of archival databases in the UK, such as the National Digital Archive 
of Datasets (NDAD) and the UK data archive, some of which have services that facilitate 
searching or access to macro- and micro-datasets (including ESDS International). Even 
so, searching for current and recently published data cannot yet be conducted in the same 
way as searching for published research findings. Access to newly published data is not 
supported by comprehensive searchable databases in the same way that literature 
searches are supported.  
 
Data for this annexe was obtained by a combination of search methods including obtaining 
online access to known Government publications (such as the Statistical First Releases 
from the Department for Children, Families and Schools (DCSF)); access to data 
published by the Office of National Statistics, the Department of Health and other 
government departments; data published by the National Health Service and other 
national, regional and local bodies; and online searches following leads emerging from 
these publications, research funding council summaries and other literature searches. It 
should be noted that links to statistical sources that were live at the time of searching may 
not remain live after publication. 
 

Nature and scope of the data 

Two recent studies have contributed significantly to an awareness of the range and scope 
of data availability on disabled children and their families. Read et al (2007a) identified a 
range of cross-sectional surveys, panel and longitudinal studies, and administrative data 
sources for health, education and children’s social services, as well as what she called 
‘sentinel’ condition data sources (such as the UK Collaborative Cerebral Palsy Register), 
that provide data on the prevalence of disability. Mooney et al (2008) provided a critical 
commentary on the nature of the data included in such datasets for the DCSF. In addition 
to these two source documents, we have identified a number of other surveys, research 
studies (including the National Evaluation of Sure Start) and administrative datasets that 
include some indication of the prevalence of disability among children and young people. 
 
Although there appear to be a number of sources of data about the apparent prevalence of 
disability among children and young people at both national and local level, it is difficult to 
obtain an accurate estimate of the overall numbers of children and young people in 
England with disabilities. This is partly because of the wide variation in definitions of 
disability used by the collectors and collators of that data, and partly because of the ways 
in which data are collected: while national cross-sectional surveys provide estimates of 
prevalence, no single administrative dataset collects data specifically on childhood 
disability.  
 
Read et al (2007b) identified four main definitions of childhood disability used by data 
collectors: 
 
• Definitions derived from the Disability Discrimination Act (DDA), which includes 

children whose impairments and conditions result in significant difficulties with daily 
activities. These definitions are used by Department of Work and Pensions for surveys 
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such as the Labour Force Survey (LFS) and the Family Resources Survey (FRS), but 
are not used by the DCSF for the collection of data on Special Educational Needs 
(SEN) and were not included in the 2001 Census. 

• Definitions based on limiting long-standing illness, disability or infirmity (LLSI), used 
in the 2001 Census but with no sub-classification data (by specific disability).  

• Definitions based on long-standing illness, disability or infirmity (LSI), which can 
capture a wide range of health conditions of varying severity, but which do not give any 
indication of the extent of impairment.  

• Definitions based on specific impairments (such as visual impairment) or on specific 
support needs (such as SEN), which do not provide an overview of all disabled 
children. 

 
A further issue for this data scoping study is raised by the purpose for which data is 
collected, which can limit the scope and extent of data collection, and/or its ability to be 
used for comparative or trend analysis:  
 
• Population Census data, while comprehensive (covering an estimated 96 per cent of 

the UK population), is infrequent (every 10 years) and uses LLSI without sub-
classifications. 

• DCSF administrative data, collected through the Schools’ Census, is comprehensive 
in including all children and young people in compulsory education from Foundation 
Stage to Key Stage 4. Data on disability, however, is confined to a classification of 
primary and secondary need under the SEN variable. It is likely, therefore, that the 
census underestimates the prevalence of disability. In the one area where we have 
found comparable national data, that of visual impairment, DCSF figures for England 
for 2007/08 recorded 8,080 children and young people of school age with a visual 
impairment as their primary SEN, while a further 940 were recorded as having multi-
sensory impairment. 

•  A survey of visual impairment services in England for the same period, based on an 
extrapolation of the data from 77 per cent of all English local authorities, suggested that 
the total figure of children and young people of school age with some form of visual 
impairment was nearly two and a half times greater (21,946 children up to age 16) 
(DCSF 2008). 

• Local authorities’ administrative data on disability is collected as part of their 
statutory requirement under the Children Act 1989, and uses the definitions in that act. 
The voluntary nature of registration data and the different criteria applied for 
registration between local authorities means that the data is not a good indicator of 
prevalence, however. Similarly, until October 2008, the data collected for the Children 
in Need (CIN) Census provided an indication of the number of disabled children who 
received social care during the defined census week but did not cover all disabled 
children known to the social services or in the local authority area. The 2008/09 CIN 
census collection covers the period October 2008 to March 2009 while, from April 
2009, the data collections will cover the entire financial year.  

• Cross-sectional surveys (such as the Family Resources Survey (FRS)) are generally 
seen as providing the best estimate of disability at any one time, but are often limited in 
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terms of the amount of analysis that can be undertaken, because the data is not linked 
to the development stage of the child, because the sample size is too small, or 
because they include only children and young people in particular family 
circumstances. Such surveys vary, too, in their definition of disability. While the LFS 
and the FRS are DDA-related (and also use LLSI and/or LSI), the Health Survey for 
England, the Survey of English Housing and the General Household survey are not, 
primarily using variations of LLSI or LSI or ‘sentinel’ data recording. 

• Longitudinal panel studies (such as the Families and Children’s Study, the British 
Household Panel Survey, the Avon Longitudinal Study of Parents and Children, and 
the Millennium Cohort Study) while able to track trends over time, may suffer from 
attrition and are not as good as cross-sectional surveys for providing information on 
prevalence. The same issues of defining disability definition apply to them as to the  
cross-sectional surveys. 

• Data collected by primary care trusts (such as records of disability collected on Child 
Health Computer Systems, or through the General Practice Research Database) tend 
to be related to the codes from the International Classification of Diseases 2007 (ICD 
10) (WHO 2007). 

• ‘Sentinel’ data can provide a reliable source of data on children with specific 
disabilities or known support needs, but registration can be voluntary (as in the case of 
the Register for Deaf and Hard of Hearing, for example), or dependant on family 
circumstances (such as the Family Fund Trust) or on reporting by paediatricians (the 
UK Collaborative Cerebral Palsy Register) or other non-familial source. It is not always 
clear, therefore, whether population coverage is comprehensive. 

 
At this stage of the data scoping study, we have found little information about the impact of 
interventions. Published national datasets do not record such information and it is likely 
that the best source of such evidence in the future will be from targeted longitudinal 
studies and sentinel data.  
 

Examples of charts showing trends and regional data 

Much of the data on children and young people with disabilities aggregates the data, 
combining data for ages 0 to 17 (such as the Register for Deaf and Hard of Hearing), or 
differentiating only between pre-school (from birth to four) and school-age populations (five 
to 15 or five to 17). Data on young people aged from birth to eight is, therefore, difficult to 
access from public or published datasets. The data on prevalence of disability of relevance 
to this particular scoping study (which is limited to age eight) is therefore limited. Some 
exemplar charts have been included here (for children registered as blind) even though the 
age range goes beyond age eight. Data on the provision and cost of support is broken 
down more fully, however, and comparative charts (broken down by age, sex and location 
of support – whether the child is in a family or looked after, for example) are also provided 
here. 
 
Exemplar 1: Data on prevalence of disability (by age, by sex and by ethnicity) 

Data from the 2001 Population Census provides some indication of children aged from 
birth to eight with a limiting long-standing illness (LLSI) (see Figure 1), by age, by sex and 
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by ethnicity, although the aggregations for each variable are different. The age and sex 
categories provide information on children aged from birth to two, three to four and five to 
seven; the ethnicity category aggregates data for children and young people up to age 15; 
while the category for household tenure is divided up to include children aged 0 to four and 
five to nine.  
 
Figure 1 provides an overview of the percentage of the population of children under seven 
who were recorded as having a limiting long-standing illness in 2001 (LLSI). The data 
referred to the general health of the child over the 12 months prior to Census day (29 April 
2001). In each age category, the proportion of male children reported as having an LLSI 
was greater than the proportion of female children with such an illness/disability. As Figure 
2 indicates, the proportion of children with an LLSI was also highest, across all age 
groups, in socially rented accommodation (whether council-owned or other social 
ownership) and lowest in owner-occupied housing. 
 
 
 
Figure 1 All children with a limiting long-standing illness (LLSI): Population 

Census 2001; by sex 

 

Source: ONS 2008 
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Figure 2 All children with a limiting long-standing illness (LLSI): Population 
Census 2001; by household tenure 

 

Source: ONS 2008 

 
Exemplar 2: Data on prevalence of disability (children registered as blind) 

Exemplar 2 highlights some of the issues around estimating disability amongst children 
and young people by reference to children registered as blind or with a visual impairment. 
There are concerns that data on children and young people officially registered as blind 
significantly underestimate the rate of visual impairment amongst the young population 
(Morris and Smith 2008). From audit data collected from Visual Impairment Services 
departments in 76 local authorities, representing 66 per cent of all of the children and 
young people educated in England, it was estimated that a total of 21,946 children and 
young people had a visual impairment. Of these, 4,108 were aged under five and 10,048 
were aged five to 11. These figures are markedly higher than the numbers recorded in the 
Schools Census as having a visual impairment; 8,080 children and young people of school 
age in England were identified on the Pupil Level Annual School Census (PLASC) as 
having a visual impairment as their primary special educational need in 2007/08, while a 
further 940 were recorded as having multi-sensory impairment (DCSF 2008). Other official 
data on visual impairment (collected during the triennial review in 2006) recorded a total of 
3,825 children and young people aged between 0 and 17 registered as blind (2.5 per cent 
of all those registered blind in England), with most of those (85 per cent) aged between 
five and 17. The largest numbers were in the North West, followed by London, Yorkshire 
and the Humber, the West Midlands and the South East. The lowest numbers of children 
registered blind in 2006 were in the North East (see Figure 3).  
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Figure 3 All children and young people registered as blind, year ending 31 March 
2006: Government Office Regions 

 

Source:  The Information Centre 2006 
 
Three per cent of all cases of people newly registered as blind per year are children 
between these ages (a total of 320 cases out of 10,820). As Figures 3, 4 and 5 indicate, 
there are marginally more cases of older children (those aged five to 17) appearing on the 
register in 2006, although, in that year, there was a difference across the regions. In the 
North East, East Midlands and Eastern region, more five- to 17-year-olds were registered 
than those of pre-school age, but in the West Midlands and the South East, the reverse 
was true.  
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Figure 4 Blind people registered as new cases by age group, during the year 
ending 31 March 2006: England and the regions 

 

 

Source: The Information Centre 2006 
 
 
Figure 5 Blind people registered as new cases by age group, during the year 

ending 31 March 2006: Government Office Regions only 

 

 

Source: The Information Centre 2006 
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Exemplar 3 Data on support provision and cost 
 
Data on children with a disability in receipt of social care is collected during the annual 
Children in Need Census. It should be noted that this Census is of children and families 
accessing a service in a single week and is not an estimate of disability – or indeed of the 
number of disabled children accessing a service (for whatever reason) in a year.  
 
A total of 9,700 disabled children from birth to eight in England received support during the 
week of the Children in Need Census in February 2005, with the numbers receiving 
support increasing with the age of the child and varying according to family circumstance. 
Less than one per cent of the children in families receiving support in this age range were 
aged less than one year of age, by comparison with four per cent of the Looked After 
children (LAC) in the same cohort. For children between the ages of three and six, the 
numbers receiving support in family settings was fairly constant, but rose for those from 
age six to age eight. Over 20 per cent of the disabled children obtaining support in family 
settings were aged seven to eight; 30 per cent of the disabled children in LAC settings 
were in the same age cohort. Figure 6 presents the numbers of disabled children, in family 
settings and in LAC settings, who received support during Census Week 2005. 
 
 
Figure 6 Numbers of disabled children receiving support during a sample week 

in February 2005 
 

 
Source: DfES 2006 

 
The cost of providing such support appears greatest for those children who were LAC, with 
the cost for the youngest children (those aged under one) being highest (see Figure 7). 
There appeared to be less variation in cost for children living with their families, although 
younger girls seemed to attract more costs than male babies and toddlers. 
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Figure 7 Average cost per child receiving a service by age, sex and need code 
(disability)  

 

 

Source: DfES 2006 
 
 

Summary 

At present, no single national dataset is able to provide definitive insights into the impact of 
early interventions on improvements in the wellbeing of disabled children up to the age of 
eight and their families. An exploration of existing data suggests that there is a need for 
greater clarity or agreement of definition of childhood disability across all data collection 
exercises. The main issue for this priority, however, is the lack of ability to relate data 
about disabilities to data about interventions – and the outcomes from those interventions. 
National, population-level datasets provide useful monitoring data (how many disabled 
children live in council-rented accommodation, for instance) that can be tracked over time, 
but do not provide evaluative information on the impact of a specific intervention or 
interventions.  
Some relevant data may be found in particular administrative datasets (including the 
largely voluntary sentinel datasets) and targeted cross-sectional and longitudinal panel 
studies (albeit with the caveats noted in the section on the nature and scope of the data).  
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• Administrative data, such as the DCSF National Pupil Dataset, can be accessed (with 
permission) by the data team and outcomes for disabled children can be explored 
using the ‘sensitive’ data collated for children with SEN. This would give an insight into 
trends in outcomes over time, but would not provide insights into the impact of specific 
interventions unless the interventions were specifically recorded on a database that 
could be matched to the administrative data. 

• Older archived data from cross-sectional and longitudinal panel studies can be 
accessed by the data team, but such access takes time and, in some cases, requires 
explicit permissions from data owners and controllers. Newer data from cross-sectional 
and longitudinal panel studies may not be accessible to the team, although, in some 
cases, particular analyses could be commissioned from the data owners and 
controllers. 

• Sentinel datasets are not all anonymous and so are not readily accessible to the data 
team. Investigations for particular types of disability would need, therefore, to rely on 
published research from relevant research studies and sentinel bodies. 
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Appendix 1: Key study summaries 
4.2 Matching needs with interventions 

Key study – Carpenter 2007 (Overview – UK)  
Evaluating the effectiveness of early intervention strategies 
 
History: A focus on outcomes for the child can no longer be regarded as a sole criterion 
for the efficacy of early intervention. Prior to the 1980s, early intervention services were 
developed based on the assumption that mothers and children would be home during the 
day. Maternal employment patterns now render this impracticable for many families. 
Despite social change, the goal of early childhood intervention remains meeting the 
developmental needs of the child and the needs of family. 
 
Evaluation: Five key issues in relation to early years interventions have been identified as: 

• availability – presence of appropriate services 

• accessibility – services readily available 

• accommodation – responsiveness to individual needs 

• affordability – minimal time, money, energy costs 

• acceptability – individuality respected. 
Strictly traditional approaches to evaluation may be inadequate given that they seek to 
answer one question: Does this approach work?  
 
Comprehensive evaluation – examining contexts, family contributions and multiple factors 
– recognises that children and families are part of interrelated systems that include not 
only immediate contexts in which early intervention services are provided but also other 
systems affecting the family, as well as taking into consideration the systems of beliefs and 
values in which families operate.  
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4.3 Does early years intervention work? 

Key study – Casto and Mastropieri 1986 (Meta-analysis – USA)  
Meta-analysis of early intervention programmes 
 
Background: The effectiveness of early intervention programmes was recognised by the 
mid-1980s. It was thought that intervention effectiveness was based on:  

• more parental involvement 

• earlier intervention 

• more structure 

• greater duration and intensity. 
However, little attempt had been made to separate the effect sizes for programmes aimed 
at disabled, at-risk and disadvantaged children. The majority of the evidence was based 
on the latter two groups. It was not clear whether the same conclusion applied to disabled 
children and their families. 
 
Aim: To conduct a meta-analysis of early intervention efficacy studies. 
 
Method: Inclusion criteria were: children from birth to five years; disabled; intervention 
study. Seventy-four studies were located. Ninety-eight variables in six areas were coded, 
including subject description, design quality, outcomes used and type of intervention. 
Conventions were agreed for each of the 98 variables; for example, parent involvement 
was coded as: 

• more structure only intervener 

• major intervener 

• minor intervener 

• not involved in the intervention. 
 
Results: Impairments studies included mental retardation (44 per cent), orthopaedic 
disabilities (29 per cent), speech and language impairments (8 per cent), emotional 
disturbances (4 per cent), hearing impaired (2 per cent) and general developmental delay 
(2 per cent). Overall conclusion was that early intervention programmes do result in 
moderately large and immediate effects for disabled children. 
 
Conclusions: Results do not necessarily transfer between different populations. Broader 
outcome measures relating to child and family welfare, as well as cognitive development, 
are required. 
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Key study – Shonkoff et al 1992 (the Maryland Scientific Methods Scale (MSMS) 
Level 2 – USA)  
Developmental progress of infants 
 
Aim: To evaluate the impact of an early intervention programme on the progress of 
infants. 
 
Method: A non-experimental longitudinal investigation (29 community-based programmes, 
190 children). Mean age at entry 10.6 months; 54 infants with Down’s syndrome, 77 with 
motor impairment and 59 with developmental delay of uncertain origin. Data collected 
within six weeks of programme entry and 12 months later by formal child assessments, 
observations, maternal interviews and questionnaires. 
Results: On average, children demonstrated positive change in motor skills, adaptive 
behaviour and play, with the greatest improvements measured in interaction with mothers. 
Of greater note was the large variability between children in the sample. Pre-term babies 
showed the greatest gains, while children with seizure disorders showed less improvement 
than expected in all four domains.  
 
Conclusions: Early intervention was multi-dimensional and complex – some aspects of 
services were correlated with enhanced development, some with less desirable outcomes 
for children and families and some had fewer measurable impacts. No one variable 
predicted change in child and family outcomes.  
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4.4 Neonatal challenges 

Key study – Johnson et al 2005 (MSMS Level 5 – UK)  
Parental support for families with pre-term children – five-year follow-up 
 
Background: The study follows up the Avon Premature Infant Project to examine the 
extent to which any gains have persisted. 
 
Aims: To test the effectiveness of a home-based developmental education intervention in 
improving outcome at five years for very pre-term infants. 
 
Methods: The Avon Premature Infant Project is a randomised controlled trial in which the 
parents of 284 babies born 33 weeks gestational age received a developmental education 
programme, a social support intervention, or standard care. This study reports outcomes 
at 5 years (mean age 58 months 15 days) for 187 (66 per cent) of these children without 
disability. Outcomes were assessed using the British Ability Scales II for cognitive 
development, the Movement ABC for motor impairment, and the Child Behaviour Checklist 
for behavioural problems. 
 
Results: Pre-term infants showed poorer cognitive performance than their term peers. 
There were no significant differences between pre-term groups indicating no effect of 
either intervention. Similarly, there was no significant effect of intervention on behavioural 
or motor outcomes. Further analyses, in which outcome data was adjusted for social 
factors, did not reveal any differences between the three pre-term groups or by subgroups 
classified by a range of perinatal variables. 
 
Conclusion: The small advantage shown at two years of age is no longer detectable at 
five years. These results question the effectiveness of early intervention in enhancing 
cognitive, behavioural and motor function at five years. 
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Key study – Avon Premature Infant Project 1998 (MSMS Level 5 – UK)  
Parental support for families with pre-term children 
 
Background: Children born very early or very small are at high risk of neuro-sensory 
impairments and disabilities. Such children have poorer scores on developmental and 
cognitive testing compared with their peers born at full term, even when children with 
major disabling conditions, such as cerebral palsy, are excluded. Sub-optimal scores on 
tests of motor, cognitive, educational and behavioural function persist through to teenage 
years. 
 
Aim: To test the effectiveness of a home-based developmental education programme 
in very pre-term children. 
 
Methods: A randomised controlled trial was conducted of developmental or social support 
intervention, started at discharge for up to two years, in 309 consecutive survivors of 32 
weeks gestation or less, born to mothers resident in Greater Bristol between December 
1990 and July 1993.Home visits were made by research nurses trained in either Portage 
(a developmental education programme) or in non-directional counselling (parent adviser 
scheme). Interventions were also provided to appropriate primary care and community 
support for disability. 
 
Measures: Griffiths Mental Development Scales were used to assess outcome at two 
years. 
 
Results: The effect of Portage was greatest in those children with birth weights less than 
1,250g and in those with an abnormal neonatal cerebral ultrasound scan. 
 
Conclusion: Primary analysis showed no developmental benefit from long-term family 
support after pre-term birth. Secondary analysis controlling for the presence of adverse 
social markers showed a similar small advantage for both intervention groups. In the 
smallest infants and those with brain injuries, a structured developmental programme may 
offer an advantage over social support intervention. 
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Key study – McCarton 1998 (MSMS Level 5 – USA)  
Intervention for pre-term children – five- and eight-year follow-up 
 
Background: A number of studies have found that low birth weight (less than 2,500g) 
infants are at increased risk for developmental delay and for a variety of medical 
complications in infancy compared with their normal birth weight counterparts. The Infant 
Health and Development Program (IHDP) is the first multi-site, randomised clinical trial 
designed to evaluate the efficacy of combining early child development and family support 
services with pediatric follow-up in reducing developmental, behavioural, and other health 
problems in LBW premature infants (birth weight less than 2,500g). 
 
Aim: To examine the immediate and long-term impacts of the programme. 
 
Intervention: The programme was initiated on the infants’ discharge from the neonatal 
nursery and continued up until 36 months, corrected for prematurity. Infants in the 
intervention and control groups participated in the same pediatric follow-up, which 
comprised medical, developmental and social assessments, with referral for pediatric care 
and other services as indicated. The services exclusively for the intervention group 
consisted of home visits, attendance at a child-development centre and parent group 
meetings. All services were provided free to the families. 
 
Design: All infants born in participating hospitals who weighed less than 2,500g at birth 
were eligible for the entire study. The primary analysis group comprised 985 infants. The 
research design included stratification by eight sites and two birth weight groups (infants 
weighing 2,001 to 2,500g, designated heavier, and infants weighing less than 2,000g, 
designated lighter). One third of the sample came from the heavier group and two thirds 
from the lighter group. To minimise the cost of the study, subjects within each weight 
group were randomly allocated: one-third to the intervention group and two-thirds to the 
follow-up (or control) group. 
 
Results: A comprehensive educational and developmental intervention programme such 
as the IHDP was successful not only in improving the behavioural competence of LBW 
infants at 3 years of age but also in influencing maternal characteristics and mother–child 
interactions. Once the intervention ended, however, the differences in behavioural 
performance disappeared. Follow-up studies of the IHDP cohort through five and eight 
years of age showed no difference in behavioural competence between the follow-up and 
intervention groups. The results of the IHDP call into question the notion that providing 
enriching experiences in the first few years of life can protect children against biological 
disadvantages for extended periods of time. 
 
Conclusion: It seems likely that interventions to improve the long-term behavioural 
performance of biologically vulnerable children will have to extend beyond age three years 
to attain maximum effectiveness during the school years. 
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Key study – Blauw-Hospers and Hadders-Algra 2005  
(Systematic review – Netherlands) 
Effects of early intervention on motor development 
 
Background: Previous studies have suggested that the effectiveness of interventions for 
motor disorders is related to the timing of the programme; earlier interventions appear 
advantaged. 
 
Aim: To conduct a systematic review of early intervention strategies for developmental 
motor disorders, with particular attention to the effect of timing. 
 
Inclusion criteria: Studies concerning infants with high biological risk for developmental 
disability; a focus on improving motor functioning; onset of intervention between birth and 
18 months; published in journal with impact factor of at least 0.3. Sixty papers were initially 
identified, 36 met the inclusion criteria. Extreme heterogeneity of the study designs meant 
no meta-analysis could be conducted. 
 
Results: 17/34 studies concerned interventions carried out in a neo-natal intensive care 
unit (NICU); 8/34 between discharge from NICU and nine months and six between nine 
months and 18 months. Motor development was aided by the Newborn Individualized 
Developmental Care and Assessment Program (NIDCAP), Neurodevelopmental 
Treatment (NDT) did not. Specific or general developmental programmes had some 
positive effect. 
 
Conclusions: Programme effectiveness appears age-specific; the type of intervention 
appropriate for pre-term infants (NIDCAP) differs from that appropriate for infants after 
term age, where specific or general developmental programmes have a more positive 
effect on motor development. 
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4.5 Autistic spectrum disorders 

Key study– Smith et al 2004 (MSMS Level 5 – USA study) 
Testing the Lovaas method of early intervention 
 
Background: Studies in the 1980s by Ivar Lovaas claimed considerable success in 
achieving major gains for children with autistic spectrum disorders (ASD). These studies 
were not, however, randomised controlled trials. 
 
Aim: To independently test the effectiveness of the Lovaas programme. 
 
Method: All referrals to the UCLA Young Autism Project between 1989 and 1999 aged 18 
to 42 months with a diagnosis of autism or pervasive developmental disorder (PDD) were 
enrolled in the trial (28 children). Children were randomly assigned to intensive treatment 
(a shorter version of the Lovaas method based on the 1981 Lovaas manual, equivalent to 
30 hours’ work per week per child) or parent training (five hours per week by a parent, 
working alongside a student therapist). The goal of the intensive treatment was to 
maximise children’s intellectual, adaptive and socio-emotional functioning and reduce their 
subsequent need for special educational provision. 
 
Measures: Standford-Binet Intelligence Scale; Bayley Scales of Infant development; 
Merrill-Palmer Scale of Mental Tests; Child Behaviour Checklist. 
 
Results: The intensive-treatment group performed significantly better than the parent-
training group on IQ, visual-spatial skills but not language development, adaptive 
behaviour or behaviour problems where little differences between groups were reported. 
Few differences were noted between the ASD and PDD groups, although differences may 
have been concealed due to small sample size. Parents in both groups described similar 
levels of satisfaction with their interventions and similar moderate gains. Between-group 
difference was roughly half of those reported in the original studies, as was the number of 
children placed in classes without special provision. Equal benefits were reported for the 
PDD and the ASD groups. 
 
Conclusions: Significant benefits were found to accrue as a result of early intervention for 
both children with ASD and PDD, though these benefits were not as great as previously 
reported. More needs to be known about the optimum combination of intensity, parental 
involvement and length of treatment. 
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Key study – Rickards et al 2007 (MSMS Level 5 – Australia) 
Home-based interventions for children with autism and developmental delay 
 
Background: The benefits of intensive behavioural interventions of the kind developed by 
Ivar Lovaas have been generally supported by ongoing studies, though the degree of and 
populations that benefit continues to be contested. One contested area is the effect size of 
location and  parental involvement in programmes. 
Aim: To examine whether or not children and their families benefit more from a 
combination of home- based and centre-based programmes than by centre-based 
programmes alone. 
 
Population: Fifty-nine children aged 3 to 5 years with pervasive developmental disorders, 
including autism. Boys comprised 80 per cent of the group. 
 
Method: Children were randomised to receive centre-based plus home-based 
programmes or centre-based programmes alone. Pre- and post-test measures were made 
of both parents and children. 
 
Outcome measures: Children – cognition and behaviour; parents – resources, stress and 
empowerment. 
 
Results: Changes in cognition and behaviour favoured the group of children with the 
additional intervention. The extra intervention was especially helpful for children in families 
with high levels of stress. No differences between groups were noted in outcomes for 
parents. 
 
Conclusions: While the results support the proposed relationship between intensity of 
input and successful outcomes, the failure of the additional intervention to make a 
difference to parental wellbeing may indicate the stability of stress as a phenomenon and 
the need to develop parent-centred as well as child-centred interventions. In addition, the 
male gender bias in this – as in many other similar studies – needs examining before 
results can be generalised to girls as well as boys. 
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4.6 Can early years interventions reduce the likelihood of special educational needs 
diagnosis in primary school? 

Key study – Sammons et al 2003 (Longitudinal study – UK) 
Impact of pre-school settings on children at-risk of special educational needs (SEN) 
diagnosis 
Background: Pre-school attendance is thought to have particular benefits to children in 
disadvantaged circumstances, notably significant gains in cognitive, behavioural and social 
development. 
Aims:  
• To follow up a large group of children from pre-school to the end of Year 1 in primary 

school, focusing specifically on the identification of children ‘at risk’ of SEN in pre-
school for both cognitive and social/behavioural areas of development. 

• To investigate the influence of pre-school attendance on children’s outcomes at entry 
to primary school. 

• To explore parents’ perceptions of SEN and their experiences of support and 
satisfaction with how needs are met. 

Method: Information for over 2,800 children attending 141 pre-school centres selected 
from five regions across England was analysed. Centres were drawn from a range of types 
of pre-school providers – local authority day nurseries, integrated centres, playgroups, 
private day nurseries, nursery schools and nursery classes. The research was designed to 
study the six main types of institutional provision (group care) and their impacts on young 
children. 
Measures: One-to-one assessments of different aspects of young children’s cognitive 
development were conducted by trained researchers at entry to the study (age 3 years 
plus) and later at entry to primary school (rising 5 years). Standardised assessments of 
reading and mathematics were collected at the end of Year 1 (age 6 years plus). In 
addition, ratings of each child’s social and behavioural development were collected from 
pre-school workers at entry to pre-school, and from teachers when children entered 
primary school and at the end of Year 1. 
Results:  
• A third of the sample showed low cognitive attainment at entry to pre-school and were 

classified as ‘at risk’ of SEN in relation to national norms for general cognitive ability 
(GCA). By entry to primary school this figure had dropped to a fifth of the sample. This 
positive impact on cognitive attainment remains evident at the end of Year 1 in both 
better reading and mathematical skills. 

• The majority of parents were satisfied with the support their children were given for 
SEN, but where they were dissatisfied, they wanted more learning support on an 
individual basis. 

Conclusions: The findings suggest that pre-school may be an effective intervention for 
the reduction of SEN, especially for the most disadvantaged and vulnerable groups of 
young children. For those ‘at risk’ of SEN in terms of poor cognitive development, 
integrated centres and nursery schools, were seen to be particularly beneficial, and for 
those ‘at risk’ of SEN in terms of poor social behaviour, integrated centres, nursery classes 
and playgroups were of the greatest benefit. High-quality pre-school centres may be seen 
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as an effective intervention that can help improve cognitive development and thus provide 
more vulnerable children with a better start at primary school. 
 

4.7 Are parental benefits of early years interventions  
maintained? 

Key study – Bailey et al 2005 (MSMS Level 1 – USA) 
Outcomes after three years for disabled children following early intervention 
 
Background: Part C of the Individuals with Disabilities Education Act in USA entitles 
families with infants and toddlers with disabilities to services, including early intervention. 
Early intervention provides specialist instruction and related services guided by an 
individual family service plan. The early intervention team must involve families in 
identifying children’s abilities and needs and incorporate a ‘family directed’ assessment of 
resources, priorities and concerns. Early intervention typically lasts 36 months. 
 
Aims: To assess follow-up after 36 months of early intervention to: 
•  describe outcomes reported by families after their experience with early intervention 

programmes 
• determine family perceptions of the impact of early intervention on families 
• assess the extent to which selected child and family characteristics were associated 

with variability in outcome attainment or perceived impact of early intervention. 
 
Method: A nationally representative sample of 2,586 parents completed 40-minute 
telephone interviews. Questions asked included:  
• Did early intervention enable the family to help the child grow, learn and develop?  
• Did early intervention enhance the family’s perceived ability to work with professionals 

and advocate for services?  
• Did early intervention assist the family in building up strong support systems?  
• Did early intervention help enhance an optimistic view of the future?  
• Did early intervention enhance the family’s perceived quality of life? 
 
Results: Parents felt competent caring for their children (85 per cent of parents strongly 
agreed they knew how to care for their child’s basic needs); advocating for services (65 
per cent strongly agreed that they knew how to work with professionals and advocate for 
services); gaining access to formal and informal support (62 per cent strongly agreed that 
they had friends or relatives to whom they could turn for support or help); 82 per cent of 
parents rated their lives better off from receiving early intervention. However, 36 per cent 
agreed that they had little chance to take part in community activities. 
 
Conclusion: The majority (two-thirds) of parents rated their current quality of life as 
excellent or very good and over half (53 per cent) of parents expected their families’ future 
quality of life to be excellent. 
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Key study – Pelchat et al 1999 (MSMS Level 3 – Canada) 
Longitudinal effects of early intervention of adaptation of parents 
 
Background: Parents of disabled children suffer more stress, depression and anxiety 
compared to parents of non-disabled children. Many interventions focus on improving the 
development of the child and assume this will result in corresponding benefits for parents. 
While more family-based interventions have been developed, they have been less well 
evaluated. 
 
Aim: To assess the effects of an intervention programme on the adaptation of parents to 
their child’s disability. The intervention is based on a model developed by Pelchat and is 
led by a nurse, who works with the family in the hospital and at home over a six-month 
period. 
 
Population: One hundred and forty-eight parents (all in two-parent families). Two-parent 
families were required in order to enable gender measures to be taken. Children with 
Down’s syndrome were 48 per cent of sample (31 infants); children with cleft lip or palate 
52 per cent (43). 
 
Method: Non-randomised trial; group allocation based on whether families were recruited 
before (receipt of normal services) or after (receipt of enhanced intervention) the 
programme start point. 
 
Measures: Parental stress, emotional distress and spousal support. Measures were taken 
when children were six, 12 and 18 months. 
 
Results: Compared to the control group, parents in the intervention group felt less 
threatened by their parental situation, more confident in receiving help, had less emotional 
stress and depression and reported more spousal help. Few gender differences were 
noted. Parents of children with Down’s syndrome reported more spousal help. 
 
Conclusions: This study adds support for the efficacy of interventions that are initiated at 
diagnosis and are focused on the adaptation of both mothers and fathers to child disability. 
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Key study – Hesketh et al 2007 (MSMS Level 5 – UK) 
Teaching phoneme awareness to pre-literate children with speech disorders 
 
Background: Awareness of individual phonemes in words is a late-acquired awareness 
that usually develops in the early school years. It is generally agreed to have a close 
relationship with early literacy development, but its role in speech change is less well 
understood. Speech and language therapy for children with speech disorder involves tasks 
that appear, either implicitly or explicitly, to require a phonemic level of awareness. 
However, children typically attend for intervention at a pre-school, pre-literate stage, that 
is, before they would be expected to have developed the relevant phoneme segmentation 
and manipulation skills. 
 
Aim: To investigate whether it is possible to teach phoneme awareness skills to pre-
literate children with speech disorder. 
 
Methods: In a randomised controlled trial design, 42 children with speech disorder, aged 
4.0–4.6 months, were allocated to either a phonological awareness or a language 
stimulation programme. 
 
Measures: Children were assessed on four measures of phoneme awareness (alliteration 
awareness, phoneme isolation, word segmentation and phoneme addition/deletion) 
immediately before and after the programme and categorised as ‘improved’ or ‘not 
improved’ according to predetermined criteria. 
  
Results: Significantly more children improved in the phonological awareness group than in 
the language stimulation group for three out of the four measures (all except alliteration 
awareness). However, for the two most advanced tasks (segmentation and 
addition/deletion) only a small minority of children showed improvement. 
 
Conclusion: The results show that some children who have a certain level of cognitive 
adequacy can be helped by targeted intervention to make marked improvements in their 
phoneme awareness skills. Other children, particularly if younger or cognitively less able, 
made less or no change, even with an intensive period of intervention. 
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Key study – Smith et al 2004 (MSMS Level 3 – UK) 
Children with autistic spectrum disorders – improving attention and language 
 
Background: The current increase in young children showing difficulties interacting and 
communicating with others is reflected in the number of children gaining a diagnosis of 
autistic spectrum disorders (ASD). This emphasises the necessity to derive an effective 
means of intervention that focuses upon promoting meaningful interaction and relevant 
interpersonal communication. 
 
Aim: To compare the effectiveness of the Scheme to Promote Early Interactive 
Conversations (SPEIC) with Portage. The study describes two pilot schemes – only the 
larger is described here. 
 
Intervention: The intervention consists of a shared game used as a vehicle for the child to 
learn how to share visual attention with an adult, and then to share visual monitoring 
between the actions of the game and the facial and body movements of their adult partner. 
The experience of shared, creative game play fosters a mutual understanding of the 
meaning of non-verbal and verbal communication. 
 
Measures: i) Changes in degree of involvement in shared game ii) cognitive improvement. 
Measures taken at baseline, six months and 12 months. 
 
Subjects: Twenty-two children aged 27 to 42 months, assigned to control and 
experimental group by location. All children had speech and language delay more than two 
standard deviations below the mean. 
 
Method: Experimental group (10 children) received SPEIC, the control (12) Portage. The 
project ran for five months. 
 
Results: The difference between the groups was found not to be significant. However, in 
all three measures the experimental group gained more than the control group. In the case 
of expressive language, the experimental group achieved a gain of 70 per cent more than 
the control group. 
 
Conclusion: The authors suggest that this approach is very different in concept to the 
conventional behaviourist approach to intervention for children with severe difficulties in 
communicating, which are linked to artificial rewards systems. Change can be more 
effectively accomplished when communication is followed by meaningful feedback, which 
relates directly to the child's intention. However, larger, randomised studies are needed to 
confirm this hypothesis. 
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5.1 Speech, language and communication needs 

Key study – Law et al 2006 (MSMS Level 3 – UK) 
Cost-effectiveness study of pre-school language intervention 
 
Background: Persistent language difficulties place significant financial pressures on 
health and education services. This has led to large investment in intervention in the early 
years; yet, little is known about the actual and relative costs of early years provision. 
 
Aims: To profile the different costs incurred by two Early Years Centres (EYCs) partially 
funded by the charity I CAN and children receiving what might be termed ‘routine’ NHS 
speech therapy to provide an analysis of cost efficiency and equity. 
 
Methods: Costings for service provision for 91 children (mean age 2.9) were collected. 
The activity of staff at each site and the cost of staff allocated to services were computed. 
Data on other resources were also collected. 
 
Results: The cost per child per session was on average £12. Despite the longer course of 
intervention in the first centre (10 compared with six weeks), the cost of the course per 
child was of the same order (£245 compared with £253). The annual cost of the early 
years provision per child was higher relative to the costs of the NHS provision, £645 
compared with £181 in one EYC (A) and £462 compared with £173 in the other (B). When 
the cost of standard nursery provision was factored in, the difference in annual costs was 
rather less, with £5,298 for the early years provision (EYC A) relative to £4,276 in the 
comparison group. By contrast, the annual cost of early provision rises to £5,926 relative 
to £8861 in the comparison group (EYC B). 
 
Conclusions: The cost of the EYCs is relatively low and given the positive outcomes 
reported in the study of which this economic evaluation is a part, there is a good case for 
saying that they represent an efficient use of resources.  
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Key study – Magiati et al 2007 (MSMS Level 2 – UK) 
Impact of community-based early intervention for children with autistic spectrum 
disorder 
 
Background: Many studies report positive outcomes for young children with autistic 
spectrum disorder (ASD) receiving early intervention. Early intensive behavioural 
intervention (EIBI) has yielded impressive results in the past, claiming 47 per cent of 
participants attain ‘normal intellectual and educational functioning’. There are large 
individual differences in response to intervention. There have been few studies comparing 
home-based EIBI with autism-specific school-based provision. 
 
Aim: This study provides independent outcome data on pre-school children two years after 
either home-based EIBI in a community setting or autism-specific nursery provision. Were 
EIBI children functioning at a significantly higher level than nursery children with respect to 
IQ, language, play, adaptive behaviour and severity of autism? What specific child, family 
or treatment characteristics were related to outcome? 
 
Intervention: EIBI programmes: all received one-to-one home teaching, 14 families had a 
consultant and a supervisor, seven a supervisor, three a consultant. Twenty-four families 
had weekly supervision. All families worked with on average nine therapists (psychology or 
special needs education graduates). 
 
School provision: All nurseries described their teaching techniques as eclectic, 
emphasising structure, visual cues, individualised teaching and close liaisons with parents. 
The average amount of one-to-one teaching was six hours per week. 
 
Method: Twenty-eight children who had received EIBI and 16 children who attended an 
autism-specific nursery school were compared at their initial assessment and 23 to 27 
months later. All children had a recorded independent clinical diagnosis of autism. 
 
Measures: Measures used were: Vineland Adaptive Behaviour Scales (adaptive 
behaviour), British Picture Vocabulary Scale-II and Expressive One-Word Picture 
Vocabulary Test Revised (language), Symbolic Play Test (play), Autism Diagnostic 
Interview – Revised (autism diagnosis and severity). 
 
Results: Over two years EIBI children received significantly more hours of intervention. 
There were no statistically significant differences between groups at Time 1 in play and 
adaptive behaviour, language, autism severity. At follow-up there were no group 
differences in cognitive, play, language skills or severity of autism. At follow-up, no child 
was in a mainstream school without one-to-one support. There was a small difference in 
Vineland Daily Living Scores favouring the EIBI group. There were large individual 
differences, IQ at intake and language level best predicted overall progress. 
 
Conclusion: Both EIBI and autism-specific schools produced comparable outcomes in 
children with ASD and results do not support claims that 50 per cent of children receiving 
EIBI achieve normal educational and intellectual functioning. It is important that factors 
affecting individual children’s progress are routinely investigated and identified.  
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Key study – Apache 2005 (MSMS Level 3 – USA) 
Effectiveness of activity-based intervention 
 
Aim: To assess the effectiveness of two kinds of programmes designed to improve motor 
skills: activity-based (child directed with teacher acting as facilitator) and direct instruction 
(teacher directed, rapid paced and structured). 
 
Participants: Twenty-eight pre-schoolers with developmental delays (13 boys, 15 girls; 
age 3 to 6 years, mean age 4.2 years). 
 
Method: Groups were based on children’s existing classes. Instructors had prior training in 
each technique. Classroom structure, length of programme and timing was the same. Two 
classes were randomly assigned to each mode; the modes were reversed after one 
semester. Attendance was above 95 per cent.  
 
Measures: Test of gross motor development, administered four times as sets of pre- and 
post-testing each semester. 
 
Results: Improved motor skills resulted from the activity-based model; no such 
improvement was noted in the direct instruction model.  
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5.2 Technical interventions 
 
Key study – Zaidman-Zait and Jamieson 2007 (Review – Canada) 
Web-based support for families of children with disabilities 
 
Background: The internet is becoming a source for parents to access current and 
emerging information about their child’s condition, treatment and service options, and for 
emotional support and information from other parents in online discussion forums. 
  
Advantages of using the web for information retrieval: Creative design features may 
enhance presentation of complex information, can provide information on treatment and 
service options not mentioned by doctors, parents have reported web-based procedural 
guidance to be a useful support alongside early intervention services, can look up complex 
and unfamiliar medical and educational terminology, awareness of material can help 
empower parents to use information appropriately and to maximum benefit. 
 
Disadvantages: Quality of information – lack of review or approval of content of web 
information, unclear accuracy markers – can confuse between evidence-based research 
and popular but unproven views, information overload, information coverage – does it 
match parents’ range of informational needs? 
 
Support for parents of young children with disabilities: The internet contains 
electronic groups, chat rooms and bulletin boards to enable communication between 
parents with similar interests. These can help meet emotional and informational needs. 
The similarity between online members and their experiences were seen to be the greatest 
advantage of online community. 
 
Implications and recommendations for internet use for professionals: Early 
intervention professionals could utilise the web in more supportive interactions with 
parents, first, for supporting and guiding parents in information activities, and second, 
professionals could develop websites as part of their service delivery for parents.  
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Key study – Sharry et al 2005 (MSMS Level 2 – Ireland) 
Video-based early intervention for parents of pre-school children with behavioural 
and developmental difficulties 
Background: Parent training programmes are genera lly either target ed at parents of  
children with specific behavio ural problem s, or targeted at parents of children with 
developmental problems. Howe ver, pre-school children do not always fall into thes e 
diagnostic categories, and often have inte rrelated behav ioural and develop mental 
difficulties. The Parents Plus Early Years (PPEY) progr amme was therefore develo ped as 
a broad parent training intervention that c ould be relevant for both children wit h 
behavioural problems and children with a range of mild developmental difficulties. 

Aims: To evaluate the effectiveness of PPEY in  addressing the needs of parents and their  
pre-school children referred to a general mental health clinic. 
 
Methods: Parents completed copies of standardised measurement tools and took part in a 
five-minute videoed play session with their child before and after the intervention. After five 
months, the parents participated in a semi-structured follow-up interview. 
 
Participants: Twenty-five children (17 male, eight female; age range two to five years) 
and 31 parents who completed one of three PPEY programmes.  Children had multiple 
difficulties including: developmental delays; aut ism; over activity/inattention; speech an d 
language delay; behavioural problems; and emotional difficulties. 
 
Intervention: PPEY is a video-based par ent training  intervention that can be used with  
parents of pre-school child ren with either behavioural or developmental difficulties or both. 
PPEY invites parents to adopt a mo re child-centred positive interaction with their children,  
for example, by attending to and rewar ding good behaviour whil e lar gely ignoring 
misbehaviour. Parents attend seven group sessions and five individual sessions over a 12-
week period. 
 
Measures: Parents were asked to co mplete the following meas ures before and after the  
intervention: the pre-school ver sion of th e Strengths and Difficulties Questionnaire, the 
Parenting Stress Sc ale; and  a parent and child goals’  scale whic h was developed 
specifically for this study and used to measur e the parents’ and children’s attainment of 
goals s pecified by  the parent. At the follow- up, a five- question s emi-structured interview 
was used. 
 
Results: There was a significant drop in conduct problems and hyperactivity, decreased 
parental stress and significant gains towards parent-defined goals. In addition, before-and-
after video observation of parent–child interaction showed an increase in positive parent–
child attention and a decrease in parent–child instructions, as measured by independent 
observers. Gains were maintained at five-month follow-up. 
Conclusion: Unlike many studies, this took place in the naturalistic setting of a front-line 
child mental health service, the programme was open to all parents of children who were 
referred to the pre-school assessment team. No preliminary screening was carried out and 
children with developmental, behavioural and emotional problems were included. This 
suggests that the PPEY could be a suitable first line of intervention for the majority of 
children referred to child mental health services. 

68 



Increasing the quality and range of early years interventions 
  
 

5.3 Rare conditions 

Key study – Koppenhaver et al 2001 (MSMS Level 2 – USA) 
Communication for girls with Rett syndrome 
 
Background: Girls with Rett syndrome communicate by non-verbal means, using 
gestures, a few basic words or phrases and body positioning. Clinical explanations are 
usually based on diagnoses of severe dyspraxia and cognitive disability. 
 
Aim: To test the medium of storybook reading with parents as a learning tool. 
 
Population: Six girls with diagnosis of Rett syndrome, aged 3.6 – 7.0 years. 
 
Method: Use of hand splints (to control gestures), augmentative communication systems 
and assistive technologies. Baseline measures and three intervention phases. 
 
Results: Storybook reading at home resulted in substantial increases in symbolic 
communication in all six participants. 
 
Conclusion: While larger studies are needed to confirm these findings, positive results 
were achieved through a low technology intervention that was integrated into the normal 
lives of families. 
 
Key study – Murdoch 2004 (Review – UK) 
Early intervention for children who are deaf-blind 
 
Background: Deaf-blindness affects all areas of development: formation of relationships, 
emotional security, communication, cognition, motor development, perceptual 
development, self-awareness, independence. Effects begin from birth and so affect the 
child’s personal development and situation within their family. 
 
Research on early intervention: Only two studies were located that evaluate early 
intervention for children with deaf-blindness. Both are from the USA: 
  
Promoting Learning through Active Interaction (PLAI): The emphasis was on the use of 
cues by care givers to help the infants anticipate activities. By the end of the intervention 
care givers could consistently identify more of the children’s needs and emotions, felt that 
they could communicate more effectively and that children anticipated more and 
participated in more activities. Family-related outcomes supported the fact that parents felt 
increased competence after the early intervention. 
 
Validation of the Intervener Program (VIP): The intervener service model is where para-
professionals (interveners) work with young children with deaf-blindness in their homes for 
up to 10 hours a week to help develop interactive behaviours using tactile or other 
appropriate communication methods and to provide sensory information and interpretation. 
Interveners also work on other areas such as mobility, positioning, handling, massage as 
identified by individual need. Alongside this, parent advisers work primarily with parents. 
Evaluation showed that children made more progress during the intervention than would 
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have been predicted by maturation alone and accelerated rates of progress in 
developmental areas.  
 
Conclusions: Effective early intervention for deaf-blind children should be:  
• family-centred: models have focused on development of early parent–child 

relationships to improve the quality of care giver–child interactions by developing care-
giver ability to identify, interpret and respond to cues of the infant 

• specialist, individualised: needs and abilities including the interactions between multiple 
disabilities need to be assessed. Knowledge of specialist teaching is vital for providing 
intervention. 

5.4 Autistic spectrum disorders 

Key study – Shields and Simpson 2004 (MSMS Level 3 – UK) 
Impact of the National Autistic Society EarlyBird programme on children with 
autistic spectrum disorders 
 
Aim: To evaluate the effectiveness of the EarlyBird (EB) programme. 
 
Method: Trial using wait-list control. 
 
Measures: Changes during the control and intervention period, at six-month follow-up and 
whether there were differences in outcomes between the EB and Licensed User (LU) 
sites. Scales used included Parenting Stress Index, Childhood Autism Rating Scale and 
Vineland Adaptive Behaviour Scales. 
 
Population: One hundred and nineteen families, 36 of which were attending the EB site 
and 83 LU sites. Mean age of children was 43.9 months (EB) and 45.4 months (LU). 
 
Results: Intervention families reported less stress, used more appropriate communication 
methods with their children and perceived their children more positively than parents in the 
wait-list control. Similar gains were made in both the EB and LU groups.  
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Key study – Medhurst and Clay 2008 (MSMS Level 1 – UK) 
The Thomas Outreach Project: an early years intervention for children with autistic 
spectrum disorder 
 
Aim: To evaluate the effectiveness of the Thomas Outreach Project (TOP) service delivery 
over a two-year period, with a focus on identi fying the factors wh ich have led to success 
for the children. 
 
Method: Data was analysed for 20 children taki ng par t in the pr ogramme during a two-
year period (there is  no informa tion with regard to how these children were selected or  
details of t heir age, etc). T he data was extracted from t he children’s Outreach project 
summary of achievement sheets (SOAs). S OAs are completed at the end of each term,  
and provide an opportunity fo r TOP work ers and parents to  comment on any progress 
(‘celebrations’) that the child has made. A total of 39 SOAs were evaluated. 
 
Results: The SOAs s uggest that pre-school staff and TOP workers consider  the following 
strategies to be most successful:  
• the use of a clear routine 
• a visual schedule 
• consistent approaches 
• consistent expectations 
• the use of transition cues. 
 
‘Celebrations’ identified in the SOAs fell under six categories: 
• social interaction and communication 
• tolerance 
• participation 
• independence 
• being settled/happiness 
• routines. 
 
In the feedback from parents, th e most reported ‘celebration’ was social interaction an d 
communication, followed by tolerance. 
 
Conclusion: The results suggest that the parents, pre-school staff and TOP workers were 
able to identify areas in which the children had made progress. Howev er, it is not clear  
which strategies or int erventions led to whic h ‘celebrations’ or areas  of progr ess, or how 
judgements of progress were made in the SOAs.  
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Key study – McConachie and Diggle 2006 (Meta-analysis – UK) 
Parent-implemented early intervention for children with autistic spectrum disorder 
 
Background: Most recent estimates suggest autistic spectrum disorder (ASD) affects one 
in 200 children. Parent involvement in treatment has long been claimed to be helpful, 
especially with regard to increased child skills and reduced stress for parents. 
 
Aim: To conduct a meta-analysis of studies where parents were the main mediators of the 
intervention and were significantly involved in its implementation. 
Inclusion criteria: Children aged one to seven years; diagnosis autism, ASD, Asperger 
syndrome, pervasive developmental disorder; study design with controlled or comparison 
groups; no time or language restriction. 
 
Critical appraisal: Factors considered included blindness, intake and follow-up measures, 
multiple measures of child and family functioning, length of follow-up, use of standardised 
instruments. 
 
Results: Over 15,000 studies were initially located, 71 were obtained in full for review, 12 
met inclusion criteria. Ten were randomised controlled trials, with four of these meeting full 
Cochrane criteria for randomisation. The other four studies were controlled trials. 
 
Outcomes: For children, socio-communication skills, IQ and parent–teacher reports of 
behaviour. For parents, knowledge about autism, teaching strategies, stress and observed 
communication behaviours with children. 
 
Results: The studies reviewed supported the contention that parent involvement can and 
does work (that is, achieves the outcomes measured). However, these studies do not 
allow the confident assertion that parent-implemented intervention can be generalised and 
applied in routine work settings with the same impact.  
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5.5 Children with complex needs 

Key study – Sloper et al 2006 (Survey – UK) 
Characteristics of key worker services leading to better outcomes 
 
Background: Research has shown that families of disabled children who have a key 
worker benefit from this service and recent policy initiatives emphasise the importance of 
such services. However, research is lacking on which characteristics of key worker 
schemes for disabled children are related to better outcomes for families. 
 
Methods: A postal questionnaire was completed by parents with disabled children who 
were receiving a service in seven key worker schemes in England and Wales. Path 
analysis was used to investigate associations between characteristics of the services and 
outcomes for families. 
 
Measures: Instruments used measured: 
• satisfaction with the service 
• impact of key worker on quality of life 
• parent unmet need  
• child unmet need.  
Demographic variables relating to both child and family were recorded, plus the contact 
profile with key worker. 
 
Results: From 644 questionnaires sent out 205 were returned (32 per cent). Of these,189 
were analysed as some questionnaires were not fully completed. The most common 
diagnoses of the children were: autistic spectrum (46 children), cerebral palsy (35), 
developmental or global delay (32), epilepsy (31), visual impairment (20), Down’s 
syndrome (15), hearing impairment (11), dyspraxia (10) and muscular dystrophy (5). One 
hundred and forty-six children (91.8 per cent) had multiple difficulties. The four path 
models showed that key workers carrying out more aspects of the key worker role, having 
appropriate amounts of contact with families, regular training, supervision and peer 
support, having a dedicated service manager and a clear job description were associated 
with better outcomes for families. Characteristics of services had only a small impact on 
child unmet need, suggesting that other issues were more relevant, such as play facilities, 
friendships and opportunities for social interaction. 
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Key study – Cavet 2007 (Good practice review, UK) 
KEY WORKERS FOR CHILDREN WITH COMPLEX OR HIGH LEVELS OF NEED 
 
Background: The complexity of service provision may present a considerable obstacle to 
the achievement of an environment which best suits both parents and children. As a result 
there have been a variety of developments geared to the provision of better coordinated 
services to families with a disabled child. Among these initiatives the value of having one 
named person who acts to coordinate the input to the family from the various agencies and 
services involved is now well recognised. Those named as coordinators are now most 
usually referred to as key workers. 
 
Definition: Care Co-ordination Network UK (CCNUK) define a key worker as someone 
who is both the source of support for disabled children and young people and their families 
and a link by which other services are accessed and used effectively. Key workers have 
responsibility for working together with the family and with professionals from services and 
for ensuring delivery of an inter-agency care plan for the child and the family. Research to 
date suggests that there is no particular profession whose members are best suited to act 
as key workers, and that systemic factors (such as effects of training, supervision and time 
allocation) have more effect on key workers’ effectiveness than their professional 
backgrounds. However, jobs which constrain a person’s ability to be a key worker include 
those where home visiting is likely to be difficult and those in which workers’ statutory 
responsibilities take precedence over their role as an advocate for the family. 
 
Activities: English policy guidance suggests that key workers should: 

• act as a single point of reference for information 

• help identify the needs of the child and family 

• regularly review support arrangements in the context of growing understanding of a 
child's abilities and needs 

• have regular, long-term contact and continuity of support 

• be a means to coordinate support from different agencies 

• provide personal or emotional support, sensitive to needs and family circumstances 

• help enable families to access and receive relevant services 

• help families to look forward to the child's next stage of development and anticipate 
service needs 

• have a role in implementing the plan. 
 
Target population: Priority populations for key worker services are: children with complex 
or high levels of need who are likely to be in touch with a large number of services; 
children who are at transitional points or subject to diagnostic procedures; and those who 
live in stressed or unsupportive environments. 
 
Benefits: Specific outcomes noted following the introduction of key worker services are 
better relationships with services, better and quicker access to statutory and discretionary 
benefits, both financial and environmental, and reduced levels of stress. 
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6.1 Parents or mothers? 

Key study – Leiter 2004 (Context – USA) 
Critique of maternal involvement in early intervention 
 
Support for family-centred care at the policy level is consistent with the current emphasis 
on family-based care in general. Both professionals and activist parents wanted parents to 
have a more active role in early intervention programmes. Yet this role is defined and 
driven largely by professionals and has an emphasis on maternal provision of care. There 
is a growing awareness of the role of domestic labour in the production of health and of the 
key role of mothers as mediators between family and formal systems of care. This caring 
labour may be seen as an extension of mothers’ typical care work for their children: 
activities such as lifting, feeding and dressing still take place, but may take more time and 
energy than usual. At other times, the healthcare that mothers provide to their children with 
disabilities may be an exception to mother’s typical care work, as the scope of care work 
increases, such as when mothers learn specialised therapeutic and medical knowledge 
and skills usually associated with professional healthcare. Because of the overlap between 
typical childcare and atypical healthcare, and the gendered nature of childcare, mothers’ 
added healthcare work might remain hidden, even in the face of substantial empirical 
evidence regarding the effects that providing care to children with disabilities may have. 
This impacts especially on maternal employment. In light of these responsibilities, it is 
important to acknowledge the personal, individual resources that mothers bring to this care 
work: their time, their bodies, and any social support systems that may be available to 
them. The problems that women experience as a result of combining care work and paid 
work are largely unrecognised in public policy. Just as the individual model of disability 
focuses on the child with a disability leaving societal factors hidden in the background, the 
challenges and costs that mothers face when providing care to their children with 
disabilities are largely individualised and thereby rendered invisible. 
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Key study – Hendriks et al 2000 (MSMS Level 2 – Netherlands) 
Wellbeing of mothers and fathers of disabled children 
 
Background: Most studies of the impact of service provision on parents focus on maternal 
wellbeing. Few examine the differential impact on both mothers and fathers. 
 
Aim: To examine whether: 

• parents perceive a change in wellbeing ten months after placement of their child in a 
therapeutic toddler class 

• mothers and fathers differ in their perceptions 

• perceived change in wellbeing is related to family, parent and child characteristics. 
 
Method: Questionnaire administered 10 months after child placement in therapeutic 
toddler class. 
 
Subjects: Mothers and fathers of a representative sample of 84 children drawn from 16 of 
the 17 centres in the early intervention units in the Netherlands with therapeutic toddler 
classes (total 327). Data was acquired from 81 mothers and 67 fathers. The mean age of 
children at placement was 29 months (ranging from 12 to 53 months); primary diagnoses 
were cerebral palsy (49.4 per cent), spina bifida with or without hydrocephalus (11.1 per 
cent), psychomotor retardation (12.3 per cent), disorders of motor control (7.4 per cent), 
and other or not yet diagnosed conditions (19.8 per cent). Furthermore, most of the 
children had additional problems including cognitive problems (80.5 per cent), behavioural 
problems (20.7 per cent), hearing disorders (17.5 per cent), visual disorders (17.3 per 
cent), and epilepsy (16.3 per cent). 
 
Results: Positive changes were noted for both mothers and fathers on each dimension. 
However, changes were greater for mothers on the dimension of wellbeing and greater for 
fathers on the dimension of increased insight into their child’s abilities. 
 
Conclusions: These findings suggest that parent guidance, being an important part of the 
therapeutic toddler class programme, is effective. Counselling resulted in parents feeling 
less on their own and providing information about the child’s present and future 
development, resulted in parents having more insight into their child’s abilities. Comparing 
mothers and fathers showed that mothers perceive a greater change than fathers on the 
dimension of positive wellbeing perceptions, planning social activities, and having time for 
their own relaxation. The primary effect of the toddler class programme is on the mothers. 
However, positive impacts were greatest on those mothers who were of high socio-
economic status, had fewer children and had a child with a less severe impairment. 
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6.2 Service features valued by parents – UK and international studies 

Key study – Robinshaw and Evans 2001 (Survey – UK) 
Parent perspectives on pre-school provision for deaf children 
 
Background: The age for identification of child deafness has dropped from 2.5 years to a 
matter of weeks or even days. This has resulted in an increasing number of deaf infants 
learning to use hearing aids from two to three months rather than from two to three years. 
This in turn impacts on the way in which the child is helped to learn to communicate, listen 
and speak, the role of the principal care givers in those processes and the skills required 
by teachers of the deaf and other professionals to support and care for both the parents 
and the child. 
 
Aim: To consider the types of service provision seen by parents as desirable for young 
deaf children in relation to: Universal Newborn Hearing Screening (UNHS); family support 
initiatives; and inclusive education. 
 
Method: This paper reports part of the findings from a comprehensive survey of teachers, 
therapists, managers and heads of services providing speech and language interventions 
in England and Wales. The survey was complemented by parent focus groups. Seventy-
seven parents, grandparents or carers participated in these focus group meetings, with 
group sizes ranging from three to eighteen in number. 
 
Results: The majority of comments regarding professional responses to carers’ initial 
concerns were unfavourable, most commonly because professionals were perceived as 
having ignored or diminished parental concerns. Disclosure processes were also criticised 
with shock, grief and despair the most common emotions mentioned. The biggest deficit in 
service provision related to carers’ perceptions of the lack of information available to them 
following identification. While carers understood why professionals wished them to make 
an informed decision on treatment options, some carers wished that staff expressed 
clearer opinions. 
 
Conclusions: Parents highlighted three issues: 

• better information from well-coordinated teams of professionals 

• continuity of access to a range of social support 

• service provision that best meets the needs of the family as a whole. 
 
Moving towards family-centred service provision will mean an enormous cultural shift in 
the way that some professionals work with parents, listen to their observations and 
address their concerns. 
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Key study – Webster et al 2004 (Survey – UK) 
Parent perspectives on early intervention for children with autistic spectrum 
disorder 
 
Background: A limited number of published studies have addressed the stresses and 
support-service needs of parents of pre-school children with autistic spectrum disorder 
(ASD). For this group, uncertainty surrounding initial diagnosis, uneven functioning in 
children and therefore confused expectations, together with question marks over the 
availability of services and how these will be funded, contribute to parental anxiety. 
 
Aim: To elicit parents’ views on: 

• their experiences of the diagnostic procedure 

• key initial concerns relating to their child’s development 

• the statutory assessment procedure 

• the impact on family life of having a child with ASD 

• aspects of the intervention that were particularly valued 

• views about future provision. 
 
Method: Interviews. 
 
Subjects: Fifteen parents, mostly mothers (number not specified). 
 
Results: Many of the concerns expressed by parents about working relationships with 
professionals, such as: support at the time of initial diagnosis; access to information and 
advice; and the coordination of services across agencies, are reflected in the recent 
Department for Education and Skills/Department of Health guidance to professionals on 
working with young families with disabled children. Specifically, initial delays in diagnosis, 
the prolonged duration of the statementing process, the need for child-specific intervention 
programmes, obstacles to entering or staying in the workplace and transition from pre-
school settings were dominating concerns. 
 
Conclusion: While parents of children with ASD shared much in common with parents of 
other disabled children, stressors specific to ASD are reflected in the priorities identified by 
parents in the present study for practical advice and help. These include dealing with 
children’s obsessions, achieving sleep patterns and routines for toileting, establishing 
functional communication, and managing difficult behaviour in public such as tantrums in 
shops and running away, exacerbated by the ‘normal’ appearance of their children. 
Key study – Jennings 2008 (Survey – UK) 
Visual Impairment and the Early Support Developmental Journal 
 
Background: The Royal National Institute of Blind People have recommended that blind 
and partially sighted children and their families have parity with deaf and hearing impaired 
children in terms of the early intervention and support that is required by the neonatal 
hearing screening programme. However, numbers of children are low. There were 
estimated to be only 3,270 children with a visual impairment, including those with 
additional needs, under the age of five years in England in 2003. Those most severely 
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affected are more likely to have been premature; of South Asian origin; have associated 
neurological problems; have had their condition from very early life; have similarly affected 
siblings and be from areas of high disadvantage. The Early Support Developmental 
Journal for babies and children with visual impairment, developed by members of the 
Developmental Vision Team at Great Ormond Street Hospital/Institute of Child Health in 
consultation with families and practitioners, was launched in September 2006. This 
provides a tool to help families track and understand the development of their young 
children in partnership with the professionals who work with them. 
 
Aims:  
• To capture carers’ views on the benefits of using the Journal 

• outcomes for children. 
 
Method: Structured interviews. 
 
Subjects: Parents of eleven children; mean age 21 months; six male, four female, one 
gender not recorded. 
 
Results: For the parent, what worked well was having targets and appropriate 
developmental milestones to refer to; having evidence of achievements and sharing 
progress; identifying areas where more help is needed; benefits of ideas and suggestions 
for activities; better understanding of the child’s needs and those issues common to 
children with a visual impairment. For the child (in the parents’ view), what worked well 
was providing a source of activities and resources to stimulate and help the child; directly 
assisting the child’s progress by informing and giving parents the skills to help their child; 
and gaining the involvement of another professional. 
 
Conclusion: According the author, the Early Support Developmental Journal for babies 
and children with visual impairment offers a unique opportunity for parents nationally to 
access freely available materials which set out a quality framework for early support for 
visual impairment in the context of partnership working. 
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Key study – King et al 1999 (Survey – Canada) 
Outcomes of family-centred care-giving 
 
Background: Parents of disabled children are more likely to experience distress and 
depression than other parents. However, considerable variation is found in levels of 
wellbeing. The role of family-centred care-giving – where parents are fully informed and 
have control over decision-making has not been fully explored. 
 
Aim: To examine the relationship between family-centred care and parental wellbeing. 
 
Method: Questionnaire and survey instruments. 
 
Subjects: One hundred and sixty-four parents of children with non-progressive neuro-
developmental disorders, primarily cerebral palsy, spina bifida and hydrocephalus. 
 
Results: Family care-giving was a significant predictor of parental wellbeing. The most 
significant predictors of wellbeing were child behaviour problems and environmental 
protective factors. 
 
Conclusions: Services are most beneficial when delivered in a family-centred manner and 
focus on parent-identified issues such as availability of social support, child behaviour 
problems and family functioning. 
 
 
Key study – Li et al 2003 (Survey – USA) 
Deaf children – parental choice of communication mode 
 
Background: In the USA, large numbers of states (37 by the end of 2001) had passed 
legislation mandating newborn hearing screening. Lobbying groups are pushing for routine 
newborn hearing screening, despite questions about the cost-effectiveness and evidence 
of limited clinical benefits. Earlier diagnosis of hearing loss means earlier decision-making 
by parents about the best interventions for their child. With infant hearing screening soon 
to be conducted universally, intervention decisions for a child who is deaf or hard of 
hearing will be made at an earlier age and without a clear evidence base or outcomes 
research. 
 
Aim: To compare the relative importance of the child’s hearing loss and parental attitudes, 
beliefs, values, and aspirations in the decision process. 
 
Method: Eighty-three parents were surveyed about decision factors that may have 
affected their choice of communication mode, including resource availability, attitudes and 
beliefs about hearing loss, values, trade-offs and goals. Parental preference ratings on 
hypothetical outcomes were collected in four domains: communication, academic 
performance, social functioning and emotional wellbeing. 
 
Results: The child’s extent of hearing loss was the most influential parental decision 
factor. Beyond the extent of hearing loss, parental attitudinal factors were important in the 
inclination to favour an oral approach, if parents believed that deafness can and should be 
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corrected and if they desired the child to be able to speak. Technology that aims at 
improving the child’s ability to speak (for example, cochlear implants) had no significant 
impact on the decision to choose oral-only training. 
 
Conclusions: Among parents who prefer the oral approach to communication, parental 
valuation in the child’s ability to speak rather than sign was the second most important 
predictive factor after the severity of hearing loss. These were parents who seemed 
determined to help their child acquire speech so that he or she could communicate with 
hearing people and be educated in a mainstream educational environment. Understanding 
parental decision factors may better prepare clinicians to provide appropriate guidance, 
information, and referral resources for parents who are under the stress of making crucial 
intervention decisions that affect the lifetime of a child who is deaf. 
 
 
Key study – Beamish and Bryer 1999 (Participatory action research – Australia) 
Generating programme quality indicators – a collaborative approach 
 
Background: Participatory research in the disability field ensures that the perspectives of 
all stakeholders are taken into account. In particular, indicators of service quality can be 
based on the perceived needs of users rather than the perspectives of professionals. 
 
Aim: To generate service quality indicators applicable to early special education (ESE) 
services. 
 
Method: Delphi approach with survey. 
 
Subjects: Staff (333) and parents (242, invited to participate). Two hundred and thirty-four 
staff (70 per cent) and 137 parent (57 per cent) questionnaires were returned. 
 
Results: Thirty indicators of programme quality were generated and ranked according to 
level of acceptance. The top nine were: 
Staff approachability:  ESE staff are sensitive, committed, and accessible to families. 
Education/therapy base:    ESE services are both educationally and therapy-based 

according to individual child and family needs. 
Assessment techniques: Assessment is an ongoing process that uses various informal 

and formal techniques appropriate to the individual child.  
Child assessment uses: Assessment provides a means to plan, monitor and review 

child progress and team effectiveness. 
Open-door policy: ESE centre-based services maintain an open-door policy that 

welcomes contact by families and other agencies. 
Input to school support: Observations and reports provided by the ESE team 

(professionals and families) are integral to the assessment and 
ascertainment process that determines the degree of 
specialised support needed. 

Family-based processes: Family participation and acceptance are sought in all 
assessment, programming and future planning processes. 

Records for programming: Up-to-date records of each child's progress are used in 
modifying current programmes and future individual planning. 
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Individualisation to families: ESE team members individualise services in response to both 
child and family needs, characteristics and preferences. 

Communication channels: The ESE team establishes clear communication channels to 
families and other supporting agencies. 

 
Conclusion: As well as legitimising agency quality indicators, full stakeholder involvement 
also served to inform and extend parent knowledge of local practice, quality practice and 
research method. The process, however, is highly labour intensive and requires a 
substantial commitment to resource. 
 
Key study – Russell 2007 (Survey – UK) 
Parents’ views of portage 
 
Background: Portage is a home-based, early intervention and support service to families 
delivered in association with the National Portage Association (NPA). 
 
Methods: All Portage services known to the NPA and local authorities in England were 
asked to complete a questionnaire and forward another to families using early years 
services to evaluate the support they receive. 
 
Results: The survey identified family views of Portage, the extent and gaps in provision 
and the level of unmet need. The survey identified 31 local authorities in England where 
Portage is not available, most notably the North East and West Midlands regions. It is 
estimated that services only meet the needs of a small proportion of families that are 
eligible. Current work may help overcome geographical gaps through supporting the 
development of high-quality Portage services but, in endeavouring to meet the needs of 
families waiting for Portage, it is important not to diminish the quality of support already 
provided. Portage aims to provide flexible support for families to respond to their individual 
needs. Evaluating its effectiveness is problematic because of its complex nature but this 
survey provided an opportunity for families to share their views at a national level. In this 
survey, 82 per cent of families who received a Portage service rated it as the most 
valuable one they received. 
 
Conclusions: Continued development work can help Portage provision become more 
accessible and an option routinely available to families who have a young child with 
additional needs. 
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7.1 Professional or para-professional? 

Key study – Rosenberg et al 2002 (MSMS Level 3 – USA) 
Para-professional home-visiting services 
 
Background: While there is general support for the positive effects of home visiting for 
families with a disabled child, there is less consensus over whether support for the family 
needs to be combined with skills teaching, and whether effective teaching requires trained 
rather than para-professionals. 
 
Aim: To assess the effectiveness of para-professional visits in improving child outcomes in 
families where there is evidence of risk to the child. 
 
Method: Random allocation to intervention or comparison group. Eligibility: 

• child less than 50 months 

• child with or at risk of developmental disability 

• child at risk due to environmental or care-giver factors. 
 
Subjects: Eighty-eight intervention and 71 comparison families; 67 per cent Hispanic, 19 
per cent African American and 11 per cent white. 
 
Intervention: Para-professionals, all mothers of disabled children, were provided with a 
three-month training programme, focusing on child safety, culturally sensitive services, 
home safety and community services and support. Over 12 months of the intervention, 
visits averaged two per month. The comparison group received one contact per month 
from a nurse, either through a clinic visit or a phone call. 
 
Outcomes: Child outcomes included increased enrolment in health and support services, 
reduction in use of emergency services and reduced risk of maltreatment. Maternal 
outcomes included improved quality of care-giving, safer home environment and improved 
psychosocial functioning. 
 
Measures: Problem Severity Profile; HOME; questionnaire designed by authors. 
 
Results: Few differences were found between the groups. Both improved on the HOME 
measure. The intervention group received significantly better reports on programme 
helpfulness and had better mental health at 12-month follow-up. 
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Key study – Rix and Paige-Smith 2008 (Survey, UK) 
Parental agency and early intervention 
Background: Early intervention approaches often rely  on parents being able to effectively  
implement early intervention st rategies. However, little cons ideration has been giv en to 
what this means for their agency and identity as parents. 
 
Aims: To consider the impact of early intervent ion on the agency and identity of parents of 
children with Down’s syndrome. 
 
Population: Nine parents (who were recruited via in formal networks, an email list s et up 
by a parent of a child with Down’s syndrom e, and an advertisement in Down’s Syndrome 
News), plus the first author. The ages of their children ranged from two to seven years. 
 
Method: Semi-structured conv ersational interviews were carried out with the nin e 
participants. The first four interviews wer e carried out in the participants ’ homes, and 
focused on the parent s’ experiences of early intervention and the role of professionals . 
The second set of five interviews was conduc ted in order to further  explore some of the 
issues that  had emer ged from the first four in terviews. These interviews took plac e over 
the phone. The views and experiences of the first author as a parent of a child with Down’s 
syndrome were also included in the analysis. 
 
Results: The parents described f eeling that their identity as a parent was shaped by their 
contact with early intervention services and professionals. For example, they began to 
judge their parenting ability in te rms of the time and effort t hey gave to early intervention 
and the degree to which their children achieved their targets. They also felt that a focus on 
targets shifted their emphasis as parents from ‘an appreciation of the present’ to ‘what c an 
be achieved in the future’. Analysis of the interview data led the authors to suggest that the 
parents felt that in order to be ‘effective’ t hey had to incorporate pr ofessional values, and  
that this meant that their agency and identity as parents was compromised. 
 
Conclusion: The study is based on a small sample. The sample is also not 
representative, as most of the parents involved had professional roles that could be linked 
to early intervention. The data presented does suggest that some of the processes 
required for the implementation of early intervention might conflict with parent agency, and 
to some extent shape their identity. 
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9.2 Family factors 

Key study – Bright et al 1997 (Survey – UK) 
Maternal coping strategies 
 
Background: Poor mental health is manifested in  increased rates of depression and 
reported stress symptoms such as chronic tiredness and dec lining physical health. These 
conditions disproportionately affect carers – especially mothers – of disabled children, who 
bear most of the burden of childcare. Advers e social consequences may ensue, including 
increased marital stress, frequently  leading to relations hip breakdown and social isolation. 
Teaching programmes such as Portage are aim ed at improving child development; it has 
been suggested that these pr ogrammes can, and should, aim to decrease stress and 
increase maternal coping. 
 
Aim: To examine the relationship between stress and positive coping strategies. 
 
Method: Questionnaires and interviews. 
 
Subjects: Nineteen mothers enrolled in a London borough Portage scheme, mean age 31, 
mean age of children 3.5 years. 
  
Measures: Ways of Coping Checklist, General He alth Questionnaire, Ros enberg Self-
Esteem Inventory. 
 
Results: Those mothers who used more of the poor  coping strategies had poorer mental 
health and lower self- esteem. The single mother’s group ha d a s ignificantly higher sc ore 
for poor coping than the cohabiting group. Those with higher self-esteem were rated by the 
teachers as being more able to cope with specif ic problems of the child, to deal with lif e 
better in general and be able to make better use of the service. 
 
Conclusion: Poor coping is an important predictor of poorer mental health. It is related to 
single parents, poorer mental health, lowe r self-esteem and a lo wered engagement in a  
professional service. The poor  coping strategies that are most commonly used are those 
of denying the problems,  fantasising that they may go away and non-adaptive distraction 
techniques.  
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Key study – Mahoney and Filer 1996 (Survey – USA) 
Family views on early intervention services 
 
Background: Early intervention services have moved from a clinical focus on the child to 
a greater focus on parents as partners and treatment facilitators. However, little attention 
was often paid to the home circumstances and the families’ capacities or limitations. 
 
Aim: To examine the extent to which early intervention services are responsive to family 
concerns. 
 
Method: Postal questionnaire, 145 closed questions, completion time 30 to 45 minutes, 
focusing on: 

• the level of parental participation and types of early intervention services received 

• the extent to which services were responsive to parents’ needs 

• child and family characteristics that affect participation in early intervention services. 
 
Population: Mothers with disabled children enrolled in early intervention programmes. 
Three hundred and fifty-seven questionnaires returned. 
 
Results: While a majority of services were working directly with parents, child information 
and instructional activities were dominant, indicating that the predominant focus was on 
the development of the child. However, the majority of services were reported as 
extending the range of their focus to beyond concerns for the child, and embracing a 
broader understanding of the needs of the family. There was a strong association between 
family social capital – education, income, informal supports, positive family functioning – 
and level of services. 
 
Conclusions: Even where services are highly responsive to parental need, families with 
significantly lower levels of resources may have difficulty describing and negotiating these 
needs, and will require a much more proactive strategy from early intervention services. In 
these cases, assessment of need, compared to simply asking families what they want, is 
likely to result in more effective provision. 
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Key study – Gavidia-Payne and Stoneman (MSMS Level 1 – USA) 
Predictors of family involvement in programmes 
 
Aim: To investigate how family characteristics relate to levels of parental involvement in 
early intervention programmes for disabled children. 
 
Population: Eighty two-parent families of children with developmental disabilities aged 
from birth to five years in receipt of early intervention services. 
 
Method: Questionnaires to families, ratings of level of involvement by programme staff. 
Six standardised scales were used to measure different aspects of family functioning and 
one for parent involvement. 
 
Results: Maternal involvement was predicted by levels of education, manageable levels of 
stress, use of problem-solving strategies and financial security. The same factors 
influenced paternal involvement, though financial security and education were much more 
significant a factor than coping styles, indicating that help with coping strategies may be of 
little use in improving paternal involvement when levels of financial security are low. 
 

9.3 Service factors 

Key study – Mahoney et al 2004 (MSMS Level 2 – USA) 
Relationship of pre-school special education outcomes to institutional practices 
and parent–child interaction 
 
Background: The type of instructional model used wit hin classrooms (didactic, naturalistic 
or developmental) is thought  to have a positive im pact on learning and development 
outcomes for disabled children.  Previous  research has also suggested that early 
intervention programmes that ar e successful in enhancing pa rents’ responsiveness with 
their children are also more effective at accelerating children’s development. 
 
Aims: To examine the impact that different instructional practices and parent–child  
interaction have on children during the course of an academic year in field-based settings. 
 
Methods: Thirty-four pre-school teachers and 70 disabled children from 41 early childhood 
special education cla ssrooms were included in the study . Mean age at entry to the study  
was 50.5 months. Forty-four males and 26 females participated, with a range of  
impairments including physical and sensor y impairments, auti sm and speech and  
language delays. Data were collected at the beginning and end of the academic year. The 
focus was on: 
 
• the type of instructional model used by the teachers 

• teacher–child interaction 

• child development 

• parent–child interaction 

• child behaviour. 
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Measures: 

• the Preschool Instructional Rating Scale was used to determine type of instructional 
model 

• videotaped observation of children and teachers coded using a teacher behaviour 
rating scale adapted from the maternal behaviour rating scale 

• assessment of child development using the Bayley Scale of Infant Development 

• videotaped observation of parents and children coded using the Maternal Behaviour 
Rating Scale 

• a child behaviour rating scale. 
 
Results: Twenty-seven teachers used the developmental instructional m odel, 28 t he 
naturalistic model and 15 the didactic model. There was some evidenc e that the type of 
model used impacted on children’s behaviour , with children f rom developmental and 
naturalistic instruction classrooms showing so me increase in their attentiveness to the  
teacher and participat ion in group activities . There was no ev idence that any of these 
models were effective at accelerating childr en’s rate of developm ental growth, and ther e 
were no differences in the three models in this respect. None of the models had an impact 
on parents’ style of interacti on, however parents’ style of  interaction did impact on 
children’s level of development al functioni ng in the second ter m, with ‘responsive ness’ 
showing the biggest impact on developmental outcomes. 
 
Conclusions: The results suggest that there are parenting qualities (responsiveness, for 
example) that are related to children’s dev elopmental functioning during their pre-school 
years, and that early interventions may t herefore be more effective at improving  
developmental outcomes if there is a foc us on enhancing parents’ interac tions with their 
children. T he evidenc e does not  support the suggestion that any one particular style of 
instruction leads to im proved developmental outcomes, but t hat it may have an impact on 
the behaviour of children in the classroom. 
 
 
Key study – Young et al 2008 (Programme evaluation – UK) 
Disabled children and early integrated services – the impact of early support 
 
Background: The term ‘integrated children’s services’ refers to the amalgamation of 
education and social services, governance, strategic/operational planning and front-line 
delivery of all services within a single coordinated structure. Early Support (ES) is the 
flagship government programme aimed at improving multi-agency working with and 
supporting enhanced outcomes for children with a disability (from birth to three) and their 
families. This paper looks at key findings looking at the relationship between integrated 
children’s services and the impact of ES. 
 
Method: Forty-six Pathfinder projects were evaluated. 
 
Aims:  
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• to assess the extent to which ES has improved inter-agency working between 
children’s services 

• to assess outcomes of ES in terms of engagement of families of babies with a disability 
and children from birth to three, access to services and timeline of intervention, impact 
on children, professionals 

• to assess the effective use of resources in relation to ES. 
 
Results: In terms of service structure, the ES Pathfinder evaluation concluded that those 
projects that were most successful at achieving well-embedded and sustainable provision 
had firmly taken a service model rather than a service programme approach. A service 
model approach is concerned with philosophy, principles and implementing practice tools; 
whereas a service programme approach is driven by eligibility concerns. The former 
projects saw early support as a catalyst for change across children’s services rather than a 
short-term way of funding services for a specific population. Another key success feature 
was a low level of complexity, in terms of range and multiplicity of agencies that were not 
co-terminus with ES provision, requiring less time negotiating cross-boundary 
responsibilities and relationships. Lower complexity was also related to a higher level of 
cost-effectiveness. 
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Appendix 2: Review and scoping study processes, 
search results and parameters 
Review methods 

This main review builds on an earlier scoping study (Martin et al 2008), which used a 
broad range of sources to identify relevant material, including searches of bibliographic 
databases, web searches, current research and recommendations from the TAG.  
 
The study began by establishing key questions to be addressed and by determining the 
parameters for identifying material relevant to the study topic. Parameters were used to 
identify exclusion and inclusion criteria. For example:  
 
• Children between birth and eight years of age were considered. 

• All literature had to be available in English. The geographical areas covered are: 
England, Scotland, Wales, Northern Ireland, Republic of Ireland, Australia, New 
Zealand, USA and Canada. The main focus was on studies carried out in the UK, 
especially England. 

• Literature published from 1985 onwards was included in the searches. 
 
The review team used a ‘best evidence’ approach to select literature of the greatest 
relevance and quality for the review. This entailed identifying: 
 
• the items of greatest relevance to the review questions 

• the items that came closest to providing an ideal design to answer the review questions 

• the quality of the research methods, execution and reporting. 
 
The team reviewed all priority items and summarised their findings in relation to the review 
questions. The reviewer also assessed the quality of the evidence in each case. In judging 
the quality of studies, the team was guided by principles established to assess quantitative 
research (Farrington et al 2002) and qualitative studies (Spencer et al 2003). 
 
Apart from reference harvesting, no further searches for material other than that located by 
the scoping review was undertaken. Forty-two summaries of key texts and studies were 
completed and can be examined in Appendix 1. These studies were selected on the basis 
of their being the most relevant to the research questions being posed and the most robust 
methodologically. For 20 per cent of these summaries, a member of the team who had not 
been involved in the original assessment carried out quality-assurance.
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Strengths and limitations of the review 

Strengths of the review include: 

identifying the best available evidence from research and national datasets to inform 
specific questions  
• comprehensive and documented searching for relevant information  

• an analysis of the quality and strength of evidence  

• guidance from an advisory group on the issues of greatest importance in early 
childhood research, policy and practice.  

Limitations of the review include: 

• the very short time in which the review was carried out (due to the need to meet 
deadlines), which limited the ability of the team to extend and develop the evidence 
base 

• searches were limited, as was time for reference harvesting and hand searching 

• the review was limited to English-speaking countries only.  
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Scoping study processes 

The first stage in the scoping study process was for the Theme Lead to set the key review 
questions and search parameters and agree them with the National Foundation for 
Educational Research (NFER) scoping team (see Appendix 1 for the full set of 
parameters). The list of databases and sources to be searched was also agreed with the 
Theme Lead. Sets of keywords were selected from the British Education Index (BEI) and 
were supplemented with free text phrases. The keywords comprised an age group set 
covering a range of terms describing children up to the age of eight; a set of terms relating 
to disability to ensure retrieval of documents pertaining specifically to disabled children; 
and a set of terms relating to early interventions. The keywords were adhered to as far as 
possible for all bibliographic databases, with closest alternatives selected where 
necessary. Web-based databases were searched using a more limited number of terms, 
enabling a simultaneous search across the three priority areas within the disability theme.  
 
A list of websites considered relevant to the search was compiled by the NFER team and 
supplemented by key organisations identified in the National Children’s Bureau (NCB) 
organisations database, the British Education Internet Resource Catalogue (BEIRC) and 
by others identified in the course of the bibliographic database searches. Current research 
was specifically searched for in the CERUKplus (education and children’s services 
research) database, in the Research Register for Social Care and on the websites of key 
organisations. Members of the Theme Advisory Group (TAG) were invited to suggest 
relevant documents, networks and websites. 
 
The next stage in the process was to carry out searching across the specified databases. 
The database and web searches were conducted by information specialists. Owing to the 
spread of database holdings across consortium member institutions, the NFER, the Social 
Care Institute for Excellence (SCIE) and the NCB; the information specialists worked in 
close consultation to ensure consistency. Initial screening was done at this stage to ensure 
that the results conformed to the search parameters. The records selected from the 
searches were then loaded into the EPPI-Reviewer database, duplicates were removed 
and missing abstracts sourced. The scoping team members used information from the 
abstract and/or the full document to assess the relevance of each piece of literature in 
addressing the key questions for the review. They also noted the characteristics of the text 
such as the type of literature, country of origin and relevance to the review questions. A 10 
per cent sample was selected at random and checked for accuracy by another member of 
staff. 
 
The numbers of items found by the initial search, and subsequently selected, can be found 
in the following table. The three columns represent:  
 
• items found in the initial searches 

• items selected for further consideration (that is those complying with the search 
parameters after the removal of duplicates)  

• items considered relevant to the study by a researcher who had read the abstract 
and/or accessed the full document. 
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Table 1 Overview of searches 

 Items 
found1

Items 
selected for 
consideration 

Items 
identified 
as relevant 
to this 
study 

Databases    

Applied Social Sciences 
Index and Abstracts 
(ASSIA) 

11 11  

British Education Index 
(BEI) 54 21 9 

ChildData 345 195 127 
Cinahl Plus 12  12 6 
Cochrane Library 71 67 18 
Excerpta Medica (Embase) 43 42 19 
Health Management 
Information Consortium 
(HMIC) 

39 35 14 

MEDLINE 57 52 24 
PsycINFO 15 15 14 
Internet databases/portals    
British Education Internet 
Resource Catalogue 
(BEIRC) 

81 0 0 

CERUKplus 86 9 6 
Making Research Count n/a n/a n/a 
Research in Practice 7 0 0 
Research Register for 
Social Care 12 0 0 

Social Care Online 79 26 21 
TAG recommendations 
(including texts and 
organisations) 70 70 45 
 

1  Where n/a is indicated, this is because these resources were browsed rather than searched. 
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Search strategy 

This section provides information on the keywords and search strategy for each database 
and web source searched as part of the scoping study. The searches were conducted by 
information specialists at various organisation as follows: 
 
• British Education Index (BEI), British Education Internet Resource Catalogue (BEIRC), 

CERUKplus, Making Research Count, Research in Practice, Research Register for 
Social Care and Social Care Online were searched at NFER 

• Applied Social Sciences Index and Abstracts (ASSIA), Campbell Collaboration C2 
Library, Cumulative Index to Nursing and Allied Health Literature (CINAHL Plus), 
Cochrane Library, EMBASE, Health Management Information Consortium, 
MEDLINE and PsycINFO were searched at SCIE. 

• ChildData was searched at the NCB.  
 
All searches were limited to publication years 1985–2008, in English language only. 
 
A brief description of each of the databases searched, together with the keywords used in 
the searches, are outlined below. The search strategy for each database reflects the 
differences in database structure and vocabulary.  
 
The following conventions have been used: (ft) denotes that free-text search terms were 
used, * denotes a truncation of terms; and (+NT) denotes that narrower subject terms have 
been included (where available). 
 
Applied Social Sciences Index and Abstracts (ASSIA)  
(searched via CSA Illumina 20/10/08) 
 
ASSIA is an index of articles from over 500 international English language social science 
journals. 
 

#1  children (+NT) 
#2  disability  
#3  learning disabilities 
#4  sensory impairment 
#5  #2 or #3 or #4 
#6 #1 and #5  
#7  portage (ft) 
#8  early support (ft) 
#9  early intervention (ft) 
#10  early intervention programmes 
#11  #7 or #8 or #9 or #10 
#12  #6 and #11 
 

British Education Index (BEI) 
(searched via Dialog 28/10/08) 
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BEI provides information on research, policy and practice in education and training in the 
UK. Sources include over 300 journals, mostly published in the UK, plus other material 
including reports, series and conference papers. 

 
Children set 
 
#1 infants 
#2  under fives (ft) 
#3 children (+NT) 
#4  preschool children 
#5  young children 
#6  nursery school pupils 
#7  kindergarten children 
#8  primary school pupils 
#9  #1 or #2 or #3 or #4 or #5 or #6 or #7 or #8 
 
Disabled children set 
 
#10 disab ilities 
#11 disabled children (ft) 
#12 disabled adolescents (ft) 
#13  disabled students (ft) 
#14  disabled young people (ft) 
#15  intellectual impairment (ft) 
#16  learning disabilities 
#17  learning difficulties (ft) 
#18  learning disorders (ft) 
#19  mental disorders 
#20  mental retardation 
#21  integrated working (ft) 
#22  inclusion (ft) 
#23  inclusive education (ft) 
#24  #10 or #11 or #12 or #13 or #14 or #15 or #16 or #17 or #18 or #19 or #20 or #21 

or #22 or #23  
 
Intervention set 
 
#25  intervention 
#26  early intervention (ft) 
#27  early support (ft) 
#28  childhood needs 
#29  family problems 
#30  family programmes 
#31  family support 
#32  portage 
#33 #25 or #26 or #27 or #28 or #29 or #30 or #31 or #32 
#34 #9 and #24 and #33 
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British Education Internet Resource Catalogue (BEIRC)  
(searched 21/10/08) 
 
The British Education Internet Resource catalogue is a freely accessible database of 
information about professionally evaluated and described internet sites which support 
educational research, policy and practice. 
 
#1  disabilities or learning disabilities or mental retardation 
 
Campbell Collaboration C2 Library 
(searched 14/10/08) 
 
The Campbell Collaboration Library of Systematic Reviews contains systematic reviews 
and review protocols in the areas of education, criminal justice and social welfare. The 
Education and Social Welfare sections were browsed but no relevant records were found. 
 
CERUKplus  
(searched 30/10/08) 
 
The CERUKplus database provides access to information about current and recently 
completed research, PhD level work and practitioner research in the field of education and 
children’s services. 
 

#1 disabled children     
#2 early intervention programmes 

 
ChildData  
(search completed 28/10/08) 
 
ChildData is the National Children’s Bureau database, containing details of around 35,000 
books, reports and journal articles about children and young people.  
 

Children set 
 
#1  infants  
#2  under fives (ft)  
#3  preschool children  
#4  young children (ft) 
#5  nursery school pupils (ft)  
#6  kindergarten children (ft)  
#7  primary school pupils (ft)  
#8  primary school age  
#9  under eights  
#10  under twos 
#11  #1 or #2 or #3 or #4 or #5 or #6 or #7 or #8 or #9 or #10  
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Disabled children set 
 
#12 disab ilit*  
#13  disabled children (ft) 
#14  disabled adolescents (ft) 
#15  disabled students  
#16  disabled young people (ft)  
#17  intellectual impairment (ft) 
#18 learning disabilities (ft) 
#19 learning difficulties  
#20 learning disorders (ft) 
#21 mental disorders 
#21 mental retardation (ft) 
#22 mental disability 
#23 physical disability 
#24 multiple disabilities 
#25 inclus ion 
#26 inclus ive education 
#27 #12 or #13 or #14 or #15 or #16 or #17 or #18 or #19 or #20 or #21 or #22 or #23 

or #24 or #25 or #26  
 

Intervention set 

#28  intervention (ft) 
#29 early intervention (ft) 
#30 early support (ft) 
#31  childhood needs (ft) 
#32  family problems (ft) 
#33 family programmes (ft) 
#34 family support 
#35 portage 
#36 #28 or #29 or #30 or #31 or #32 or #33 or #34 or #35 
#37  #11 and #27 and #36 
 
 

Cumulative Index to Nursing and Allied Health Literature (CINAHL Plus) 
(searched via EBSCO Host 14/10/08) 
 
CINAHL Plus provides indexing for 3,802 journals from the fields of nursing and allied 
health. 
 

#1  child, disabled 
#2  child development disorders (+NT) or child development disorders, pervasive 

(+NT) 
#3 #1 or #2 
#4  mental retardation (+NT) 
#5 sensory impairment (ft) 
#6  technology dependent (ft) 
#7 #4 or #5 or #6 
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    #8  child (+NT) 
#9 #7 and #8 
#10 #3 or #9 
#11  early childhood intervention 
#12  early intervention or early intervention (ft) 
#13  early support (ft) 
#14  portage (ft) 
#15 #11 or #12 or #13 or #14 
#16  #10 and #15 

 
Cochrane Library 
(searched via Wiley Interscience 14/10/08) 
 

#1  disabled children (+NT) 
#2  mental retardation (+NT) 
#3  developmental disabilities (+NT) 
#4  sensory impairment* (ft) 
#5  #2 or #3 or #4 
#6 child* (ft) 
#7  #1 or (#5 and #6)  
#8  early support (ft) 
#9  early intervention (ft) 
#10  portage (ft) 
#11  #8 or #9 or #10 
#12  #7 and #11 
 

Excerpta Medica (EMBASE) 
(searched via Ovid SP 14/10/08) 
 
EMBASE is a major biomedical and pharmaceutical database. There is selective coverage 
for nursing, dentistry, veterinary medicine, psychology, and alternative medicine. 
 

#1  disabled children (+NT) 
#2  mental retardation (+NT) 
#3  developmental disabilities (+NT) 
#4  hearing disorders (+NT) or vision disorders (+NT) or sensation disorders (+NT) or 

sensory impairment (ft) 
#5  child (+NT) 
#6  #2 or #3 or #4 
#7 #5 and #6 
#8 #1 or #7  
#9  portage (ft) 
#10  early support (ft) 
#11  early intervention (ft) 
#12  early intervention (education) 
#13  #9 or #10 or #11 or #12 
#14  #8 and #13 
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Health Management Information Consortium (HMIC) 
(searched via Ovid SP 14/10/08) 
 
The Health Management Information Consortium (HMIC) database is a compilation of data 
from two sources, the Department of Health's Library and Information Services, and the 
King’s Fund Information and Library Service. Topic coverage is on health services. 
 

#1  learning disabilities (+NT) 
#2  developmental disabilities (ft) 
#3  sensory impairment 
#4  technology dependent (ft) 
#5  disabilities (+NT) 
#6  #1 or #2 or #3 or #4 or #5 
#7  children (+NT) 
#8  #6 and #7 
#9  early support (ft) 
#10  early intervention (ft) 
#11  portage services 
#12  #9 or #10 or #11 
#13  #8 and #12 

 
Making Research Count  
(browsed 27/10/08) 
 
Making Research Count is a collaborative national research dissemination network based 
regionally in the social work departments of nine UK universities. The following documents 
available on the national Making Research Count website 
(www.uea.ac.uk/menu/acad_depts/swk/MRC_web/public_html/) were browsed for relevant 
items: 
 
• Research news Summer 2008 (the first edition of this newsletter) 
• Quality Protects Research (QPR) briefings (numbers 1 to 9) 
• Every Child Matters (ECM) research and practice briefings (numbers 10 to 16). 
 
MEDLINE 
(searched via Ovid SP 14/10/08) 
 
MEDLINE is the primary source of international literature on biomedicine and health care. 
 

#1  disabled children (+NT) 
#2  mental retardation (+NT) 
#3  developmental disabilities (+NT) 
#4  hearing disorders (+NT) or vision disorders (+NT) or sensation disorders (+NT) or 

sensory impairment (ft) 
#5  child (+NT) 
#6  #2 or #3 or #4 
#7 #5 and #6 
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#8 #1 or #7  
#9  portage (ft) 
#10  early support (ft) 
#11  early intervention (ft) 
#12  early intervention (education) 
#13  #9 or #10 or #11 or #12 
#14  #8 and #13 
 

 PsycINFO (searched via Ovid SP 28/10/08) 
 
PsycINFO contains more than 2.5 million records on psychological and behavioural 
science. 

 
#1  disabilities (+NT) 
#2  child (+NT) 
#3  early support 
#4  early intervention (+NT) 
#5  portage 
#6  #3 or #4 or #5 
#7  #1 and #2 and #6 
 

Research in Practice 
(searched and browsed 27/10/08) 
 
Research in Practice is the largest children and families research implementation project in 
England and Wales. It is a department of the Dartington Hall Trust run in collaboration with 
the Association of Directors of Children’s Services, the University of Sheffield and a 
network of over 100 participating agencies in the UK. The EvidenceBank was searched as 
follows: 
 

#1 disability (topic filter) 
#2 early intervention (ft) 
#3 early support (ft) 

 
Research Register for Social Care (RRSC)  
(searched 27/10/08) 
 
The RRSC provides access to information about ongoing and completed social care 
research that has been subject to independent ethical and scientific review. 
 

#1  disab* (ft) and early intervention 
#2  disab* (ft) and early support 
#3  children and disabled people 
#4 portage (ft) 
#5 team around the child (ft) 
 

Social Care Online 
(searched 21/10/08) 
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Social Care Online is the Social Care Institute for Excellence’s database, covering an 
extensive range of information and research on all aspects of social care. Content is drawn 
from a range of sources including journal articles, websites, research reviews, legislation 
and government documents and service user knowledge. 
 

#1  disab* (ft) and early intervention  
#2  disab* (ft) and early support (ft) 
#3  children and disabled people and integrated services 
#4 children and disabled people and (joint working or multi-disciplinary services) 
#5 portage 

 

Organisations 

A list of key organisations was approved by the Theme Advisory Group (see following 
table). The list, which primarily included the group’s specific recommendations, was 
supplemented by some additional organisations considered relevant by the NFER team. 
These additional organisations were identified in the National Children’s Bureau (NCB) 
organisations database and through initial Google searches (See Table 2). 
 
Table 2 List of organisations 

Organisation URL Records 
selected 

Aiming High for Disabled Children 
 

www.everychildmatters.gov.uk/social
care/ahdc/

1 

Barnados www.barnardos.org.uk 2 
Cabinet Office (Prime Minister’s 
Strategy Unit) 

www.cabinetoffice.gov.uk/ 1 

CanChild (Canada) www.canchild.ca/ 3 
Care Coordination Network UK  www.ccnuk.org.uk/metadot/index.pl 2 
Champion Centre New Zealand www.championcentre.org.nz/ 1 
Communication Trust 
 

www.ican.org.uk/Communication%20
Trust/Communication%20Trust.aspx

0 

Council for Disabled Children 
(CDC) 

www.ncb.org.uk/Page.asp?sve=785 1 

Down Syndrome Education 
International 

www.downsed.org   1 

Early Support Programme www.earlysupport.org.uk/ 8 
Every Disabled Child Matters www.edcm.org.uk 1 
I CAN www.ican.org.uk 1 
Incredible Years  
 

www.incredibleyears.com/index.asp 1 

Joseph Rowntree Foundation www.jrf.org.uk 4 
KIDS www.kids.org.uk/ 1 
National Children’s Deaf Society www.ndcs.org.uk/ 1 
National Portage Association 
 

www.portage.org.uk/ 6 

Norah Fry Research Centre 
(Bristol) 

www.bristol.ac.uk/norahfry/ 1 
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RNIB www.rnib.org.uk 1 
Sense www.sense.org.uk/ 2 
Social Policy Research Unit (York) www.york.ac.uk/inst/spru/ 1 
Sunfield www.sunfield.org.uk/ 0 
Surestart www.surestart.gov.uk/ 1 
Thomas Coram Research Unit 
(Institute of Education) 

http://ioewebserver.ioe.ac.uk/ioe/cms/
get.asp?cid=470

1 

University of Newcastle (Helen 
McConachie) 

www.ncl.ac.uk/ihs/people/profile/h.r.
mcconachie

4 

 

Key texts 

The Theme Advisory Group provided a list of recommended texts which were located at 
the start of the searching process. These are listed in the search parameters (Appendix 1).  

 

Search parameters 

(Priority 2.1) 

1.C4EO Theme: Disability 
--------------------------------------------------------------------------------------------------------------- 
2.Priority 
2.1 Improving the wellbeing of disabled children (up to the age of eight) and their families 
through increasing the quality and range of early interventions. 
 
--------------------------------------------------------------------------------------------------------------- 
3.Context for this priority  
Interventions for disabled children can come too late in their age or developmental stage 
and this can compromise their current and long-term development and wellbeing. 
Similarly, with parents, early interventions can ensure families have the support structures 
in place which they need or are entitled to and which may prevent later crises (in terms of 
parental or family wellbeing) and heavier demands on (more specialist) services. Early 
interventions include support and services provided by a range of agencies and thus drive 
the need for multi-agency working and working with partners (for example housing). This 
priority is central to Aiming High for Disabled Children. It also links well with the 
forthcoming mainstreaming of the Early Support Programme. 
 
--------------------------------------------------------------------------------------------------------------- 
4. Main review questions to be addressed in this scoping study (no more than five; 
preferably fewer) 
1. What is the evidence that early intervention for disabled children and their families 
actually leads to improvements in outcomes? 
2. Which early interventions are most valued by parents? 
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Note: definition of EI: suggest focusing on generic support to the child and family, and 
leaving out specific medical interventions and therapies. Interventions for sleep and 
behaviour problems can also be excluded. 

5. Which cross-cutting issues should be included? (Child poverty: equality and 
diversity; disability; workforce development; change management; leadership; 
learning organisations)?  
 
Equality, inclusion, diversity, leadership, workforce development, change 
management, learning organisations and safeguarding. 

 

Disability has a strong cultural dimension – this would need to be addressed. There 
is also an issue around specific impairments, we need to decide whether we are 
going to look at all disabled young children based on what definition, or specific 
groups which may be seen to require or benefit more from early intervention 
techniques. 
 
Please specify the review questions for cross cutting issues in this scope 
 
6. Definitions for any terms used in the review questions1 

 
 
 
 
 
7. What will be the likely geographical scope of the searches? 
(Work conducted in/including the following countries) 
 

England only 

UK only 

Europe only 

All countries (English language) 

 

 

 

X 

8. Age range for CYP: 
 
 
 

0–8  
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9. Literature search dates 
Start year 

10. Suggestions for key words to be used for searching the literature. 
 
 

1985 
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11. Suggestions for websites, databases, networks and experts to be searched or included as 
key sources. 

• please start with the Early Support Programme headed by Liz Andrews who have already put 
much of this together  

• Julie Jennings RNIB 

• Sue Buckley Down Education Trust 

• Barry Carpenter (Sunfield School) 

• for 4 & 5 combined: 

• Evaluation of Early Support programme (DCSF website). Person to contact – Alys Young, 
Univ. of Manchester 

• Work on disabled children and Sure Start – Anne Pinney, independent researcher. 

• Family-based approach and multi-agency working – work by CanChild (Canada) – 
www.canchild.ca; key workers and multi-agency working – SPRU and CCNUK 

• Helen McConachie, University of Newcastle (early intervention and ASD) 

• Early Support – Liz Andrews 

• White Hill Centre – XX 

• National Portage Assoc. XX 

• SENSE- Eileen Boothroyd  

• Communic ation Trust XX 

• Incredible Years – Judy Hutchins  

• Avon Premature Infant Project 

• Phoenix Centre, Bromley – Helen Norris 

• Star Centre 

• National Deaf Children's Society 

• I CAN 

 
[Please look at international models eg Champion Centre, NZ, roll-out of portage in Spain etc 
 
Early Support Databank 
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Prime Minister’s Policy Unit (information on children’s trusts and what makes a difference to 
outcomes for disabled children). 
 
 
DATABASES: ASSIA; BEI; BEIRC; CINAHL; CERUKplus; ChildData; MEDLINE; PsycINFO; 
Cochrane, CENTRAL/ SPECTR/ C2RIPE (Campbell collaboration), HMIC and EMBASE. 
12. Any key texts/books/seminal works that you wish to see included? 
its types of interventions, ESP will help but evaluations on portage, team around the child, early bird 
etc  

• ABO Early years pilot evaluation.  

• Avon Premature Infant Project. 

• Beamish, W. and Bryer, F. (1999) 'Child programme quality in a 4 year Australian early 
education programme', Childcare: care, health and development, vol 25, no 6, pp 457–472. 

• Berlin, L.J., Brooks-Gunn, J., McCarton, C. and McCormiock, M.C. (1998) 'The effectiveness 
of early intervention: examining risk factors and pathways to enhanced development', 
Preventive medicine, vol 2, pp 238–245. 

• Campbell, F.A. and Ramey, C.T. (1991) 'The Carolina Abecedarian Project', paper given at 
the biennial meeting of the Society for Research in Child Development, Seattle, WA, 18-20 
April (available at www.earlychildhoodrc.org/events/presentations/campbell-ramey.pdf, 
accessed 18 November 2008). 

• Dinnebeil, L. and Hale, L. (2003) ‘Incorporating principles of family-centred practice in early 
intervention program evaluation, Zero to Three, July, pp 24–25.  

• Lange, G. and Carr, A. (2002) 'Prevention of cognitive delay in socially disadvantaged 
children,' in Carr, A. (ed) Prevention: what works with children and adolescents. A critical 
review of psychological prevention programmes for children, adolescents and their families, 
Hove: Psychology Press.  

• Marlow, N. et al (2005). EpiCure long term follow up of outcomes for LBW and VLBW babies. 

• Mencap (2005) Survey of 205 parents of under 8s. 3% had received SALT, 61% 
physiotherapy, 50% OT, 42% portage, 20% nursery. Unpublished report for DfES. 

• Murdoch, H. (2004) 'Early intervention for children who are deafblind', Educational and child 
psychology, vol 21, no 2, pp 67–79. 

• Olds et al (2002) Follow up of nurse home visiting programme. 

• O'Sullivan, A.M. and Carr, A. (2002) 'Prevention of developmental delay in low birthweight 
infants', in: Carr, A. (ed) Prevention programmes for children, adolescents and their families, 
Hove: Psychology Press. 

• Oxford Register of Early Childhood Impairments. 
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• Sammons, P., Taggart, B., Smees, R., Sylva, K., Melhuish, E., Siraj-Blatchford, I. and  
Elliot, K. (2003) The Early Years Transition & Special Educational Needs (EYTSEN) project 
(DfES research report 431), London: DfES (available at 
www.dcsf.gov.uk/research/data/uploadfiles/RR431.pdf, accessed 20 November 2008). 

• Schweinhart, L.J. (2003) 'Benefits, costs and explanation of the High/Scope Perry Preschool 
Program', paper given at the 70th biennial meeting of the Society for Research in Child 
Development, Tampa, FL, 23–27 April (available at 
http://eric.ed.gov/ERICDocs/data/ericdocs2sql/content_storage_01/0000019b/80/1a/fa/01.pdf, 
accessed 18 November 2008). 

• Siebes, R.C., Wijnroks, L. and Vermeer, A. (2002) 'Qualitative analysis of therapeutic motor 
intervention programmes for children with cerebral palsy: an update', Developmental 
medicine & child neurology, vol 44, no 9, pp 593–603. 

• Siraj-Blatchford, I., Sylva, K., Taggart, B., Sammons, P., Melhuish, E. and Elliot, K. (2003) 
Technical paper 10: intensive case studies of practice across the foundation stage (the 
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13. Anything else that should be included or taken into account? 
Need to explore the interpretation of the 5 ECM outcomes for disabled children: what does this 
mean in practice? 
Important to bear in mind parents’ and children’s self-definition of disability and wellbeing. 
Important to include notions of family resilience. 
 
 
 

 
 



Improving the wellbeing of disabled children through early interventions (age 0-8) 

Appendix 3: Relevant national indicators and data sources 
The table below provides information on national indicators and data sources relevant to the disability theme, which includes the 
following three priorities: 
 
2.1 – Improving the wellbeing of disabled children (up to the age of eight) and their families through increasing the quality and 
range of early interventions. 
2.2 – Improving the wellbeing of disabled children and young people through improving access to positive activities: extended 
services, youth work, inclusive play and leisure activities, sports and the arts. 
2.3 – Ensuring all disabled children and young people and their families receive services that are sufficiently differentiated to 
meet their diverse needs. 
 
 
National indicators and data sources, by Every Child Matters outcome 
 
See below. 
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Be healthy        
National indicator (NI) NI detail Data source (published 

information)  
Scale  
(published information) 

Frequency of data 
collection 

Latest data collection First data collection Links to data source (and comments 
about trend data) 

N154  Services for 
disabled children 

Children in Need Census National, regional and 
local authority 
Data based on birth to 
17-year-olds 

Biannual February 2005 February 2000 www.dcsf.gov.uk/rsgateway/DB/VOL/v000
647/vweb02-2006.pdf 
 
Trend data available 

  Population Census (2001) UK, regional and local 
authority 

Every ten years 2001 1801 www.nomisweb.co.uk/home/census2001.a
sp
 
Trend data available 

  People registered as 
blind/partially sighted, 
Information Centre (2006) 

National, regional and 
local authority 
Data available on 
children aged birth to four 
and five to 17 years  

Every three years 2006 1982 www.ic.nhs.uk/statistics-and-data-
collections/social-care/adult-social-care-
information/people-registered-as-blind-
and-partially-sighted-triennial-2006-
england
Trend data available 

  People registered deaf or 
hard of hearing (March 
2007), National 
Statistics/DH 

National, regional and 
local authority 
Data based on birth to 
17-year-olds 

Every three years 2007 1989 www.ic.nhs.uk/webfiles/publications/Regist
deaf2007/2006-07%20Deaf.pdf
Trend data available 

  NFER/RNIB survey of local 
authority visual impairment 
services 

National (100 English 
local authorities and/or 
consortia) 
 
Data available on 
children aged birth to 23 
months, 24 to 35 months 
and 36 to 59 months 

Ad hoc (1995, 2002, 
2007) 

2007 1995 www.rnib.org.uk/xpedio/groups/public/doc
uments/code/public_rnib001971.hcsp
 
No trend data available yet 
 

  BMRB Social Research 
Childcare and Early Years 
Providers Surveys: 
Children's Centres (2007) 

National data only Ad hoc (1998, 2001, 
2005, 2006, 2007) 

2007 1998 www.dcsf.gov.uk/research/programmeofre
search/projectinformation.cfm?projectid=1
5516&resultspage=1
 
Trend data likely 

  OPCS surveys of disability Great Britain only 
 
 

Ad hoc (between 1985 
and 1988) 

1988 1985 www.statistics.gov.uk/STATBASE/Product.
asp?vlnk=8008&More=Y
 
Trend data likely 

  General Household Survey 
(2006)  

Great Britain only 
 
Data available on 
children aged 0-4 and 5-
17 years 

Annual 2006 1971 www.statistics.gov.uk/StatBase/Product.as
p?vlnk=5756
 
Trend data available 

  Family Resources Surveys 
(2005/6) 

Great Britain and 
Northern Ireland, and 
regional data 

Annual 

Data based on 0-17 year 
olds 

2005/6 1979 www.data-
archive.ac.uk/findingData/snDescription.as
p?sn=5742 
 
Trend data available 
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Be healthy 
(cont) 

       

National indicator 
(NI) 

NI detail Data source 
(published 
information) 

Scale  
(published 
information) 

Frequency of data 
collection 

Latest data 
collection 

First data 
collection 

Links to data source (and 
comments about trend data) 

  Health of Children 
and Young People  

UK Ad hoc 2001 1953 www.statistics.gov.uk/cci/nugget.a
sp?id=795
www.statistics.gov.uk/Children/do
wnloads/disability.pdf
Trend data available 

  Health Survey for 
England  

England only Annual 2006 1991 www.esds.ac.uk/government/hse/
 
In 2002, the survey focused on 
children, young people and 
maternal health. 
Trend data available 

 
 

Stay safe        

National indicator 
(NI) 

NI detail Data source 
(published 
information)  

Scale  
(published 
information) 

Frequency of data 
collection 

Latest data 
collection 

First data 
collection 

Links to data source (and 
comments about trend data) 

National NI69 Children who 
experience 
bullying 

Youth Cohort Study 
and Longitudinal 
Study of Young 
People in England: 
Activities and 
experiences of  
16-year-olds: 
England 2007 

Annual 2007 2004 (for 
LYSPE), and 
1985 for YCS 

www.dcsf.gov.uk/rsgateway/DB
/SBU/b000795/index.shtml
 

Trend data available 
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 Enjoy and 
achieve 

       

National indicator (NI) NI detail Data source (published 
information)  

Scale  
(published information) 

Frequency of data 
collection 

Latest data collection First data 
collection 

Links to data source (and comments 
about trend data) 

NI72- Achievement of at 
least 78 points across 
the Early Years FS 
with at least 6 in each 
of the scales in PSED 
and CLL 

Foundation Stage Profile Annual 2007/08 2003/4 www.dcsf.gov.uk/rsgateway/DB/SFR/s0
00812/index.shtml
 
Secondary analysis required to explore 
attainment of students with SEN/a 
disability 
Trend analysis may be possible for 
some years. However, the data 
collection changed in 2006/07, so data 
is not comparable for all years. 

National, regional and local 
authority 

NI92 Narrowing the gap 
between the lowest 
achieving 20% in the 
Early Years FS Profile 
and the rest 

Foundation Stage Profile As above As above As above As above As above 

NI104 The SEN/non-SEN 
gap – achieving Key 
Stage 2 English and 
Maths threshold 

National Curriculum 
assessments, GCSE and 
equivalent attainment and 
post-16 attainment by 
pupil characteristics, in 
England 2006/07 

National, regional and local 
authority 

Annual 2007 2002 www.dcsf.gov.uk/rsgateway/DB/SFR/s0
00759/index.shtml
Trend data available 

NI105 The SEN/non-SEN 
gap – achieving 5 A*-
C GCSEs including 
English and Maths 

National Curriculum 
assessments, GCSE and 
equivalent attainment and 
post-16 attainment by 
pupil characteristics, in 
England 2006/07 

As above As above As above As above As above 

  Pupil Level Annual School 
Census (PLASC) and the 
SEN2 survey 

National only Annual 
Data on approximately eight 
million pupils in maintained 
schools age 2 to 18 years 

2008 1984/85 www.dcsf.gov.uk/rsgateway/DB/SFR/s0
00794/index.shtml
Trend data available 
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  Enjoy and 
achieve 
(cont) 

     

National indicator (NI) 

 

NI detail Data source 
(published 
information) 

Scale  
(published 
information) 

Frequency of data 
collection 

Latest data 
collection 

First data 
collection 

Links to data source 
(and comments about 
trend data) 

NI105 The SEN/non-
SEN gap – 
achieving 5 A*-C 
GCSEs including 
English and 
Maths 

National Curriculum 
assessments, 
GCSE and 
equivalent 
attainment and 
post-16 attainment 
by pupil 
characteristics, in 
England 2006/07 

As above As above As above As above As above 

  Pupil Level Annual 
School Census 
(PLASC) and the 
SEN2 survey 

National only 
Data on 
approximately eight 
million pupils in 
maintained schools 
age 2 to 18 years 

Annual 2008 1984/85 www.dcsf.gov.uk/rsgatewa
y/DB/SFR/s000794/index.
shtml
Trend data available 

Positive 
contribution 

       

National indicator (NI) NI detail Data source 
(published 
information)  

Scale  
(published 
information) 

Frequency of data 
collection 

Latest data 
collection 

First data 
collection 

Links to data source 
(and comments about 
trend data) 

NI110 Young people’s 
participation in 
positive activities 

Health of Children 
and Young People 
(March 2004), ONS 

See above (in ‘Be 
healthy’ section) 

See above (in ‘Be 
healthy’ section) 

See above (in ‘Be 
healthy’ section) 

See above (in 
‘Be healthy’ 
section) 

See above (in ‘Be healthy’ 
section) 
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Economic 
wellbeing 

       

National indicator (NI) NI detail Data source 
(published 
information)  

Scale  
(published 
information) 

Frequency of data 
collection 

Latest data 
collection 

First data 
collection 

Links to data source 
(and comments about 
trend data) 

NI116 Proportion of 
children in poverty 

 

Family Resources 
Survey (2005/6) 

 

See above (in ‘Be 
healthy’ section) 

See above (in ‘Be 
healthy’ section) 

See above (in ‘Be 
healthy’ section) 

See above (in 
‘Be healthy’ 
section) 

See above (in ‘Be 
healthy’ section) 

NI117 16- to18-year-olds 
who are not in 
education, 
employment or 
training (NEET)  

Youth Cohort Study 
(2007) 

 

England and Wales 
only 

 

Data based on  
19-year-olds 

Annual 2007 2004 www.dcsf.gov.uk/rsgate
way/DB/SFR/s000760/in
dex.shtml
 

Trend data available 

http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000760/index.shtml
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000760/index.shtml
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000760/index.shtml
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Appendix 4: Assessment of the evidence base 
This section reviews the strength of the knowledge base and provides an overview of the 
evidence base with respect to each of the review questions. 
 
Extent of the evidence base 
 
• The scoping review initially identified 566 possible items. This was reduced to a total of 

313 following examination of study abstracts. 

• A further 12 items were identified through reference harvesting, that is, examining the 
reference lists of identified studies for further possible sources. 

• The identified studies were further reduced by applying the provided-quality criteria 
(Farrington et al 2002; Spencer et al 2003) for quantitative and qualitative studies, 
respectively. The former involves the application of the Maryland Scientific Methods 
Scale, which rates studies on a five-point scale where level 1 is the least, and level 5 
the most reliable. 

• The full texts of 122 items were reviewed, leading to the inclusion at this stage of 57 
studies. 

 

What is the evidence that early years interventions for disabled children and their 
families actually lead to improvements in outcomes? 

While there is substantial evidence of improved outcomes for children and families 
resulting from early years intervention, uncertainty remains over: 
 
• the extent to which gains persist 

• whether gains are a direct or indirect consequence of the intervention 

• whether more or equally important gains can be achieved with interventions requiring 
lower levels of technical expertise. 

 
Despite early years intervention generating a substantial research literature, clear 
evidence linking specific outcomes, interventions and populations remains elusive. For 
some populations, notably children born with a low birth weight (less than 2,500 grams), 
gains resulting from early intervention have been disappointing. Early years intervention 
also depends on accurate early diagnosis. Where diagnostic techniques are less well 
developed, the costs and benefits of intervening – before the type of degree of impairment 
has been established with any degree of certainty – are not always clear. 
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Which early years interventions are most effective for particular groups of disabled 
children? 

The most salient features of the research are: 
 
• the relative paucity of studies that compare different approaches and evaluate their 

respective impact 

• the use of the same intervention with children affected by a range of developmental 
disorders 

• the modest differences detected when different approaches are compared 

• the wide variation in outcomes within intervention groups. 
 
This means that clear linkages between specific approaches and specific conditions are 
only partially visible in the research literature and that major advantages of one approach 
over another are rarely detected. Where studies describe the respective impacts of 
different approaches on the same population of children, different conclusions may be 
reached. Overall, the aspiration to achieve a menu of impairment- or group-specific 
interventions – a frequently stated goal in both the US and UK literature – is not yet a 
reality. 
 

Which features of early years interventions are considered to be most effective by 
parents? 

The lack of consistency between outcomes studies and the views of people using services 
that is evident in some of the early years studies is not unusual in health and social 
research. Early years support that has focused on measurable child-centred outcomes has 
not always reported positive results. High levels of parental satisfaction may only partly be 
related to the successful accomplishment of child-focused goals. Family-focused, 
compared to child-focused approaches, need to accommodate different perspectives and 
have multiple measurements of success. Nonetheless, a consistent message was that 
parents valued family-centred services delivered by skilled, knowledgeable and efficient 
professionals, especially where key workers were part of the overall package and maternal 
reduction in stress was achieved. Overall, we know a great deal about which service 
features are valued by parents; however, parental and professional views on effectiveness 
may continue to vary as the parties may not necessarily share the same perspective as to 
what constitutes the most important outcomes. 
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Which factors/conditions (e.g. factors relating to the parent, the child and the 
intervention) are required for successful outcomes for disabled children, young 
people and their families? 
 
The evidence base is consistent in that many studies conclude that involvement in early 
years intervention services is related to social capital – better educated, richer families with 
better informal social networks and positive family functioning received more effective 
support. Families who have greater difficulty negotiating the involvement of services will 
benefit more by needs assessments than just being asked what they want (Mahoney and 
Filer 1996). 
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Improving the wellbeing of disabled children (up to age 8) and their 
families through increasing the quality and range of early years 
interventions 

This knowledge review examines the evidence on the use of early inventions to improve 
the wellbeing of disabled children (up to the age of eight) and their families. It also 
identifies the most promising directions for future research and development. The review 
was carried out by Barnardo’s on behalf of the Centre for Excellence and Outcomes in 
Children and Young People’s Services (C4EO). Strategic decision-makers working in 
Children’s Trusts may also find it helpful to read the progress map summary that 
complements this review 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Centre for Excellence and Outcomes in Children and Young People’s  
Services (C4EO)  
8 Wakley Street  
London  
EC1V 7QE  
Tel 020 7843 6358  
www.c4eo.org.uk  
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