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

Summary 
This scoping study focuses on improving the wellbeing of disabled children up to age of 
eight and their families by increasing the quality and range of early years interventions 
(interventions used in the early years of a child’s life). 
 
The review team considered two questions: 
 
1. What is the evidence that early years interventions for disabled children and their 

families actually leads to improvements in outcomes? 
2. Which early years interventions are most valued by parents? 
 
The report is based on an appraisal of publication extracts. It also presents emerging 
findings based on a more in-depth appraisal of eight studies judged to be indicative of the 
evidence available for each of the questions set for this study.  
 
Nature of the evidence base 
 
The evidence identified in this initial scoping study suggests that there are sufficient 
sources to assess whether early years interventions lead to improved outcomes for 
disabled children and their families. The evidence base on the early years interventions 
that are most valued by parents is much more limited. 
 
Synopsis of emerging findings from indicative studies 

The review team selected eight indicative sources to illustrate the themes that are relevant 
to this scoping study. They represent a range of early intervention types and employ a 
range of methods. However, these studies have not been subjected to rigorous quality 
assessment and the further stages of the review may identify other key sources. 
 
The initial findings from these indicative studies suggest that early years interventions for 
disabled children can lead to: 
 
• enhanced social and communication skills (Kalyva and Avramidis 2005; Goddard et al 

2004; Medhurst and Clay 2008).  
• greater inclusion and participation in mainstream settings (Kalyva and Avramidis, 2005; 

Medhurst and Clay 2008)  
• increased integration with the wider family (Webster et al 2004) 
• improved behaviour (Rickards et al 2007; Webster et al 2004) 
• enhanced cognitive development (Rickards et al 2007). 
 
Improvements in outcomes for the families of disabled children may also include:  
 
• positive perceptions and attitudes concerning their child’s disability and their parental 

situation (Pelchat et al 1999; Bailey et al 2005) 
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• improved emotional wellbeing (including lower levels of parental stress, emotional 
distress, anxiety and depression) (Pelchat et al 1999), and lower incidence of maternal 
mental health issues (Rosenberg et al 2002) 

• better access to services (Rosenberg et al 2002). 
 
The evidence base on the early years interventions most valued by parents is limited. 
However, the sources selected for this exercise indicated that parents value: 
 
• help with communication 
• help with responding to specific aspects of their child’s behaviour 
• input from family tutors (for example in liaising with nursery staff to ensure continuity 

between approaches used there and in the home) 
• coordination between agencies and home  
• parent support networks 
• flexibility in the child’s intervention 
• programmes being tailored to the individual needs of children and parents (Webster et 

al 2004). 
 
There was also recognition in several of the sources that certain factors/conditions relating 
to the child, the family and the early years intervention determined the success of the 
intervention. These include: 
 
• early identification of disability and prompt referral (Bailey et al 2005) 
• intervention programmes tailored to the individual needs of children and parents 

(Webster et al 2004; Rickards et al 2007; Medhurst and Clay 2008) 
• involvement of parents in the delivery of the interventions (Rickards et al 2007; 

Medhurst and Clay 2008) 
• continuation of early intervention practice into wider family life (Rickards et al 2007; 

Medhurst and Clay 2008) 
• child and family characteristics (Bailey et al (2005) found lower family outcome scores 

for children from black and minority ethnic groups. 
 
Main findings regarding the evidence base 

The review team assessed a total of 555 sources for their relevance to the review. They 
considered 303 of these relevant to the review questions (based on the information 
available in the abstracts). Quality assurance checks were carried out on 10 per cent of 
coding decisions. 
 
The sources cover a range of types of disabilities, the most common being developmental 
delays, special needs (including special educational needs), sensory impairments 
(including deafness and blindness) and motor disabilities. A wide range of early years 
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interventions were covered, the most frequent being family-centred interventions, portage 
(home-visiting educational services), other home-based early years intervention 
programmes (such as. home therapists and home visits), parental education and training, 
and therapy and rehabilitation.  
  
Review Question 1 considers the evidence as to whether early years intervention leads to 
improved outcomes for disabled children and their families. For this question the evidence 
base: 
 
• provides findings for a range of disabilities  
• offers findings for a range of early years interventions 
• is fairly robust in terms of the number of sources on early years interventions used for 

disabled children, yet appears less robust in relation to evaluation studies focusing on 
improved outcomes for disabled children (the number of ‘closely’ or ‘somewhat’ 
relevant sources). 

 
Review Question 2 considers which early years interventions are most valued by parents. 
For this question the evidence base: 
 
• is less assured than for Review Question 1  
• provides sources often focused on parental perspectives of a particular intervention 

with which they were involved, rather than comparing parents’ views across a range of 
interventions 

• requires further investigation to ascertain whether this is a gap in the evidence base, or 
whether further searching strategies (for example by ‘reference harvesting’ from 
studies already identified) would identify other sources. 

 
The assessment of the evidence base described above suggests that there are gaps, 
particularly in relation to Question 2. This section focuses on the implications of the 
assessment of the evidence base for a full review. It suggests ways in which the questions 
might be adapted for the full review. 
 
 
Implications for the main review  
 
As the scoping study indicates that there are some gaps in the evidence base, the 
research team suggest widening the scope of the review questions. Firstly to investigate 
the types of early years interventions that are most effective for particular groups of 
disabled children, and secondly, to explore the key factors/ingredients of early years 
interventions which are most valued by parents.  
 
Given the issues highlighted for both questions, one solution for further review would be to 
refine Questions 1 and 2: 
 
1. What is the evidence that early years interventions for disabled children and their 

families actually lead to improvements in outcomes? 
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2. Which early years interventions are most effective for particular groups of disabled 
children? 

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

4. 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? 

 
For context, the main review team might also wish to provide a summary of the main 
factors associated with the onset of disability and its distribution in the population. 
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Purpose and scope of the study 
This section focuses on the rationale for the scoping study and the review questions to be 
answered. It also highlights the relevant cross-cutting themes considered and the date, 
origin and type of literature included. 
 
The Centre for Excellence and Outcomes (C4EO) has the principal aim of identifying, 
coordinating and disseminating ‘what works’, in order to significantly improve the outcomes 
of children, young people and their families – realising the full potential of Every Child 
Matters (ECM). Its work programme is focused on six themes, each of which has three 
lines of enquiry or ‘priority’. The evidence base for each priority is provided by a knowledge 
review, which involves a sequence of activity, rather than being a one-off event. Each 
knowledge review will bring together a unique, quality-assured blend of: 
 
• 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. 

• The best validated local experience and practice on strategies, levers and interventions 
which have already proved to be the most powerful in helping services improve 
outcomes, and why this is so.  

 
The prime purpose of the scoping study, which initiates the C4EO review sequence for 
each theme priority, is to establish the key review questions and search parameters for the 
later review work, assess the nature and strength of the evidence base and provide an 
initial overview of trends in the literature. 
 
This scoping study focuses on 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 (interventions used in the early years of a child’s life). The review team 
considered two questions: 
 
• What is the evidence that early years interventions for disabled children and their 

families actually leads to improvements in outcomes? 

• Which early years interventions are most valued by parents? 
 
For the purposes of this study, we used the definition of ‘disability’ given in the Disability 
Discrimination Act 1995 of: ‘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), where it is 
described as referring to a child who is: 
  
…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 (p347).  
 

5 



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

 

(Further disability definitions are provided in the Data Annexe on page 24.) The age range 
for the study was from birth to eight years. 
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Scoping study methods 
The study began with the Theme Advisory Group (a group of experts in early childhood 
policy, research and practice) establishing the key questions to be addressed and 
determining the parameters for identifying material relevant to the study topic. Parameters 
were used to identify exclusion and inclusion criteria, for example, associated with 
publication date and country of publication (see Appendix 1).  
 
The scoping study used a broad range of sources to identify relevant material: 
 
• searches of bibliographic databases (educational, health and social sciences) 
• web searches 
• searches of databases of current research  
• recommendations from the Theme Advisory Group.  
 
The search results were saved into EPPI-Reviewer, a database devised by the EPPI-
Centre (part of the Social Science Research Unit at the Institute of Education in London). 
The results were first screened to remove duplicates and material clearly that did not fit 
within the scoping parameters. Each item (piece of literature) selected for consideration 
was then assessed and coded (on the basis of the abstract) in relation to its key 
characteristics. These included: 
 
• type of literature (for example research study, policy statement, practice description) 
• country or area involved 
• design (if research) (for example survey or case study) 
• study population (number, age and gender) 
• type of disability  
• type of early years intervention (focusing on generic support to the child and family) 
• key area (field of study) 
• relevance to the review questions 
• cross-cutting issues. 
 
Scoping teams were asked to identify up to ten indicative studies (those that addressed 
the main questions established for the scoping study). The source documents for these 
items were obtained and examined in more depth and a brief summary of each is included 
within this report (see the indicative studies section on page 18). 
 
Quality assurance checks were carried out on 10 per cent of the entries by a member of 
staff who had not been involved in the original assessment. (Further information on the 
scoping process and details of the search strategy can be found in Appendix 2.) 
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Limitations of the study methods 
 
There are four main limitations that should be noted. 
 
• The tight deadline restricted the number of searches that could be carried out. It was 

not possible to include any hand searching. 
• Abstracts were often missing from the database searches or were too brief to assess 

the relevance of the material. In these cases, the team attempted to locate a summary 
or full copy of the item, but this was not always possible in the time available.  

• Quality assurance checking was carried out on a sample of coding decisions (90 per 
cent of the coding decisions were not subject to independent checks). 

• The findings reported are based on an in-depth examination of only eight sources.  
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Assessment of the evidence base 
This section provides an assessment of the evidence base. It focuses, firstly, on the 
characteristics and content details of the sources which were classified as relevant and, 
secondly, on the characteristics and content of the sources classified as not relevant. The 
scope of the evidence for each question is then discussed. 
 
The searches resulted in a total of 555 sources being identified as potentially relevant for 
the review. The review team then carried out a filtering process on these items. In 39 
instances, the information/abstract was missing and an informed decision could not be 
made. A further 15 items referred to children over the ages eight years old (which is 
outside the scope of the review) and one source was outside of the date criteria (before 
1985). These sources were removed. A large proportion of the remaining items were 
excluded because they did not fit within the predetermined definition of disabled children 
and families and a further 78 were excluded because they did not focus on early years 
interventions within the scope of this review (for example medical interventions and 
therapies, interventions for sleep and behaviour problems, housing for disabled children 
and families, and assessments of disability). 
 
Of the remaining 343 sources, 40 were considered not relevant to the review questions 
under scrutiny (see below for further detail on sources classified as not relevant). This led 
to an overall total of 303 sources being assessed for their relevance to the review. 
 
Sources classified as relevant 
 
Of the 303 sources assessed as relevant to the review questions 103 were deemed to be 
relevant to Question 1 only, 57 to Question 2 only, and 29 to Questions 1 and 2. Of these, 
41 sources were felt to either ‘closely’ or ‘somewhat’ meet the review questions. A large 
proportion (153), were classified as ‘could be relevant’, as there was inadequate detail to 
determine if they directly answered the review questions. A total of 27 sources were 
assessed to be of general relevance (that is, for context only). These included, for 
example, The Children’s Plan: building brighter futures (DCSF 2007), Aiming high for 
disabled children: better support for families (HM Treasury 2007) and developing early 
intervention and support services for deaf children and their families (DfES 2003). 
 
Most of the sources were from the UK (84), although some were from the USA (35) and 
Europe (in addition to the UK: six). There were four each from Australia and Canada and 
two from New Zealand. For just over half of the sources (168), there was no information on 
the country/areas involved. 
 
Many of the 303 relevant sources were based on empirical research or evaluation (106). 
They also included opinion/discussion pieces (37), practice descriptions (37), literature 
reviews (15), policy documents (seven) and theory (two). A total of 25 sources were 
classified as ‘other’. These included: 
 
• collections of papers 
• conference reports  
• websites 
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• resources for families 
• guidance documents  
• practice standards  
• audit tools 
• service inspections 
• feasibility studies 
• frameworks for early years intervention (described as a manifesto). 
 
For 74 sources there was inadequate information to determine the type of literature. 
 
Of those which were classified as research/evaluation, the majority were programme 
evaluations (43) and case studies (28). Fifteen were literature reviews, 14 were 
randomised control trials, three were longitudinal studies and two were international 
comparisons. Where there was the information to determine the research methods used in 
these studies, they included surveys (22) and secondary analysis (21) as well as 
observation (12) and interviews (nine).  
 
Where there was sufficient information on the populations under study, programme 
evaluations included both families of disabled children and disabled children themselves. 
This included large-scale programme evaluations including one of 2,586 parents and 
smaller programme evaluations involving just 30 children. The wider family was also the 
focus of many of the case studies with a smaller number focusing exclusively on disabled 
children themselves. Case studies comprised individual families and children, as well as 
specific intervention services and practitioners. In comparison, the majority of randomised 
control trials focused on disabled children only, with just one study including families. 
Participants in randomised control trials ranged from 42 infants to 985 families (377 
intervention families and 608 control group families).  
 
Of those sources which provided details on specific disabled groups or conditions (169), 
the following types of disability (ranked according to their frequency) were reported: 
 
• developmental delays and disabilities (including autism, Asperger’s syndrome and 

related conditions, Down’s syndrome, dyspraxia and Rett syndrome)  
• special needs  
• Special Educational Needs (SEN) (including learning disabilities)  
• sensory impairments (including deafness and blindness) 
• motor disabilities (including cerebral palsy)  
• low birth weight or premature infants (who are disproportionately likely to face 

difficulties including neuro-sensory handicapping conditions,  
neuro-developmental deficiencies, cognitive delays and social and psychological 
problems; Berlin et al 1998) 

• speech and language disorders  
• mentally handicapped  
• intellectual disabilities  
• physical disabilities 
• chronic illness. 
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In those sources which provided details on the types of early years interventions for 
disabled children and their families (157), the following interventions (ranked according to 
their frequency) were reported: 
 
• family-centred interventions (including Team Around the Child (TAC) initiatives and 

the Early Support Programme) 

• portage (a home-visiting educational service)  

• other home-based intervention programmes such as home therapists and home 
visits, and the Transactional Intervention Programme (TRIP) 

• parental education/training (including ‘Early bird’ parent support programmes, 
communication skills, social skills, coping skills, help-giving styles, parental 
empowerment, parental attitude interventions and programmes supporting mother–
infant interactions)  

• therapy/rehabilitation (including occupational therapy, physiotherapy, rehabilitation 
programmes, motor skills programmes, Paediatric Adapted Physical Education 
(PAPE), and hydrotherapy)  

• other parental support (direct support, parental counselling, giving information and 
advice to parents)  

• social skills support (Circle of Friends, peer group interventions, communication 
skills, befriending, circle time, modelling, time out and transition support)  

• educational programmes (those designed to promote child development, including 
the ‘I Can programme’)  

• early years settings and projects (including the Effective Early Learning Project 
(EELS), Sure Start local programmes, children’s centres, community-based childcare 
settings, day care settings and play schemes)  

• specialist pre-school provision  

• speech and language therapy, including communication skills (for example 
Responsivity Education/Prelinguistic Milieu Teaching [RPMT])  

• key workers  

• multi-agency working and coordination (including early years intervention teams) 

• counselling and social work support (including child therapy, art therapy and 
psychosocial interventions).  

 
Other interventions highlighted in four or fewer sources included: 
 
• individualised programmes/plans  
• infant health and development programme  
• activity-based interventions and leisure breaks 
• observation (paediatric and development surveillance) 
• ‘low-vision’ early years intervention services 
• early support materials 
• multimedia interventions (including video and websites). 
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The sources covered a range of cross cutting issues, most commonly workforce 
development (57) and equality and diversity (28) as well as leadership (six), learning 
organisations (six), safeguarding children (six), child poverty (five) and change 
management (three). The sources also covered specific issues – here, sources with a 
resilience focus were more common (62) with transition less so (16). 
 
Sources classified as not relevant 
 
A total of 40 sources were classified as not relevant. Reasons for rejecting sources 
focused mainly on content (for example, the literature referred to an area outside of the 
main review questions, and did not relate explicitly to the key areas for review (that it 
provided evidence that early years interventions for disabled children and their families 
actually lead to improvements in outcomes, and findings on interventions most valued by 
parents). The content of these rejected sources instead focused on a variety of topics, 
including: 
 
• training for practitioners delivering early years interventions  
• financing of early years intervention services 
• implications of early years intervention for practitioners 
• job satisfaction of early years intervention practitioners 
• issues for teams working in early years intervention  
• the scope of provision of early years intervention services/assessment of levels of need  
• descriptions of the role of occupational therapists in early years interventions  
• legislation on disability and early years interventions. 
 
The main review may, however, want to consider revisiting the sources classified as not 
relevant for further information on ‘what works’ in relation to early intervention, for example 
those sources covering the financing of early years intervention services, the implications 
of early years intervention for practitioners, issues for teams working in early years 
intervention and practitioner training. 
 
Scope of evidence for Question 1 
 
For Review Question 1, the evidence base appears fairly robust in terms of scale and 
coverage of sources (the range of disabilities and early years interventions). This suggests 
that the improved outcomes for disabled children and their families as a result of early 
years intervention could be gleaned from the literature. Importantly, due to the range of 
disabilities and interventions, it may be possible to explore, in a full review, which early 
years interventions work most effectively for particular groups of disabled children. It is 
important to note that the scoping team did not specifically map the type of early years 
intervention to particular types of outcomes, but rather, searched for sources which 
reported (or appeared to report) improvements in outcomes generally. The main review 
may wish to audit the range of outcomes for particular groups of disabled children or for 
particular types of early years intervention. In addition, the main review may wish to 
consider the unintended effects or ‘trade-offs’ of early years interventions which may affect 
outcomes. The scoping study was also unable to report whether sources focused on 
improvements in outcomes specifically for disabled children or their families or both.  
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The abstracts and information available from many of the items are, however, very limited 
and it may be that evidence linking to improved outcomes for disabled children is much 
less comprehensive for some items (those classified as ‘worth considering’ for the review 
and those included in the scope, yet with inadequate information to make a full 
assessment of relevance). Items have also been included which are not based on 
empirical research or evaluation, therefore this initial search may appear more fruitful than 
is in fact the case.  
 
Sources have been excluded which appeared not to be an early years intervention, such 
as assessments of disability. Sources have also been considered irrelevant because they 
focused on behavioural difficulties, mental health issues or children at risk of disabilities, 
which were outside of the scope of this review but, however, may lead to further sources of 
relevance.  
 
Scope of evidence for Question 2 
 
For Review Question 2, the evidence base identified in this scoping study is less assured. 
Fewer sources specifically relating to those early years interventions most valued by 
parents (according to the abstracts) have been identified through searches. Where 
sources did focus on parents’ views, these were often focused on parental perspectives of 
a particular intervention with which they were involved, rather than parents’ views across a 
range of interventions. Further investigation is required to ascertain whether this is a gap in 
the evidence base, or whether further searching strategies (for example by ‘reference 
harvesting’ from studies already identified) would identify other sources. 
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Design of the main review 
Our assessment of the evidence base described above suggests that there are gaps, 
particularly for Question 2. This section focuses on the implications of the assessment of 
the evidence base for a full review. It suggests ways in which searches might be extended 
or the review questions might be adapted for the full review. 
 
Question 1: keep the research question focused on evidence (on  
empirically-based studies) and highlight which early years interventions are most effective 
for particular groups of disabled children. 
 
Question 2: widen the scope of the review question on parental perspectives to assess 
the key factors in, and ingredients of, early years interventions that are most valued by 
parents.  

Refinement of review questions 
 
Given the issues highlighted for both questions, one solution for further review would be to 
refine Questions 1 and 2: 
 
1. What is the evidence that early years interventions for disabled children and their 

families actually leads to improvements in outcomes? 
2. Which early years interventions are most effective for particular groups of disabled 

children? 
3. Which features of early years interventions are considered to be most effective by 

parents? 
4. Which factors or conditions (relating to the parent, the child and the intervention) are 

required for successful outcomes for disabled children, young people and their 
families?   

For context, the main review team might also want to provide a summary of the main 
factors associated with the onset of disability and its distribution in the population. 
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Overview of emerging findings 
Of the 303 potentially relevant sources identified, we considered that 41 either ‘closely’ or 
‘somewhat’ met the review questions. Eight of these sources are presented here to 
illustrate themes relevant to this scoping study. They are listed with abstracts, highlighting 
key findings and methodologies. Five sources are relevant to Review Question 1 only, two 
sources are relevant to both Review Questions 1 and 2 and one source is relevant to 
review Question 2. The methods used in the selected studies are varied, but all are 
evaluations of particular interventions or programmes. Please note that these studies have 
not been subjected to rigorous quality assessment and that the further stages of the review 
may identify other key sources. 
 
An overview of the findings which emerge from these studies is provided below, starting 
with a summary of the ways in which early years intervention may lead to improved 
outcomes for disabled children and their families, moving on to consider the early years 
interventions that are most valued by parents.  
 
Improvements in outcomes for disabled children  
 
The sources selected for the scoping study indicate that early years interventions may 
produce a range of positive outcomes for disabled children. Several of the studies 
described enhanced social and communication skills as a result of early years 
interventions (Kalyva and Avramidis 2005; Goddard et al 2004; Medhurst and Clay 2008). 
An outreach project for children with autistic spectrum disorder, for example, was shown to 
have led to improvements in tolerance and increased independence, happiness and ability 
to follow routines (Medhurst and Clay 2008). Visual structures were felt to have added 
clarity and reduced anxiety for learning and social demands, while child-centred play 
routines encouraged autonomy and confidence in the children in joining and seeking social 
interactions. In addition, an intervention that aimed to foster the skill of young children with 
autistic spectrum disorder though a shared turn-taking game found that the outcomes for 
these children had improved from no expressive language use to the use of short 
sentences over the course of the intervention programme (Goddard et al 2004). 
 
Two studies indicated that improvements in disabled children’s social and communication 
skills may lead to greater inclusion and participation in mainstream settings (Kalyva 
and Avramidis 2005; Medhurst and Clay 2008). There was also evidence of greater 
integration of the disabled child with the wider family (Webster et al 2004). Other studies 
demonstrated improvements in behaviour as a result of early intervention (Rickards et al 
2007; Webster et al 2004) and cognitive development (Rickards et al 2007). 
 
Findings from a study which evaluated the impact of supportive para-professional home 
visiting on mothers and their young children who had, or were at risk of, developmental 
disabilities (Rosenberg et al 2002) showed that the disabled children in the intervention 
group made greater use of community and educational services. They were also more 
likely to have received an Individualised Family Service Plan than the comparison group 
who received a level of service consistent with that normally available from the health 
clinic. 
 

15 



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

 

Improvements in outcomes for the families of disabled children  
 
Positive outcomes for the families of disabled children were also identified. Pelchat et al 
(1999) found parents who participated in the intervention programme had more positive 
perceptions and attitudes concerning their child’s disability and their parental situation. 
Parents receiving early intervention were also more confident in their own resources and 
the help they could receive from others. Similarly Bailey et al (2005) found those families 
participating in early intervention felt competent in caring for their children, advocating for 
services, and gaining access to formal and informal supports. They were generally 
optimistic about the future and most parents believed that their family was better off as a 
result of early intervention.  
 
Early interventions were found to have a positive impact on the emotional wellbeing of 
parents, including lower levels of parental stress, emotional distress, anxiety and 
depression (Pelchat et al 1999). Moderately better mental health was demonstrated by 
mothers participating in early intervention than those mothers in the comparison group 
(Rosenberg et al 2002). A study which evaluated the impact of supportive para-
professional home visiting on mothers and their young children who had, or were at risk of 
developmental disabilities found that mothers in the intervention group reported improved 
access to services (Rosenberg et al 2002). Those in the intervention group rated the 
programme as more helpful in obtaining service, support and education for themselves 
than the mothers in the comparison group. They also learned more about how to obtain 
medical and therapy services for their children than did comparison group respondents.  
 
Early interventions most valued by parents 
 
Three studies highlighted the characteristics of effective early interventions which were 
most valued by parents.  
 
Medhurst and Clay (2008) describe an evaluation of a project designed to enhance the 
development of children with autistic spectrum disorder (ASD) during their pre-school 
years and through the transition to mainstream primary education, which identified those 
intervention strategies viewed as most successful by parents. These included visual and 
symbolic strategies (45 per cent; including the use of transition cues), play and work 
structure strategies (28 per cent; including special time and playing games related to the 
child’s area of interest) and environmental strategies (27 per cent; including a clear routine 
or timetable and maintaining a consistent approach and expectations). 
 
In another study gathering parental perspectives on early intensive intervention for children 
diagnosed with autistic spectrum disorder, Webster et al (2004) found aspects of the 
intervention most valued by parents included help with communication and specific 
aspects of their child’s behaviour. Most parents attributed general improvements in their 
child’s learning to input from family tutors, particularly when this enabled families to deal 
with wider issues for themselves outside the tutor contact time. Also valued was the key 
role played by tutors in liaising with nursery staff, ensuring that there was some continuity 
between approaches used there and the home. Flexibility was an important theme to 
emerge in terms of what parents valued about their child’s intervention.  
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When parents were asked what they would welcome for themselves and other families in 
future ASD provision they valued parent networks, coordination and continuity between 
agencies and between home and school and the need for programmes to be tailored to 
individual needs of children and parents (Webster et al 2004). Rosenberg et al (2002) 
found mothers in the intervention group (those who received specialist home-based 
support) rated those services as more helpful than the comparison group who received a 
level of service consistent with that normally available from the health clinic. 
 
Characteristics of successful early intervention  
 
There was also recognition in several of the sources that meeting certain conditions and 
the occurrence of certain characteristics relating to the child, the family and the early 
intervention were related to the success of the intervention. These include: 
 
• child and family characteristics  

o greater improvement from the home-based intervention was identified for children 
from suffering from higher levels of stress (Rickards et al 2007)  

o lower family outcome scores were found for black and minority ethnic groups, 
children with health problems, and children who were living with a single adult 
(Bailey et al 2005) 

• involvement of parents in the delivery of the interventions (Medhurst and Clay 2008; 
Rickards et al 2007) 

• the continuation of early intervention practice into wider family life and 
reinforcement of skills learned (Rickards et al 2007; Medhurst and Clay 2008) 

• early identification and prompt referral are important so that maximum benefit can 
be realised for children with disabilities and their families (Bailey et al 2005) 

• intervention programmes tailored to individual needs of children and parents 
(Webster et al 2004; Rickards et al 2007; Medhurst and Clay 2008). 
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Summaries of indicative studies 
Review Question 1 

Bailey, D.B., Hebbeler, K., Spiker, D., Scarborough, A., Mallik, S. and Nelson, L. (2005) 
'Thirty-six-month outcomes for families of children who have disabilities and participated in 
early intervention', Pediatrics, vol 116, no 6, pp 1346–1352. 
 
The purpose of this study was to assess family outcomes at the end of early intervention 
for infants and toddlers with developmental disabilities (near the child's third birthday). 
Early intervention provided specialised instruction and related services (e.g. speech and 
language therapy) often in the context of a home visiting programme. Services are guided 
by an Individual Family Service Development Plan (IFSP), developed jointly by parents 
and service providers. A nationally representative sample of 2,586 parents in 20 states 
completed a 40-minute telephone interview on, or near, their child's third birthday. At the 
end of early intervention, most parents felt competent in caring for their children, 
advocating for services, and gaining access to formal and informal supports. They also 
were generally optimistic about the future. Most parents (82 per cent) believed that their 
family was better off as a result of early intervention. Parents were somewhat less positive 
about their perceived ability to deal with their child's behaviour problems or gain access to 
community resources, and lower family outcome scores were found for children from black 
and minority ethnic groups, children with health problems, and children who were living 
with a single adult. Results suggest that early intervention provides important supports for 
families of young children with disabilities. The findings confirm that early identification and 
expeditious referral are important so that maximum benefit can be realised for children 
with disabilities and their families. 
 
Review Question 1 

Goddard, S.J., Fluck, M. and Smith, C. (2004) 'A scheme to promote social attention and 
functional language in young children with communication difficulties and autistic spectrum 
disorder', Educational psychology in practice, vol 20, no 4, pp 319–333. 
 
This paper describes an approach to intervention that aims to foster the skill of young 
children with autistic spectrum disorder to share social attention and action to promote 
socially meaningful communication though a shared turn-taking game. It applies principles 
derived from research into  
pre-linguistic development. The efficacy of the approach was evaluated through both a 
formal research project and within a clinical setting of a portage scheme with groups of 
three- to five-year-olds with a severe delay in their ability to communicate and/or autistic 
spectrum disorder. The formal research project used a between-subjects and within-
subjects design. Twenty participants formed two groups of ten. Children were their own 
controls (the within-subjects design) and groups were compared through Group A 
receiving intervention while Group B was on a baseline phase. The baseline phase 
involved the initial training of parents and education staff on the principles of the 
intervention and the assessment of each child. The intervention phase began by 
establishing a range of appropriate games for each child to play. Phase two involved the 
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establishment of the triadic attention1 and role exchange though a turn-taking game to 
foster more complex interaction and communication. At phase three, more complex role 
exchanges were used to foster the child’s role as an initiator and peers can be introduced. 
Measures of the evaluation involved changes in the level of social interaction and 
language use. The results compared the changes in these measures between the baseline 
and intervention periods. Outcome measures showed significantly accelerated levels of 
participation in social games and associated development of communication skills in the 
intervention group during the intervention phase. Generally children had improved from no 
expressive language use or few single words of expressive language to the use of short 
sentences, with some participants using intention to initiate conversation exchanges. 
 
Review Question 1 
 
Kalyva, E. and Avramidis, E. (2005) 'Improving communication between children with 
autism and their peers through the Circle of Friends: a small-scale intervention study', 
Journal of applied research in intellectual disabilities, vol 18, no 3, pp 253–261.  

The Circle of Friends is an educational approach that facilitates the inclusion of children 
with disabilities into the school community by engaging their peer group in supporting the 
individual proactively. This small-scale study examines the efficacy of this intervention in 
improving the communication (and ultimately social) skills of pre-school aged children with 
autism. Five children identified with autism aged between 3.1 and 4.7 years participated in 
the study, three children in the intervention and two in the control group. The Circle of 
Friends was applied for 30 minutes on a weekly basis in a nursery setting for a period of 
three months, with the active involvement of one teacher and five peers of each child with 
autism. The effects of the intervention were systematically examined by means of an 
observation schedule that recorded the number of responses and initiation attempts, both 
unsuccessful and successful, of all participating children with autism during baseline 
assessment, post-intervention and at two months follow-up. The statistical analysis of the 
data revealed that there was a significant increase in the number of successful responses 
and initiations of conversation exchanges in the children with autism who received the 
intervention in comparison with children with autism who did not receive the intervention. 
There was also a significant decrease in the number of unsuccessful responses and 
initiations of the children with autism who received the intervention in comparison with 
those who did not receive the interventions. The recorded changes in the interaction 
patterns indicate that the Circle of Friends is a powerful intervention that, if carefully 
applied, can improve the social skills of children with autism and their ability to 
communicate, and ultimately to facilitate their inclusion in mainstream settings.  
 
Review Question 1 

Pelchat, D., Bisson, J., Ricard, N., Perreault, M. and Bouchard, J.M. (1999) 'Longitudinal 
effects of an early family intervention programme on the adaptation of parents of children 
with a disability', International journal of nursing studies, vol 36, no 6, pp 465–477. 
 

                                            
 
1  An interaction involving the child, another person, and an outside object or event. 
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This study assesses the longitudinal effects of an original early intervention programme, 
Programme d’Intervention Familiale (PRIFAM). The intervention starts at the birth of the 
child and is delivered by nurses specially trained in interventions for families living in 
stressful situations and in the principles of self-determination and family empowerment in 
caring for a child with a disability. The programme consists of six to eight meetings 
between the family and the nurse, two meetings in the hospital following the birth and six 
meetings at the parents’ home during the following six months. The aim of the intervention 
is to enhance the adaptation of mothers and fathers to their disabled child. The study 
assesses the effects of the programme on the adaptation of parents of children with 
Down’s syndrome and cleft lip and/or palate. There were a total of 74 two-parent families 
who participated in the study (33 in the intervention group and 41 on the control group). 
Three dimensions of parental adaptation were assessed using various screening and 
diagnostic instruments: parental stress, emotional distress and special support needs. 
These dimensions were assessed when the children were six, 12 and 18 months old. The 
results show a better adaptation among parents who participated in the intervention 
programme compared to those who did not. The former had lower levels of parental 
stress, they had more positive perceptions and attitudes concerning their child’s disability 
and their parental situation, they were more confident in their own resources and the help 
they could receive from others, they had lower levels of emotional distress, anxiety and 
depression and they perceived more emotional support from their spouse. In general, 
these gains were maintained throughout the year when the children were between six and 
18 months of age. Outcomes were relatively similar for parents of children with Down’s 
syndrome and parents of children with cleft lip and/or palate, as well as for mothers and 
fathers. 
 
Review Question 1 

Rickards, A., Walstab, J., Wright-Rossi, R., Simpson, J. and Reddihough, D. (2007) 'A 
randomized, controlled trial of a home-based intervention program for children with autism 
and developmental delay', Journal of developmental & behavioral pediatrics, vol 28, no 4, 
pp 308–316. 
 
This study aimed to investigate whether provision of a home-based programme, in 
addition to a centre-based programme, improves development in young children with 
disabilities and the coping abilities of their families. The study also aimed to describe the 
characteristics of children and families who benefit most from the intervention. The 
participants in this study were 59 children aged three to five years with autism and 
developmental delay. Half of the group was randomised to receive an additional 
programme in their homes. Children in the control and home intervention groups both 
participated in the centre-based programme, which consisted of five hours of support 
spread over two weekly sessions. The multidisciplinary team at the centres, in conjunction 
with parents, formulated an individual programme for each child. An important aspect of 
the programme was learning though play with a focus on building self-esteem. The 
additional home-based programme consisted of 40 visits by a special education teacher, 
who worked with the families to help generalise skills to the home environment and assist 
with their concerns. All children were assessed before and after the intervention, and 
families completed questionnaires assessing family stress, support, and empowerment on 
both occasions. The results showed that the children who received the additional home-
based intervention benefited in terms of their cognitive functioning and behaviour. The 
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groups did not differ on any of the family measures of change. This may be because the 
home-based intervention was designed to be child focused. There was more improvement 
for children in the intervention group from higher than from lower stressed families. The 
results suggest the need for daily reinforcement of skills learned at the centre-based 
programme and the importance of involving families, especially those with few resources 
and relatively high stress. 
 
Review Questions 1 and 2  

Medhurst, B. and Clay, D. (2008) 'The Thomas Outreach Project (TOP): an early years 
intervention for children with an autistic spectrum disorder (ASD)', Educational psychology 
in practice, vol 24, no 1, pp 69–78. 
 
The Thomas Outreach Project (TOP) developed from The Hampshire Outline for 
Meeting the needs of under-fives on the Autistic Spectrum (THOMAS) course. It has been 
in operation for over five years in Hampshire, supporting pre-schools and families; there 
are a range of strategies for use in all settings. The overall aim of the service is to enhance 
the development of children with attention deficit disorder during their pre-school years and 
through the transition to mainstream primary education. The provision has typically offered 
families seven to nine hours per week of direct intervention, with the intention that parents 
and early years settings also work with their children using these same approaches. The 
focus of the intervention is on social interaction, language and communication and play. A 
variety of strategies for intervention are individually tailored to meet the individual child’s 
needs. The essential elements include direct work of specialist professionals and the 
sharing of skills with those working regularly with the child, for example, the teaching 
assistant, preschool worker and parents. Data were analysed for 20 children taking part in 
the TOP programme during a two-year period. The data analysed were:  
 
• the outreach project summary of achievement sheets (which includes workers’ and 

parents’ views of most successful strategies and ‘celebrations’ of success)  
• the Hampshire play profile  
• TOP approaches to learning method  
• TOP profile of academic skills.  

 
Results highlighted three categories of successful strategy, including visual and symbolic 
strategies (45 per cent; the use of a visual strategy and the use of transition cues), play 
and work structure strategies (28 per cent; special time and playing games related to the 
child’s area of interest), and environmental strategies (27 per cent; clear routine/timetable 
and consistent approach and expectations). The most commonly reported outcomes were 
increased social interaction and communication, improvements in tolerance, increased 
participation in pre-school/school, increased independence, increased happiness and 
increased ability to follow routines. Parents and staff concurred that children made 
significant social, emotional and behavioural progress evident in their play routines, 
engagement in pre-school activities and responsiveness to adult demands. The children 
seem to have become reassured though visual structures which have added clarity and 
reduced anxiety for learning and social demands. Child-centred play routines have 
encouraged autonomy and confidence in the children in joining and seeking social 
interactions. The continuation by parents of the practice into the rest of family life was of 
significant benefit to the children. 
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Review Questions 1 and 2 

Rosenberg, S.A., Robinson, C. and Fryer, G.E. (2002) Evaluation of paraprofessional 
home visiting services for children with special needs and their families’, Topics in early 
childhood special education, vol 22, no 3, pp 158–168. 

This study evaluated the impact of supportive para-professional home visiting on 
mothers and their young children who had, or were at risk of, developmental disabilities 
and who were at risk of receiving inadequate parenting. Families were randomly assigned 
to intervention and comparison groups. Services provided to the intervention group 
included the support from three para-professionals and a nurse supervisor. The 
intervention group received services mainly though home visits. The basic intent of the 
services provided was to assist families in accessing health and early intervention 
services, as well as to improve the care children received. The comparison group received 
a level of service consistent with that normally available from the health clinic (no more 
than one monthly contact provided by a registered nurse either at the clinic or by a phone 
call). The intervention and comparison groups differed in terms of staff, case load and 
frequency, and location of services. Data was collected though interviews with the mothers 
and reviews of hospital and home visitor records. Data collection occurred at intake and on 
exit from the study, the latter occurring one year after intake. Upon exit, mothers in the 
intervention group rated services as more helpful. The mothers in the intervention group 
gave higher scores for providing families with basic necessities such as food, clothing and 
transportation. They also rated the programme as more helpful in obtaining services, 
support and education for themselves than the mothers in the comparison group. 
Intervention group respondents indicated that they learned more about how to obtain 
medical and therapy services for their children than did comparison group respondents. 
There was also a small improvement in the mental health of intervention group 
participants. Children in the intervention group made greater use of community and 
educational services and were more likely to have received an Individualised Family 
Service Plan.  
 
Review Question 2 

Webster, A., Feiler, A., Webster, V. and Lovell, C. (2004) ‘Parental perspectives on early 
intensive intervention for children diagnosed with autistic spectrum disorder’, Journal of 
early childhood research, vol 2, no 1, pp 25–49. 
 
This source focuses on the experiences and perceptions of parents of children with autistic 
spectrum disorder (ASD) receiving early intensive support. The views of families with 
pre-school children participating in a local authority pilot home intervention strategy were 
compared to families managing their own interventions based on Applied Behavioural 
Analysis (ABA). Fifteen families took part in the study, including nine whose children were 
receiving the local authority pilot intervention programme and six who were managing their 
own interventions. Parental views were sought using semi-structured interviews and 
questionnaires. Aspects of the pilot intervention most valued by parents included help with 
communication, with some stressing how their child’s developing language and 
communication skills had helped them to become more integrated with the family. There 
was appreciation for help with specific aspects of their child’s behaviour. Most parents 
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attributed general improvements in their child’s learning to input from family tutors, 
particularly when this enabled families to deal with wider issues for themselves outside the 
tutor contact time. Also valued was the key role played by tutors in liaising with nursery 
staff ensuring that there was some continuity between approaches used there and the 
home. Flexibility was an important theme to emerge in relation to what parents valued 
about their child’s intervention. When parents were asked about what they would welcome 
for themselves and other families in terms of future of ASD provision, they reported that 
they valued parent networks, coordination and continuity between agencies and between 
home and school, and the need for programmes to be tailored to individual needs of 
children and parents. 
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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.  
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• 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 
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. 
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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 
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. Parameters for study 
(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? 
 

 

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. 
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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) 
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8. Age range for CYP: 
 
 
 

9. Literature search dates 
Start year 

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

0–8  

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  

• Communication 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. 
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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. 

• 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 

40 



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

41 

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 
Effective Provision of Pre-school Education (EPPE) Project), London: DFEE, Institute of 
Education, University of London.  

• Zaidman-Zait, A. and Jamieson, J.R. (2007) 'Providing web-based support for families of 
infants and young children with established disabilities', Infants and young children, vol 20,  
no 1, pp 11–25. 

 
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 2. Scoping study process 
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)  
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• items considered relevant to the study by a researcher who had read the abstract 
and/or accessed the full document. 

 
 
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 disabilities 
#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 disabilit*  
#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 inclusion 
#26 inclusive 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 
#8 #1 or #7  
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#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) 
 

 



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

 
 

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 

RNIB www.rnib.org.uk 1 
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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).  
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Appendix 4. Relevant national indicators and data 
sources 
The disability theme (theme 2) has three priorities, as set out below. This scoping study 
addresses the first one of these themes; the other two are the subject of separate reports. 
 
Key to theme 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 
which are sufficiently differentiated to meet their diverse needs. 
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Table 3 National indicators and data sources, by Every Child Matters outcome 

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 0- to 
17-year-olds 

Biannual February 2005 February 2000 www.dcsf.gov.uk/rsgateway/DB/V
OL/v000647/vweb02-2006.pdf         
Trend data available. 

  Population Census 
(2001) 

UK, regional and 
local authority 

Every ten years 2001 1801 www.nomisweb.co.uk/home/cens
us2001.asp 
 
Trend data available 

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

National, regional 
and local authority 

Data available on 
children aged 0 to 4 
and 5 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 as 
deaf or hard of 
hearing (March 2007), 
National Statistics/DH 

National, regional 
and local authority 

Data based on 0- to 
17-year-olds 

Every three years 2007 1989 www.ic.nhs.uk/webfiles/publicatio
ns/Registdeaf2007/2006-
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 0 to 
23 months, 24 to 35 

Ad hoc (1995, 2002, 
2007) 

2007 1995 http://www.rnib.org.uk/xpedio/grou
ps/public/documents/code/public_
rnib001971.hcsp 

 

No trend data available yet 
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months and 36 to 59 
months 

  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/progra
mmeofresearch/projectinformation
.cfm?projectid=15516&resultspag
e=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 to 4 
and 5 to 7 years 

Annual 2006 1971 www.statistics.gov.uk/StatBase/Pr
oduct.asp?vlnk=5756 
 

Trend data available 

  Family Resources 
Surveys (2005/6) 

Great Britain and 
Northern Ireland, 
and regional data 

Data based on 0- to 
17-year-olds 

Annual 2005/6 1979 www.data-
archive.ac.uk/findingData/snDescr
iption.asp?sn=5742 
 

Trend data available 

  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 

 

http://www.dcsf.gov.uk/research/programmeofresearch/projectinformation.cfm?projectid=15516&resultspage=1
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http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=5756
http://www.statistics.gov.uk/cci/nugget.asp?id=795
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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) 

NI69 Children who 
experience 
bullying 

Youth Cohort Study 
and Longitudinal 
Study of Young 
People in England: 

experiences of  
16-year-olds: 
England 2007 

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

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

Trend data available Activities and 

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 

National, regional and 
local authority 

Annual 2007/8 2003/4 www.dcsf.gov.uk/rsgateway/DB
/SFR/s000812/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 
2006/7, so data is not 
comparable for all years. 

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 2006/7 

National, regional and 
local authority 

Annual 2007 2002 www.dcsf.gov.uk/rsgateway/DB
/SFR/s000759/index.shtml 
Trend data available 
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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 2006/7 

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 
aged 2 to 18 years 

Annual 2008 1984/5 www.dcsf.gov.uk/rsgateway/DB
/SFR/s000794/index.shtml 

Trend data available 

Make a 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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Achieve 
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- to 18-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


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

FEBRUARY 2009 

Improving the wellbeing of disabled children through early years 
interventions (age 0–8) 
 
This scoping study focuses on improving the wellbeing of disabled children up to age of 
eight and their families by increasing the quality and range of early years interventions 
(interventions used in the early years of a child’s life). 
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