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1. Summary 
This review examines the evidence on providing disabled children and young people and 
their families with services that are sufficiently differentiated to meet their diverse needs. It 
seeks to achieve this by examining the evidence base around this issue. The review was 
carried out by Barnardo’s on behalf of the Centre for Excellence and Outcomes in Children 
and Young People’s Services (C4EO). Strategic decision-makers in children’s trusts may 
find it helpful to read this review in conjunction with the complementary progress map 
summary. 
 
Meeting the needs of disabled children through appropriate differentiation is seen as a key 
strategic tool for achieving the objectives set out in the Children’s Plan (DCSF 2007) and 
the Every Child Matters (ECM) (HM Treasury 2003) . Following advice from the Theme 
Advisory Group (TAG), a group of experts on disabled children, this review focuses on the 
experiences of children and their families posing the greatest challenge to current service 
delivery and requiring most support. These are children from black and minority ethnic 
(BME) communities or refugee and asylum-seeking families, and those with the most 
needs or wholive away from home. Through discussing and highlighting the needs of 
these groups, the review also draws out and makes explicit the issues for all disabled 
children and young people. The review also identifies the most promising directions for 
future research and development.  
 
Two other C4EO reviews on disabled children are also available on the C4EO website. 
These focus on improving outcomes for disabled children through early interventions and 
improving access to positive activities. C4EO will use the main messages from the three 
disabled children reviews to underpin our knowledge sharing and capacity building work 
with children’s trusts and all professionals and agencies working with disabled children and 
their families. This review will be followed by a full knowledge review, which will 
incorporate examples of validated local practice along with stakeholder and client views. 

1.1 What is the issue and why is it important? 

Disabled children and their families have many needs in common both with other disabled 
children and with non-disabled children. However, their circumstances may vary, 
depending on impairment, location, culture, language, ethnicity, means of communication 
or family structure. These factors can influence the extent of the assistance required and 
the best ways of meeting their needs. Effective family-focused services are sensitive to 
diverse needs and adapt their services accordingly. As several commentators observed in 
the literature reviewed, we need to concentrate less on hard-to-reach families and more on 
hard-to-reach services. Currently, some outcomes for the groups reviewed are not just 
poorer than for most other children, but have also been construed as a breach of human 
rights, notably in relation to some children looked after away from home. 

1 

http://www.c4eo.org.uk/themes/disabledchildren/diverseneeds/files/c4eo_diverse_needs_progress_map_summary_1.pdf
http://www.c4eo.org.uk/themes/disabledchildren/diverseneeds/files/c4eo_diverse_needs_progress_map_summary_1.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

1.2 Implications from the research for improving services for all 
disabled children 

• Differentiated responses require more refined ways of establishing the extent to which 
a child is socially restricted.  

• Achieving positive outcomes for a disabled child requires assessing and responding to 
the whole family’s circumstances including any additional difficulties such as poverty. 

• A child’s view of their needs should be included in any assessment rather than simply 
adults’ views.  

• Special educational needs (SEN) are more strongly linked to social disadvantage than 
to ethnicity.  

• While ethnicity should be considered when designing differentiated services, BME 
families’ views on what constitutes good practice is largely similar to that of all parents 
with disabled children. 

• Certain groups of disabled children are disproportionately vulnerable to achieving lower 
outcomes than other disabled children. Allocating greater resources, improving data 
collection and setting realistic targets for these children can raise their outcomes.  

1.3 What does the research show? 

Some of the research findings are specific to defined social groups: 

Disabled children from BME backgrounds 

• Poverty and social disadvantage are the most pressing problems affecting disabled 
children from some BME backgrounds. 

• When compared to other families, intensity rather than the type of services required is 
the main differentiating feature of BME families with disabled children.   
The evidence looked at in this review does not support the widely-held belief that high • 

• orders of genetic 

Disabled children in refugee and asylum-seeking families 

• Data on the prevalence of child disability in refugee and asylum-seeking families are 

levels of informal family support are common in BME communities. 
Some BME communities are disproportionately affected by some dis
origin, low birth weight and psychotic disorders compared to the general population. 

scarce. Families may not report impairments due to perceiving this could affect their 
applications for UK residency status. Needs may, therefore, be hidden. 
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Disabled children with the most complex needs 

These children are defined by either the nature of their impairment and corresponding 
medical support needs or the complexity of the support arrangements they require. 
Different definitions will result in greatly differing estimates of prevalence. 
 
• Children with complex needs are over-represented in residential care, including in 

healthcare settings. They are likely to require additional protective and procedural care. 
• An effective key worker and case co-ordination system is essential. 

Disabled children living away from home 

• The largest numbers of children in residential placements are teenage boys diagnosed 
with emotional and behavioural difficulties, children with more complex needs and 
children with very challenging behaviours. 

• While placement of children under 11 years is not considered desirable, it appears to 
still be widely practised. 

• Most parents and children want placements close to home. 
• Many parents believe that earlier intervention would have prevented the need for an 

away-from-home placement. 

1.4 What works in improving outcomes? 

There is a high degree of consensus in the literature reviewed. However, there was a low 
proportion of high-quality intervention studies and, with this note of caution in mind, the 
main messages are as follows: 
 
• Many disabled children have similar needs but the way these needs are met may 

require differentiating. 
• Specialist skills and knowledge may be required but the capacity for providing a 

differentiated response should be a feature of all mainstream services. 
• Service providers should be sensitive to a family’s culture but they should not assume 

this is the main factor to be taken into account when designing how a need is met.  
• Differentiated services should be flexible and based on an assessment of the whole 

family. 
• The design of a differentiated response should include the services provided by all the 

agencies involved with a particular child; and an understanding of the importance of 
differentiating services should be shared by all agencies and their staff. 

3 



Ensuring services are sufficiently differentiated to meet diverse needs 
 

1.5 What’s missing from the evidence base? 

The review would have benefited from the following information that is currently 
unavailable: 
 
• government-sponsored cross-sectional and longitudinal surveys designed specifically 

to collect data on childhood disability 
• a consistent definition of disability in all surveys 
• intervention studies 
• more literature on BME groups other than South Asian children with learning disabilities 
• studies on disabled asylum-seeking children other than studies of post-traumatic stress 

disorder (PTSD), and resilience factors in asylum-seeking and refugee children in 
general 

• evidence that differentiates between the needs of children with complex needs and 
other disabled children 

• information on the legal status of children living away from home, their outcomes and 
the views of younger children.

4 
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2. Purpose and scope of the review 
The purpose of this knowledge review is to investigate the evidence base on the provision 
of differentiated services to meet the diverse needs of disabled children and young people 
and their families. Following advice from the Theme Advisory Group (TAG), the review 
focuses on the experience of children and their families from groups that pose the greatest 
challenges to current service delivery and require most support. These are children from 
BME communities, children with complex needs, children living away from home, and 
children from refugee and asylum-seeking families. By discussing and highlighting the 
differentiation issues associated with the needs of these groups, the review aims to draw 
out and make explicit the issues for disabled children and young people more generally. 
C4EO will use the review to underpin the support it is providing to children’s trusts to help 
them improve service delivery and, ultimately, the outcomes for all disabled children and 
young people. 
 
The review builds on a scoping study by Waldman et al (2008) that assessed the nature 
and strength of the evidence base, and provided an initial overview of trends in the 
literature. The review aims to provide: 
 
• the best research evidence from the UK – and where relevant from abroad – on what 

works in improving services and outcomes for children and young people; and 
• the best quantitative data on a thematic priority with which to establish baselines and 

assess progress in improving outcomes.  
 

Appendix two details how the research literature was identified and assessed.  
 
This review will be followed by a full knowledge review which will incorporate the best 
validated local experience and practice on the strategies and interventions that have 
already proved to be most effective in helping services improve outcomes. 

 
It is one of three C4EO reviews focusing on disabled children. The other two focus on 
early years interventions and improving access to positive activities. 

2.1 Review questions and definitions 

The review addresses three questions, which were set by the C4EO TAG, a group of 
experts in disability policy, research and practice: 
 
• What do we know about the profile of disabled children in England (by age bands) with 

particular reference to children from BME backgrounds? 
• What does the literature tell us about the specific additional needs of the following 

groups of disabled children?  
o those from BME backgrounds 
o those in refugee and asylum-seeking families 
o those with the most complex needs 
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o those living away from home (excluding looked-after children, as they are the 
subject of another review within C4EO Vulnerable Children theme) 

• How are these needs identified and what evidence is there of different outcomes for 
these different groups? 

• What does the literature tell us about what works to improve outcomes, in what way 
and with what results for these groups? 

 
The following definitions were agreed by the TAG. 
 
For the purposes of this study, we have agreed with the TAG to use the definition of 
disability in the Disability Discrimination Act (DDA) 1995:  
 

‘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 the definition of a disabled child in the Children Act 1989 as:  

 
‘…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’ (GB. Statutes 1989). 

 
Terms to describe members of minority ethnic communities are standardised for the 
purpose of government surveys, but may be used in different ways by different authors.  
For the purposes of this review: 
 
• Black refers to a person of African, Caribbean or Asian origin 
• Minority ethnic refers to a person who has a different ethnic origin from the majority 

community 
• South Asian refers to a person originating from India, Pakistan or Bangladesh, and also 

to an East African migrant originating in the Indian subcontinent. 

 
The term ‘outcomes’ is interpreted broadly in relation to the five Every Child Matters (ECM) 
outcomes: be healthy, stay safe, enjoy and achieve, make a positive contribution and 
achieve economic wellbeing. 
 

6 
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3. Policy context 
The report, Aiming high for disabled children: better support for families (HM Treasury and 
DCSF 2007), addresses three priority areas: access to services and entitlements, 
responsiveness of services and improving service quality and capacity. Some groups of 
disabled children have historically been more disadvantaged than others, and suffered 
from poorer outcomes. In order to ensure that ‘all disabled children and their families can 
benefit from responsive and flexible services as soon as they need them and are included 
in universal services’ (Pinney 2007 p 6), it is necessary for services to identify where 
needs are significantly greater or more complex, and to find ways of responding 
appropriately to ensure a greater equality of outcome.   

3.1 Demography of disabled children and young people 

In order to plan and deliver effective services, both central government and local 
authorities require accurate demographic data on the numbers, needs and circumstances 
of all disabled children. National datasets such as the General Household Survey (GHS) 
(ONS 2009a and b) and Family Resources Survey (FRS) (DWP 2005, 2006) provide data 
on prevalence and type of disability. Local data are collated by the Children Act Register, 
the Children in Need (CIN) Census, which records all children in contact with social 
services departments in a given week, and the Pupil Annual School Census on children 
with SEN. All, however, have considerable limitations.  
 
The National service framework for children, young people and maternity services (DoH 
2004), the Children Act 2004 (England and Wales. Statutes 2004) and the Disability 
Discrimination Act (DDA) 2005 (GB. Statutes 2005) all require substantial improvements to 
the way disabled children and their families are served. These major policy developments 
demand more robust data on disabled children in order to evaluate the planned changes. 
This will be partially achieved through implementing National Indicator (NI) 54, which 
measures the quality of services for disabled children. NI 54 will examine progress 
primarily through questionnaires to parents of disabled children, initially through samples 
from local authorities that have chosen NI 54 as a core indicator and eventually as a full 
national survey. NI 54 is based on the five core elements of Aiming high for disabled 
children (DCSF 2007): good provision of information, transparency in how levels of support 
are calculated, integrated assessment, participation, and accessible feedback and 
complaints procedures. 

3.2 Disabled children from BME backgrounds 

The UK population is predominantly White British but the proportion decreased from 93 
per cent in 2001 to 90 per cent in 2007. Wales, Scotland (97 per cent each) and Northern 
Ireland (99 per cent) have larger White populations than England (88 per cent). London is 
particularly diverse, with only 65 per cent of individuals from White groups. Most minority 
ethnic groups have a younger age structure than the White British population, with the 
Mixed, Black African, Other Black, Bangladeshi and Pakistani groups having the youngest 
age profiles. In 2006, 21 per cent of babies in the UK were born to mothers who had been 
born outside of the UK. In England, 19 per cent of school children in maintained schools 
were from non-White groups, and in London the figure is 53 per cent. There are higher 
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numbers of children in some BME communities than in others. There are also a number of 
factors that, compared to the White British community, elevate the prevalence of some 
impairments and diminish protective factors in some BME communities, thus causing a 
‘double-disadvantage’ (Audit Commission 2003 p 21). In order to promote equality of 
opportunity and narrow the gaps in outcomes, accurate and relevant data on disabled 
children from BME communities have to be available at both local and national levels. 

3.4 Disabled children in refugee and asylum-seeking families 

A refugee is defined  as a person who is outside their own country owing to a well-founded 
fear of being persecuted for reasons of race, religion, nationality, membership of a 
particular social group or political opinion. An asylum seeker is a person who has left their 
country and is seeking refugee status (Rutter 2006). Most families described as refugees 
seek to regularise their immigration status by applying for political asylum. Where asylum 
is not granted, discretionary leave may be granted to unaccompanied children who cannot 
be returned to their country of origin until they reach 18 years of age or until they are fit to 
do so if affected by a serious illness or impairment. A key challenge for those providing 
services for disabled children is establishing accurate information, especially relating to the 
impairment and age of children. 

3.5 Disabled children with the most complex needs 

Agencies working together to provide care for disabled children with complex needs is a 
key government policy. This is a core element in several white papers and recent policy 
documents (Townsley et al 2004). Current relevant initiatives include Removing barriers to 
achievement (DfES 2004b), which encourages joint working between mainstream and 
special schools; the National service framework for children, young people and maternity 
services, which sets measurable standards for children with complex health needs 
(Standard 8) (DoH 2004); Improving the life chances of disabled people (PMSU 2005), 
which sets challenging goals to be achieved by 2025; and Palliative care services for 
children and young people in England (Craft and Killen 2007), which highlights the needs 
of children with life-limiting or life-threatening circumstances.  
 
Available databases cannot give precise details on the numbers and circumstances of 
children with complex needs, not least because of the absence of a workable definition. 
However, if we consider complexity as being associated with the degree, type or 
multiplicity of impairment, there is a general agreement that numbers have substantially 
increased in recent years. This is probably due to the increased effectiveness of neonatal 
care and survival rates of low birth weight babies. There are around 6,000 technology-
dependent children in the UK; numbers of children tube-fed at home increased by 60 per 
cent between 1994 and 1996; and autistic spectrum disorders affect around 60 children 
under eight years old per 10,000 (Lenehan and Harrison 2003/4). Children with complex 
needs may have lifelong care requirements and will be over-represented in the group of 
children in institutional care, often at some distance from home. In this way, they share 
many of the needs and protective requirements of children living away from home (CSCI 
2007). 
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3.6 Disabled children living away from home 

Under the Children Act 1989 (GB. Statutes 1989), authorities pla cing a child in residential 
provision for more than three months must notify the responsible local authority. The 
responsible authority must ens ure the child’s welfare is safeguarded and promoted.  
Section 87 applies similar duties in respec t to  children placed in residential independent 
schools. 
 
The SEN Code of Practice (DfES 2001) strengthens the right of all children with SEN to be 
educated in mainstream schools. Before any long-term residential placement is made, 
there should be a multi-agency assessment centred on the needs and views of the child 
and their family (DfES 2004b). There should also be a clear plan detailing how the 
placement will be reviewed, how the family will be supported, and how family contact with 
the child will be maintained. The plan should also make clear the circumstances under 
which the child is to return home. Current policy stresses the following: 
 
• involving all relevant agencies in decisions concerning residential placements, with the 

option of a child remaining in their family or home community, wherever possible 
• reviewing the reasons for a high-cost placement and whether or not it is due to gaps in 

local services high-cost  
• having a long-term strategy for redeploying resources towards sustainable local 

provision so that more children are able to remain in their home communities. 
 
The groups of disabled children examined here highlight how needs can be differentiated 
as well as the way services respond differently for different children and families. While 
many of the findings are group-specific, the principle of services flexibly and creatively 
responding to the individual circumstances of all disabled children applies to all groups. 
 
Finally, there has been substantial investment in, and commitment to, parent participation 
in the generation and scrutiny of policy and practice at all levels. This process is seen as 
an essential vehicle to ensure that future support structures are more closely focused on 
the needs of families.
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4. What do we know about the profile of disabled 
children in England? 
This section focuses on what is known about the demographic profile of disabled children 
and young people in England by age, gender and BME status. It uses data from five key 
sources (DfES 2006; Lindsay et al 2006; Read et al 2007; DCSF 2008a; and Mooney et al 
2008). There is a particular focus on children from BME backgrounds, and the relationship 
between BME status and SEN/impairment diagnosis.   
Differing definitions and populations surveyed means there is no single dataset, nor indeed 
any combination of datasets, able to give a definitive overview of disabled children in 
England. Even so, the following points are clear:  
 
• Boys significantly outnumber girls in the disabled children population. 
• Census data suggest that disabled children between the ages of five and 18 years are 

fairly evenly distributed across age bands. However, greater variation is reported by 
different statutory services, where the main bulge is in the 12–15 age group; this is 
particularly the case with respect to SEN statements. 

• All datasets report much lower percentages of disabled children under five years of 
age. 

• Some BME groups are disproportionately affected by higher (and also lower) 
prevalence of certain impairments, although the causal factors vary substantially. 

 
Appendix four is a general overview of the profile of disabled children and young people in 
England focusing on socio-economic status, access to support and outcomes. It includes 
tables from the data sources mentioned above. 

4.1 Overall profile of disabled children in England 

An analysis of disabled children in England, funded by the Economic and Social Research 
Council (ESRC) (Read et al 2007), identified 37 different datasets where information on 
the prevalence and profile of disabled children might be located. Datasets were reviewed 
in relation to their ability to both generate useful prevalence estimates of childhood 
disability and capture important characteristics of disabled children’s lives. The differing 
definitions of impairment used in the studies were evaluated.1 The prevalence and profile 
of disabled children vary according to the definition employed. The most common 
definition used in government surveys is that of longstanding and limiting longstanding 
illness (LSI/LLSI). Some surveys, notably the Family Resources Survey (FRS) and the 
Labour Force Survey (LFS), have used a definition of disability derived from the DDA. The 
FRS is currently the only major data source able to provide DDA-defined prevalence 
figures across the age range 0-15 years while the LFS is capable of providing these and 
other data on 16 to 19 year olds (see Table one, Appendix four and Appendix five). 
 

                                            
 
1 Questions asked in the main surveys evaluated are listed in Appendix three. 

10 



Ensuring services are sufficiently differentiated to meet diverse needs 
 

While LLSI is a more useful definition in that it can identify whether or not a LSI limits a 
child’s activities or lifestyle, the extent and nature of any limitation cannot be fully captured. 
The only main government survey to collect any information pertaining to extent of 
disability is the General Household Survey (GHS). The GHS asks respondents to report on 
whether their children’s activities are ‘limited’ or ‘strongly limited’ by an illness or disability. 
 
The appendices in Read et al’s (2007) review provide full details of all data sources 
reviewed, questions asked, methodology used, social and demographic data collected, 
along with coverage and sample size.   
 
In 2007, the Thomas Coram Research Unit (TCRU) surveyed all directors of children’s 
services in England to establish the numbers and characteristics of disabled children and 
the services provided for them (Mooney et al 2008). The response rate was 77 per cent 
(n=150). The report concluded that the number of disabled children in England was 
between 288,000 and 513,000 with an average percentage reported by local authorities of 
between 3 per cent and 5.4 per cent. In any individual local authority, it was suggested the 
most accurate figure would fall somewhere between the total numbers of children with a 
SEN statement and those in receipt of disability living allowance (DLA).    
 
While the percentages of disabled children by ethnic group fairly closely match the 
population by ethnicity in the 2001 Census, the numbers of BME children reported by local 
authorities in the TCRU survey are greater than expected, especially for the Black group 
(see Table two in Appendix four). This figure is similar to that in the 2005 Children in Need 
Census (DfES 2006), where disabled children were calculated to be 15 per cent of all 
children in need. It should be noted that the 2001 Census figure includes all children in 
England; the other three data sources in Table two only include those disabled children 
who have been identified as such and are in contact with statutory services. The figures 
illustrate the large gender bias towards males and the increase in prevalence associated 
with age. 

4.2 Age 

Tables three and four show the number of disabled children by age bands. The data are 
drawn from five surveys carried out between 2001 and 2008. 
 
Table 3. Family Resources Survey 2004/05 
Children with DDA-defined disability n % 
Age 
0–4  
5–11  
12–15  
16–18  

 
129,074 
409,862 
302,485 
111,320 

 
3.7 
8.2 
9.5 
8.5 

Source: Adapted from Read et al 2007 p 48 
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Table 4. Multiple surveys of disabled children 2001–2008 (%) 
 Thomas Coram 

Research Unit 
survey 2008 

Children in Need 
Census 2005 

SEN statements 
2007 

Census 2001 

Age 
   0–4 
   5–11 
   12–18 

 
  8 
43 
49 

 
10 
38 
52 

 
  4 
36 
61 

 
25 
38 
37 

Source:  Mooney et al 2008 p 47 
 
As noted above, surveys of different populations carried out for different purposes will 
produce different results. The most notable variation is the much higher percentage of 
disabled children under five years of age identified in the 2001 Census. This may be seen 
as a more reliable figure than the others as the other datasets are concerned with service 
eligibility rather than population prevalence. A bulge in those above 12 years old is a 
feature of all these other datasets. 

4.3 Gender 

Figures in Tables five and six, from the same five data sources, illustrate the large 
male/female disparity. 
 
Table 5. Family Resources Survey 2004/05 

Children with DDA-defined disability n % 
Sex 
  Boys 
  Girls 

 
583,278 
369,463 

 
8.8 
5.8 

Source: Adapted from Read et al 2007 p 48 
 
Table 6. Multiple surveys of disabled children 2001–2008 (%) 

 Thomas Coram 
Research Unit 
survey 2008 

Children in Need 
Census 2005 

SEN statements 
2007 

Census 2001 

Gender 
   Male  
   Female 

 
69 
32 

 
65 
35 

 
73 
27 

 
51 
49 

Source: Mooney et al 2008 p 47 
 
The predominance of boys over girls is again more notable in the datasets that concern 
service eligibility and use rather than population prevalence. 

12 



Ensuring services are sufficiently differentiated to meet diverse needs 
 

4.4 Ethnic status 

All ethnic categories used in this section are the terms used in the reports cited.  
 
The fourth national survey of children in need (DfES 2006) was conducted in 2005. The 
survey included all children in need with whom the 150 local authorities in England were in 
contact during the Census week, as illustrated in Table seven. 
 
Table 7. Distribution of children in need: by ethnic category and disability 
Ethnic 
group 

Disabled children 
n                   % 

Non-disabled children 
n                           % 

Total children in need (n) 
 

White 27,700         16 145,300               84 172,900 
Mixed    1,300         10 11,900                 90   13,200 
Asian   2,100         23 6,900                   77     9,000 
Black   1,600         10 14,300                 90   15,900 
Other    480           10 4,300                   90     4,800 
Not stated    970             5 17,800                 95   18,800 
Total 34,100         15 200,500               85 234,700 

Source: DfES 2006 
 
These figures appear to illustrate substantial variations in the prevalence of disability in 
some ethnic groups, especially Asian children. However, it is important to note that these 
figures represent reported service use, not population prevalence.    
 
A Statistical First Release (SFR) (DCSF 2008a) brought together information on pupils 
with SEN in England. In January 2008, 17 in every 1,000 White pupils and a similar 
number for pupils of Mixed ethnic origin had statements of SEN in primary schools. For 
Black pupils in primary schools the figure was 19 in every 1,000. In secondary schools, 21 
in every 1,000 White pupils had statements, a similar proportion as for Mixed and Black 
secondary school pupils. These figures were similar to those in all ethnic categories.  
 
The proportion of pupils with statemented SEN was greatest among Traveller of Irish 
heritage (around 29 per 1,000 in primary schools and 66 per 1,000 in secondary schools) 
and Gypsy/Roma ethnic origin (around 25 per 1,000 in primary schools and 61 per 1,000 
in secondary schools). In both primary and secondary schools, the lowest occurrence of 
SEN (with and without statements) was generally found in pupils of Chinese and Asian 
ethnic origins. However, the report recommends caution when interpreting these data due 
to the small numbers involved. See Tables eight and nine in Appendix four which illustrate 
these results for primary and secondary school pupils. 
 
A study on SEN and ethnicity (Lindsay et al 2006) examined the over- and under-
representation of pupils from BME groups by different impairment diagnoses. This study 
conducted an analysis of the 2005 Pupil Level Annual School Census (PLASC) data 
comprising 6.5 million pupils in maintained schools. There was clear evidence of over- and 
under-representation of some minority ethnic groups among the SEN group in general and 
among some categories of SEN. While differentiation by ethnic groups on grounds of 
poverty is well supported, both Lindsay et al (2006) and Read et al (2007) conclude that 
when socio-economic status and gender are taken into account, variation in prevalence 
between ethnic groups is a less prominent factor, as illustrated in Figure one. 
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Figure 1. Overall SEN rate: comparison of odds ratios for each ethnic group before 
and after adjusting for other pupil background factors2
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Source: Lindsay et al 2006 p 34 
 
This illustrates the odds ratio of each ethnic group being categorised as having SEN, after 
adjusting for ethnic group, gender, year group, free school meals (FSM) and the Income 
Deprivation Affecting Children Index (IDACI). The comparison is with a benchmark of 1.0 
for White British children. The greatest risk for SEN diagnosis is experienced by Irish and 
Roma Traveller children, followed by Black children. The study concluded that poverty and 
gender have stronger associations than ethnicity with overall prevalence of SEN and of 
certain categories of SEN. However, after controlling for these variables, significant over- 
and under-representation of different minority ethnic groups relative to White British pupils 
remain. The nature and degree of these differences vary across category of SEN and 
minority ethnic group. These ratios are illustrated in Table 10, with each figure being a 
comparison to a White British base of 1.0. 

                                            
 
2 The y-axis has been capped so 3 indicates an odds ratio of at least 3:1. 
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Table 10. Differences in odds ratios of SEN prevalence and SEN subcategory 
prevalence: by ethnic group (base: White British)  
Ethnic SEN MLD SLD PMLD SpLD BESD ASD HI PD VI SLCN 

Traveller 2.5 3.3 2.0  2.0 1.7 0.19     

Traveller 2.5 3.5 1.5 2.4   0.38 2.0    

Mixed White 
Caribbean 

0.93     1.5      

Indian 0.50     <1.0      
Pakistani    2.4 0.36 0.29 0.46 2.5  2.5  
Bangladeshi 0.48 0.51   0.43 0.18 0.39 1.7 0.58   
Other Asian 0.50     <1.0      
Black 0.63 0.47   0.47 0.60   0.63   

Black 1.1     1.5      

Black Other  0.60       0.60 0.60  
Chinese 0.54 0.30   0.29 0.38   0.37  2.2 
KEY: 
SEN Special educational needs HI Hearing impairment 
MLD Moderate learning difficulties PD Physical difficulties 
SLD Severe learning difficulties VI Visual impairment 
PMLD Profound and multiple learning 

difficulties 
SLCN Speech, language and communication 

needs 
SpLD Specific learning difficulties   
BESD Behavioural, emotional and social  

difficulties 
  

ASD Autistic spectrum disorder   

Source: Lindsay et al 2006; table created from data given on pp 40-41 

 
Reasons for the variation in prevalence rates of impairment types between ethnic groups 
is a contested area. A range of reasons has been suggested including varying access to 
healthcare, referral mechanisms and diagnostic procedures, genetic and cultural factors, 
erroneous identification of language problems with learning disability, institutional racism, 
bullying and teacher attitudes. However, the lack of consistent patterns indicates that 
causal factors will differ both in type and in effect size. We should be cautious in attributing 
over- or under-representation in particular SEN categories to ethnic group membership 
alone. 

4.5 Unanswered questions 

Of the datasets evaluated by Read et al (2007), nine were classified as cross-sectional 
surveys, nine were panel and cohort studies, seven were administrative databases and 
four were sentinel condition databases addressing specific conditions. The unanswered 
questions and key gaps requiring attention by commissioners and researchers were 
identified as: 
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• No government-sponsored population survey (cross-sectional and longitudinal) is 
designed specifically for collecting data on childhood disability.  

• While cross-sectional designs are effective at estimating prevalence of childhood 
disability and association with important variables such as socio-economic status, 
longitudinal studies are needed to examine causal relationships and life course 
narratives.  

• The Children in Need Census records only those disabled children in contact with local 
authorities at the time of the census and, thus, cannot be used for reliable population 
estimates. 

• National registers of deaf, hard of hearing and sight-impaired people are not 
comprehensive in their coverage, although the UK cerebral palsy register is likely to be 
a more reliable source of prevalence.   

• No datasets have refined ways of establishing the extent of restriction experienced by a 
child. 

• The majority of the datasets collect information on children by proxy from adults and 
not from children themselves. 

• Few surveys take account of how the age and development of children may shape 
functioning and ability. 
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5. What the literature tells us about the specific 
additional needs of particular groups of disabled 
children  
This section examines what the literature tells us about the specific additional needs of 
disabled children from BME backgrounds, refugee and asylum-seeking families, those with 
the most complex needs, and those living away from home (excluding looked after 
children). It also looks at how these needs are identified and what evidence there is of 
different outcomes for these specific groups. 

5.1 Children from BME backgrounds 

Key messages 
• While children from some BME backgrounds may have additional needs arising 

from biogenetic or cultural factors, differentiation in need is more usually associated 
with intensity of need, based on multiple disadvantages. 

• Accurately identifying need could be assisted by sensitive and detailed assessment 
of needs rather than just relying on parental self-reports. 

• Studies of outcome for disabled children from BME backgrounds are largely missing 
from the research literature. 

 
Conclusions concerning disabled children from BME backgrounds are drawn from data in 
27 UK studies. The studies primarily involve surveys, and most use samples that have not 
been selected systematically. Summaries of these studies, and those that are referred to 
later in this section, are in Appendix one. There is a substantial body of research 
identifying additional difficulties affecting some BME groups including poor health, higher 
prevalence of certain impairments and multiple disadvantages. However, the research 
base is stronger on problems than on needs and disproportionately focuses on learning 
disability and Muslim South Asian populations. There is research on good practice when 
assessing needs, but outcome studies based on intervention research are largely absent 
from the literature reviewed. 

Additional needs – what are they? 

This discussion on demography has highlighted the need for caution when attributing a 
particular level or type of disadvantage to BME status. Nonetheless, some illnesses and 
impairments disproportionately affect England’s minority ethnic groups. These disparities 
include disabling conditions of genetic origin, notably thalassaemia and sickle cell 
disorders, severe learning disabilities resulting from consanguinity (where a child’s parents 
are related, most commonly first cousins) and those associated with low birth weight. The 
prevalence of sickle cell disorders and thalassaemia among sections of the African, 
Mediterranean, Middle Eastern, African Caribbean and Asian communities is higher than 
the prevalence of the genetic disorders cystic fibrosis and phenylketonuria among White 
populations. Despite this, services for BME children affected by genetic disorders have 
been historically less well developed (Ahmad and Atkin1996). Studies comparing disabling 
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conditions in children from different ethnic groups have consistently noted higher 
prevalence of some disabilities in Pakistani communities (Morton et al 2002), as illustrated 
in Table 11.  
 
Table 11. Prevalence of categories of disability for different ethnic groups 

Group Number observed Estimated prevalence per 
1,000 population 

Severe learning defect 
    Mixed group3

    Indian 
    Pakistani 

 
42 
 7 
27 

 
3.38 
1.99 
9.91 

Severe and profound hearing loss 
    Mixed group 
    Indian 
    Pakistani 

 
 8 
 1 
10 

 
0.64 
0.29 
3.27 

Partially sighted or registered blind 
    Mixed group 
    Indian 
    Pakistani 

 
 4 
 1 
 4 

 
0.32 
0.29 
1.47 

Language disorder 
    Mixed group 
    Indian 
    Pakistani 

 
57 
 8 
 5 

 
4.58 
2.28 
1.84 

Autism 
    Mixed group 
    Indian 
    Pakistani 

 
 9 
 2 
 7 

 
0.72 
0.57 
2.57 

Cerebral palsy 
    Mixed group 
    Indian 
    Pakistani 

 
27 
 2 
 7 

 
2.17 
1.57 
2.57 

Source: Morton et al 2002 p 89 
 
These disparities, particularly notable with severe learning disability, have been attributed 
to the greater likelihood of first-cousin marriage within Pakistani communities, although it 
should be noted that the effect size of consanguinity appears similar to that of childbirth 
post-40 years, an increasingly common choice for the general population of women. The 
impact of consanguinity on the prevalence of neuro-disability appears considerable 
(Morton et al 2002.) This secondary analysis of data from South Derbyshire child health 
records concluded that Pakistani children showed a higher prevalence than the other 
groups of severe learning disorder, severe and profound hearing loss and severe visual 
problems. They also had a slightly increased prevalence of autism and cerebral palsy. 
Conversely, they showed a lower prevalence of language disorder. Disability scores for 
Pakistani children were higher than for other groups. Genetic disease causing disability 
was 10 times more common in Pakistani children than other ethnic groups, probably as a 
result of consanguineous marriages. 
 

                                            
 
3 The Mixed group was 95 per cent of European origin. 
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Babies born to mothers from the Indian subcontinent have lower mean birth weights 
compared to the general population, a trend that has persisted through several post-
migration generations. This substantially increases the risk factors for developmental 
delay, diabetes and heart disease. Children of East African migrants of Indian origin and 
Sikhs appear the most vulnerable, Muslim mothers less so. A retrospective cohort study of 
2,395 full-term births concluded that for babies born either in the UK or India to Indian 
mothers, there was no trend over time to increased average birth weight in either first- or 
second-generation babies (Margetts et al 2002). Adjusting for other factors that were 
statistically significantly related to birth weight did not alter the trends. For babies with 
mothers who derive from the Indian subcontinent, average birth weight is significantly less 
than the national average. There has not been any increase in the average birth weight 
over the past 40 years. The persistence of lower-than-desirable birth weight may result in 
the long term in higher than average rates of diabetes and heart disease in these groups. 
 
Other illnesses and impairments disproportionately impacting on BME communities are of 
more contested causality. Substantially higher representation of Black adolescents with 
diagnosed psychotic disorders has been noted in psychiatric inpatient settings (Tolmac 
and Hodes 2004), although the frequent presence of recent migrants and refugees among 
this population suggests a strong environmental trigger. While Black children are 
disproportionately excluded from school, there is little difference between the adaptive 
functioning of children receiving special education from different ethnic groups (Bickerton 
et al 1995). 
 
High levels of poverty is one of a number of factors that have been identified as 
consistently differentiating the needs of children from some BME backgrounds. When 
measures of child poverty, such as entitlement to FSM and income deprivation, are 
analysed by ethnicity, clear differences emerge between ethnic groups. Particular 
disadvantages accrue to children of Bangladeshi background, along with children from 
Irish Traveller and Roma communities, as illustrated in Table 12. 
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Table 12. Socio-economic disadvantage: by ethnic group (all children) 
Ethnic group FSM (%) Income Deprivation Affecting 

Children Index (mean score) 
White British 14.1 -0.11 
White Irish 20.5 0.13 
Traveller of Irish heritage 64.8 0.59 
Gypsy/Roma 50.8 0.29 
White other groups 21.3 0.14 
Mixed White and Black African 28.8 0.43 
Caribbean 32.8 0.51 
Mixed White and Asian 19.1 -0.03 
Any other mixed background 24.1 0.25 
Indian 11.9 0.15 
Pakistani 33.8 0.67 
Bangladeshi 47.1 1.08 
Any other Asian 21.2 0.29 
Black African 43.8 0.95 
Black Caribbean 30.0 0.85 
Black other groups 35.9 0.82 
Chinese 11.0 0.04 
Any other ethnic group 38.5 0.63 
Unclassified 16.8 -0.07 
TOTAL 16.8 0.00 
Source: Lindsay et al 2006 p 30 
 
The association between ethnicity and disadvantage is replicated in families with disabled 
children. Compared to the general population of disabled children and their families, 
families from South Asian communities in particular experience more material 
disadvantage, less awareness or use of specialist disability services, and higher levels of 
physical and mental ill-health, particularly depression and anxiety (Hatton et al 2002, 
2004). A number of studies have stressed the lack of any evidence base for the widely 
held belief that families, particularly those originating from the Indian subcontinent, enjoy 
higher levels of informal support; the converse, in fact, is a more often noted finding (Shah 
1995; Fazil et al 2002). 
 
The most common theme differentiating the needs of disabled children from BME 
backgrounds and their families from White children is one of degree rather than type. The 
literature suggests that the needs of most families are essentially similar: it is the capacity 
and willingness of services to respond where the differentiation lies. A comparison of the 
needs and circumstances of Black (n=600) and White (n=1,000) families through surveys 
(Chamba et al 1999) reported that compared to White families, BME families were more 
disadvantaged, had higher levels of maternal unemployment, received lower levels of 
extended family support (notably Indian and African Caribbean families), received fewer 
short breaks and had higher levels of unmet need. Differentiation with White families lay 
not in the type of needs, which were similar, but the extent to which these needs were met. 
Half of White families reported four or more unmet needs while half of the BME families 
reported seven or more. The study concluded that major needs deficits for BME families 
were help with learning, communication, physical activities, access to leisure and social 
events, learning about culture and religion, and emotional support.  
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Similarly, while housing needs for all families with disabled children have common 
features, there are substantial disparities between the numbers of problems reported by 
parents in different communities (Beresford 2007), as illustrated in Table 13. 
 
Where linguistic, cultural and religious needs are accommodated, both BME and White 
families define elements of good practice in similar ways. For example, disclosure of 
impairment (Hatton et al 2003) and the organisation of short breaks (Flynn 2002). Black 
families have many of the same needs as White families and require similar skills and 
competencies in workers (Shared Care Network 2006 p 17). 
 
The additional needs of disabled children from BME communities may originate in 
environmental, cultural, genetic or institutional factors. These factors, together with the 
individual circumstances of the family, are likely to interact with each other and exert 
different weights. What is clear from the literature is, regardless of its genesis, 
disadvantages for disabled BME children are compounded by a combination of ethnicity 
and impairment. Differentiation, however, is often more evident in the response to BME 
children’s needs than in the actual needs themselves. 
 
Table 13. Housing problems experienced by families with a disabled child (%) 
Problem area Black/African 

Caribbean 
Indian 

 
Pakistani/ 

Bangladeshi 
White 

 
Family space 64 57 77 53 

Size of toilet/bathroom 41 57 56 41 

No second toilet/bathroom 41 50 58 40 

Space to do therapies 40 38 48 37 

Location 39 28 38 38 

House condition (cold, damp) 31 37 45 24 

Lack of downstairs toilet/bathroom 24 32 40 32 

Access in and around the home 21 38 36 32 

Carer needs (lifting, handling) 26 26 26 31 

Space for storing equipment 27 31 31 19 

Safety inside  6  3  3   3 

Source: Beresford 2007 p 3 

 
How are these needs identified? 

Both primary legislation and practice guidelines address additional requirements pertinent 
for identifying need in BME communities. The Children Acts 1989 and 2004 (GB. Statutes 
1989; England and Wales. Statutues 2004) require statutory authorities to take into 
account children’s cultural and religious needs. Safeguarding children stresses the need 
for effective linguistic communication in order to ascertain children’s wishes (Ofsted 2008). 
Identifying need and removing discriminatory barriers are mandated by the Disability 
Discrimination Acts 1995 and 2005 (GB. Statutes 1995, 2005) and The Race Relations 
(Amendment) Act 2000 (GB. Statutes 2000), and give public authorities a duty to consult 
and monitor the impact of their policies on BME communities. Diversity Matters (Simon 
2006) is a guide that includes examples of successful projects, tips on what to look for 
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when setting up and delivering a service, possible challenges, common experiences that 
have led to success, practical suggestions, summaries of key legislation and policy with 
implications for practice, and a list of useful resources and references. 
 
The last decade has seen an increasing number of studies that have explored the views 
and needs of BME children, young people and their parents. While the skewed distribution 
of BME communities in England and wide variations within, and between, these 
communities renders generalisations both unreliable and inadvisable, the literature does 
contain certain common themes. A frequent finding is the difficulty caused by the lack of 
resources in a language or format that all families can understand. This has been noted in 
relation to early support materials (Temple et al 2008), information about services (Hatton 
et al 1998) and staff (Sim and Bowes 2005). This has often resulted in families, rather than 
services, being perceived as ‘hard to reach’. A failure not just to understand but also to 
value the ways in which some BME communities may think about and respond to 
disability, may leave parents feeling misunderstood and unsupported (Croot et al 2008). 
 
An inability to accommodate the needs and perspectives of BME communities is not 
confined to the statutory service sector. For example, deaf communities promoting deaf 
culture may simultaneously diminish the importance of ethnic identity (Jones et al 2001). 
Group (n=14) and individual (n=27) interviews with young Asian deaf people (mean age 
15.7 years) exploring engagement with services concluded that the welfare state exerts a 
form of social control over them by privileging spoken language ahead of sign language, 
and western norms over other cultural values. Young Asians have multiple identities and 
the marketing of a global ‘deaf’ identity, which demands a primary allegiance, may fail to 
accommodate religious and ethnic differences. 
 
Communication difficulties can also result in inaccurate and inappropriate diagnoses. For 
example, misinterpreting frustration at being unable to communicate needs as challenging 
behaviour (Chung et al 1999). Lower levels of awareness, information, education and take-
up of services are likely to be found in BME communities (Broomfield 2004).  
 
Studies interviewing young BME disabled people have found strong and positive ethnic 
identities but a high degree of consciousness of stigma and discrimination associated with 
disabilities (Bignall and Butt 2000). Young BME people from South Asian communities 
describe restricted social networks, as is the case with other young disabled people. 
However, this is often compounded in these communities by a desire to maintain religious 
and cultural identity while also having a more independent European lifestyle (Azmi et al 
1997).  

Is there evidence of different outcomes? 

Differences in outcomes may arise from differences in expectations. Parents and young 
people may need to choose between specialist services for disabled BME children offering 
greater cultural sensitivity and better resourced mainstream services. Similarly, models of 
service that stress independence, advocacy and disabled identity may require both 
parents and disabled children to conform to an ideology that may be at least partly alien to 
their perceived needs (Mir et al 2001). Mir et al’s review of learning disabilities and 
ethnicity, commissioned by the Department of Health, concluded that BME communities 
face substantial inequalities and discrimination in employment, education, health and 
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social services. The higher prevalence of learning difficulties in some South Asian 
communities is linked to similarly high levels of material and social deprivation, poor 
access to maternal healthcare, misclassification and higher rates of environmental or 
genetic risk factors. People with learning difficulties from BME communities can 
experience simultaneous disadvantages in relation to race, impairment and, for women, 
gender, compounded by negative professional stereotypes and attitudes. Empowering 
parents and disabled children may require facilitating ethnic-specific services or 
processes, for example, with respect to advocacy (Fazil et al 2004) or peer-group support 
(Bignall 2003). 
 
Overall, studies identify similar factors associated with positive outcomes for BME families, 
including: 
 
• an efficient, timely and linguistically appropriate disclosure process 
• a collaborative relationship between the family and the service, which recognises any 

cultural differences and uses these as a source of strength 
• strong links with support groups and other sources of informal support 
• specific targeting of BME communities 
• working with partnership organisations  
• a workforce that includes staff from different ethnic backgrounds  
• interpretation and translation services. 

5.2 Children in asylum-seeking families 

Key messages 
• In the absence of any research literature, the main need is for information on the 

numbers and circumstances of disabled children from asylum-seeking families. 

• Care should be taken not to routinely attribute any detected psychological disorders 
to only past experiences – current circumstances should also be considered. 

• Protective factors are likely to be based on processes highlighted by the research 
literature on resilience. 

  
is drawn from seven UK studies and one non-UK literature review. No study was located 
that discussed the situation of disabled refugee or asylum-seeking children, though a 
substantial literature base exists on refugee children affected by PTSD. 

Needs, identification and outcomes 

The only identified primary research studies associated with children in asylum-seeking 
families were concerned with mental health, primarily PTSD and other psychological 
disorders believed to be the result of exposure to traumatic events. No primary data on 
any other impairment from epidemiological, intervention or case studies were located. It is, 
therefore, not possible to discuss differentiated needs, needs identification and outcomes 
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in any other than the broadest terms. The literature does not usually distinguish between 
refugees and children from families seeking asylum. 
 
While some studies (Tufnell 2003; Fazel and Stein 2005) and the one (non-UK) literature 
review (Lustig et al 2004) find higher levels of some psychological disorders in refugees 
and asylum-seeking children, the evidence largely comes from clinical inpatient samples or 
from non-blinded assessment by teachers. However, some studies find equivalent rates of 
psychological disorder in control groups and in some refugees are less likely to experience 
psychological disorders than matched non-refugees (Hodes and Tolmac 2005). Overall, 
the longitudinal data we have indicate high levels of recovery.  
 
Factors which reduce the likelihood of suffering from psychological disorders are strongly 
related to opportunities for agency, cultural continuity and maintenance or recovery of 
parental wellbeing (Hodes 2000; Kohli and Mather 2003). A strong critique of excessive 
use of PTSD diagnosis has been made, with some commentators expressing scepticism 
over its use and suggesting that refugee children do not suffer long-term disadvantage 
compared to other groups (Rutter 2006). This view suggests that greater emphasis should 
be put on current disadvantages rather than past trauma. Teachers, in particular, should 
be careful not to attribute problems at school to possible PTSD without considering other 
precipitating causes.  
 
There is a growing awareness of the multiple sources of disadvantage and discrimination 
experienced by disabled people from minority ethnic communities. However, the particular 
experiences of disabled people in refugee and asylum-seeking communities have hitherto 
been overlooked. An overview of adult disabled asylum seekers and refugees in the UK 
(Roberts and Harris 2002) suggested that while there is no official source of data on the 
prevalence of impairments and chronic illness among refugees and asylum seekers in the 
UK, estimates range from three to 10 per cent. With information provided by 44 refugee 
community groups and disability organisations, over 5,300 disabled refugees and asylum 
seekers were identified. While each person had a different story to tell, common themes 
emerged.  
 
Many people’s personal care needs were not met and they struggled to cope in 
inappropriate and unsuitable housing. Isolation was common, not only as a result of 
physical barriers to participating in everyday life, but also because of communication 
difficulties or separation from social and familial networks. Unmet communication needs 
were also prevalent. Accessing English lessons was difficult for some people, while others 
lost language skills following brain injuries. Deaf refugees and asylum seekers found it 
difficult to get lessons in a sign language other than the British Sign Language (BSL). 
Service providers not understanding communication, cultural and linguistic issues could 
compound the problems. A number of the disabled refugees and asylum seekers 
participating in the research were parents receiving support needs in terms of their 
parenting role. The study acknowledged the absence of any data on disabled refugee 
children, and urged for future research to be undertaken. 
 
Although not based on primary data, some good practice guidelines (Simon 2006 p 23) are 
offered for services working with disabled refugees or asylum seekers. This includes 
knowing: 
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• the child’s language, ethnic and cultural group  
• the services and benefits to which a disabled child is entitled 
• the child’s immigration status 
• whether the child would prefer support from someone who is of the same gender 
• if there is a staff member with the same language or cultural heritage and, if not, where 

such a person can be found, if this is what the child would like  
• where to access information on the situation in the country that the disabled child has 

come from, the child’s needs, and issues affecting disabled children 
• whether disabled children have a ‘hidden’ disability such as a hearing or visual 

impairment. Medical intervention may have been expensive in the country of origin, and 
some children may hide impairments through fear of being different or adversely 
affecting their immigration status 

• if a disabled child has a communication impairment, and how to get assistance with 
communicating with them.  

5.3 Children with the most complex needs 

Key messages 
• Additional needs are likely to be based on the extent or rarity of the child’s 

impairment. 

• Identifying needs will require a co-ordinated and multi-agency response. 

• Outcome studies are largely absent from the literature: the main source of data is 
parental views. 

 
This subsection draws from17 studies and reports, all from the UK except one. It is not 
always clear what criteria were used to define a child as having ‘complex needs’. The most 
common approach is to locate ‘complexity’ in the response required; hence, much of the 
literature discusses complex needs in the context of case co-ordination or key worker 
services. As with the previous groups of disabled children, outcome studies are notable by 
their absence and the material reviewed comprises either good practice guidelines or 
surveys of parents’ views. 

Additional needs – what are they? 

Children with complex needs may: 
 
• have severe and profound disabilities (including sensory impairments) 
• have epilepsy 
• have an autistic spectrum disorder 
• present with behaviour that challenges carers and services 

require a carefully co-ordinated multi-agency response. • 
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They may also need medical and nursing services including physiotherapy, occupational 

 used at 

 practice, the additional needs derived from ‘complexity’ are driven by the disabled child 

on 
d, 

‘Policy makers and professionals tend to use the word “complex health and support 
d 

From this perspective, some children need complex responses and hence it is the quality 

ssociating complex needs with service co-ordination has resulted in a number of 
 and 

l 

ild and 

arent  remain the primary source of information about the needs of their disabled 
 and 

 

lies 

sire for 

issues are considered. 

therapy, speech and language therapy, and orthopaedic services. Those who are 
technology dependent will require substantial additional support including help to 
communicate their needs and wishes (DoH 2001). Common medical technologies
home include parenteral and enteral nutrition, intravenous drug therapy, mechanical 
ventilation, colostomy and urethral catheterisation (Townsley et al 2004). 
 
In
and their family requiring support from a variety of service. Consequently, the literature’s 
emphasis is on the effectiveness of multi-agency operations. By definition, children with 
complex needs and their families are likely to be in contact with a complex network of 
services including child health, education, social care, leisure and housing. These are 
delivered by both the statutory and non-statutory sectors. The resulting inter-agency 
assessment procedures have been highlighted through the introduction of the Comm
Assessment Framework (Boddy et al 2006). Nonetheless, complexity can be externalise
as is typically done by those working from the perspective of the social model of disability:  
 

needs”, but it is not really people’s needs which are “complex”; rather the systems an
services they have to negotiate to get their needs met are complex’ (Morris 1999 p 7).  
 

and structure of support services, rather than the child, that are the focus of our attention. 
 
A
approaches based on improving inter-agency co-operation. Some disabled children
families require regular and frequent services over many years from a large number of 
professionals. Often, the task of rationalising services falls to parents, causing additiona
stress. The Team around the Child (TAC) is an approach to multi-agency service 
coordination. In this model, the professionals who already work closely with the ch
family meet regularly to share observations, agree a joined-up service plan and review 
progress. Each individual TAC has a leader who is the family’s key contact (Limbrick 
2001).  
 

sP
children (Mencap 2001). Some studies focus on the maternal perspective (Redmond
Richardson 2003). Differentiating between the needs of children with complex needs and 
other disabled children is not simple. Effective family support for all disabled children has 
similar features (Limbrick-Spencer 2000). Nonetheless, a small number of studies examine
how the outcomes  children with complex needs compare to those desired by other 
children. A survey of children with complex health needs and their parents in 50 fami
through semi-structured interviews, Rabiee et al (2005), found that many had the same 
aspirations as non-disabled children. These aspirations included having friends and 
interests, acquiring self-care skills and future independence, feeling confident and 
respected by others, and experiencing success and achievement. However, key 
differences also emerged. For example, the ability to communicate is the prime de
most children with a communication impairment. For many children with complex health 
needs being comfortable and not in pain are the priority aspirations before any other 
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How are these needs identified? 

Families of children with complex needs come into contact with many service providers on 
r child’s developing years. This places a premium on 

service co-ordination, requiring a systematic effort to delivering family-centred services 

 

d. Co-ordinating services 
rough key workers is regarded as a crucial strategy for identifying and meeting the needs 

families, and a link by which 
ther services are accessed and used effectively (Cavet 2007). Key workers are 

this role, 
f 

, all 

 
itional points or subject 

 diagnostic procedures, and those living in stressed or unsupportive environments. 

act as a single point of reference for information for both families and other services 
ly 

ds 

• s for co-ordinating support from different agencies 
o needs and family 

whom they often depend during thei

and creating partnerships between families and professionals, among professionals, and 
between agencies. Despite varying types and causes of impairments, the impacts of these
conditions on children and their families have much in common.  
 
The issues faced by a child with complex needs are experienced by the whole family, 
which should influences how  services are structured and delivere
th
of both the child with complex needs and their families.   
 
The Care Co-ordination Network UK (CCNUK) defines a key worker as someone who is 
both the source of support for disabled children and their 
o
responsible for working with both the family and service professionals, and for ensuring 
delivery of an inter-agency care plan for the child and their family. Research to date 
suggests that there is no particular profession whose members are best suited to 
and that systemic factors, such as training, supervision and time allocation, have more o
an effect on key workers’ effectiveness than their professional background. However
key workers must be able to make home visits and not be professionally required to put 
statutory considerations above their role as a family’s advocate.  
 
Priorities for key worker services are children with complex or high levels of need who are
likely to be in touch with a large number of services, those at trans
to
Specific benefits noted, following the introduction of key worker services, are better 
relationships with services, better and quicker access to financial and environmental 
statutory and discretionary benefits, and reduced levels of stress. 
 
In summary, English policy guidance suggests key workers: 
 
• 

help identify the needs of the disabled child and their fami• 

• regularly review support arrangements as understanding of a child’s abilities and nee
develops 

• have regular, long-term contact and continuous support 
be a mean

• provide personal or emotional support, and be sensitive t
circumstances 
help enable families to access and receive relevant services • 

• help families to look forward to the child’s next stage of development and anticipate 
service needs 
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• have a role in implementing the plan (Cavet 2007 p 7). 
 

changes of friendship and 
p  (Law 2004) suggests that 

es, it should be noted that, according to the 
reaks, the second most common group of 

 
 

rom 
-ordination of services and a failure to properly plan, 

 

 the 
st recent 

re 
 

children) 

 Many children living away from home are also children with complex needs; they 
portionately male and are likely, sometimes in additional to other 

• rs will, 
identified and 

• 

Effective multi-agency work is not primarily bureaucratic: ex
u port between professionals is crucial. A Canadian studys

flexible management that minimises formal rules and guidelines is the most significant 
factor in inter-agency collaboration. 

Is there evidence of different outcomes? 

While this review excludes short-break servic
fourth national survey of family-based short b
children waiting the longest for short-break services was children of any age with complex
health needs, or moving and handling needs (Cramer and Carlin 2008). This situation has
changed little since the previous major study, which reported that the children most likely 
to be waiting for short-break services were those regarded as ‘hard to place’ because of 
their challenging behaviour or complex healthcare needs including feeding by gastrostomy 
or nasogastric tubes, catheterisation or the administration of rectal diazepam for the 
control of epilepsy (Prewett 2000). 
 
Transition planning between child and adult services has been reported as suffering f

adequate commissioning, poor coin
resulting in anxiety, delays, multiple assessments and confusion. Young people with 
complex needs and their families are experiencing considerable difficulties when the 
young person reaches adulthood and moves from children’s services to adult services. 
Examples of positive practice (CSCI 2007 p vi) include personal advisers, partnership
initiatives, effective use of information technology and transition planning panels. 
 
Does inter-agency working make a difference? The reality may be less impressive than
heory when the focus is not perceived to be on the family as a whole. In the larget
survey into the impact of multi-agency working (Townsley et al 2004), there was 
widespread agreement by parents on the positive impact of multi-agency working. 
However, two-thirds of families saw the focus of services as being very much on the 
disabled child rather than the family unit, and only a quarter felt that key workers we
actually co-ordinating services. There was little evidence of relationships between key
workers and children or of consultation between children and services. 

5.4 Children living away from home (excluding looked-after 

Key messages 
•

are dispro
impairments, to be affected by emotional and behavioural disorders. 

While additional needs may vary and be considerable, communication barrie
in many cases, need to be overcome to ensure needs are accurately 
met. 

Little data exists on outcomes for children living away from home, making it difficult 
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to reach conclusions about which kinds of provision offer significant advantages. 

 
This su  
ame studies. Only one outcome study was identified. Apart from epidemiological studies, 

ally 

en would like to be in their home borough receiving 
ently provided by their residential school (Castle 

 
se these children frequently cross disciplinary and statutory boundaries. 

l 
 

iew, is available; however, identifying the number of children who 
-

tial special schools. Almost all these children had SEN statements, but data were 
0 

l 

 10 

bsection draws on 20 reports, all from the UK, although several are based on the
s
most material is based on interviews carried out in residential settings (rarely health 
service settings) with disabled young people of mid-teenage years and older. Studies 
frequently fail to report the ages of all subjects and the sampling procedures; however, 
there is clearly a lack of data on the views of children younger than 16 years, and virtu
none on children under 11 years. 

Additional needs – what are they? 

What is clear is that many of the childr
the type of education and support curr
2001 p 20). 
 
Defining ‘disability’ is particularly problematic when discussing children living away from
ome becauh

Healthcare services are more likely to use a diagnostic definition, social care refer to the 
child as being disabled, and education services use the generic term ‘special educationa
needs’. A child with a physical impairment may be educated in a mainstream environment
and not require a SEN statement; conversely, a statemented child with dyslexia may not 
be considered disabled. 
 
The number of looked-after disabled children in residential placements, who fall outside 
he parameters of this revt
are living away from home but are not looked after is more difficult. While well over three
quarters of disabled children in communal establishments were, according to OPCS 
survey data, also in local authority care, large numbers of children living away from home, 
including many with the most severe impairments, were in foster care settings (Read and 
Harrison 2002). None of the identified studies examined the situation of children living in 
foster care or other ‘ordinary’ settings; all deal with residential care in communal settings 
including residential homes, schools and healthcare settings. Few of these studies could 
confidently identify the legal status of study subjects and most regarded this as a serious 
deficit. 
 
In 2004 some 10,000 children were in maintained, non-maintained and independent 
esidenr

not collected as to whether or not these children were disabled. In addition, over 2,00
children spent more than six months in hospitals between 2001 and 2004, the most 
common reason for admission being mental and behavioural disorders. By far the largest 
number of children in residential placements are teenage boys diagnosed with emotiona
and behavioural difficulties; children with more complex needs; and children with very 
challenging behaviours, including autistic spectrum disorder (Pilling et al 2006). A 
disproportionate number are from lone-parent households. Disabled children have a far 
greater chance of being separated from their families than non-disabled children, up to
times greater according to one study (Read and Harrison 2002). Reviewing disabled 
children in long-term residential care in health, education and social care settings in 
England, Pinney (2005) reported that about 13,300 disabled children in England are in 
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long-term residential placements in education, social care and health settings. Key fin
are: 
 
• Around 6,100 children with SEN board in maintained primary, secondary and special 

sc

dings 

hools and non-maintained special schools; about 3,400 children with SEN board in 
independent schools; 2,100 disabled children are in residential provision made by 

0 

• 
y 

 spent more than six months in 

• 

children spending more than six months in hospital rises beyond 11 

• 

more in hospital continues to rise: 46 per cent are aged 16–19. 
re 

• ls, 

• ing difficulties, but 

On away 
from et al 2006). There is a close 
orrelation between the degree of parental preference for a more local placement and the 

social services, excluding short-term breaks and foster placements, this includes 1,50
who are looked after under the Children Act 1989 (GB. Statutes 1989); and 2,700 
children have spent over six months in NHS hospitals. 
The vast majority are boys of secondary school age, of which about 80 per cent are in 
residential special schools. Some 70 per cent are in residential placements made b
social care, and just over 50 per cent of those who have
hospital are male. 
Over two-thirds of those in residential special schools are of secondary school age; 90 
per cent of disabled children in social care residential provision are aged 10 or more; 
and the number of 
years of age. 
Beyond 15/16 years of age, there is a sharp drop in the number of disabled young 
people in education and social care residential placements. But the number spending 
six months or 

• Behavioural, emotional and social difficulties (BESD) and mental health problems a
the most prevalent disabilities, alongside learning difficulties. 
BESD is the most common disability among pupils in residential special schoo
representing 35 per cent of placements in maintained and non-maintained schools. 
More children in residential social care placements have learn
behavioural difficulties are the second most prevalent disability. ‘Mental disorder’ 
accounts for 11 times as many admissions as any other diagnosis group among 
children spending six months or more in hospital.  

 
e of the most consistent needs identified by both children and parents of children 

 home is a diminution in physical distance (McGill 
c
current distance of children from home, as illustrated in Figure 2. 
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Figure 2. Relationship between distance of residential placement and parental 
preference for more local placement 

 
Source: McGill et al 2006 p 608 
 
Disabled children’s communication needs are frequently unmet with distressing 
consequences for day-to-day life, including affecting friendships, social interaction and 
safety (Morris 1998a; Stalker 2007). Distance from home also renders disabled children 
more vulnerable to abuse and, hence, increases the need for adequate protective 
procedures (Paul et al 2004). 

How are these needs identified? 

Formal assessment procedures are both essential and mandated (Boddy et al 2006). 
However, the highly vulnerable position of some disabled children living away from home, 
places a premium on sensitive and patient communication  to establish needs and 
preferences (Morris 1998a and b). This is especially the case for those with minimal family 
contact, no independent visitors (which will be most often the case with children who are 
not looked after) and severe communication problems (Morris 1998a and b), and also 
includes those of children in healthcare settings (Stalker et al 2004). The efforts required to 
establish preferences will be demanding of both staff and parents, but are of crucial 
importance for securing children’s welfare.  
 
Linked studies (Morris 1998a and b) examining the situation of disabled children, and 
disabled adults who had been in residential care as children (total n=40), concluded that 
disabled children experienced patterns of care that would never be tolerated for non-
disabled children. The main reason for the lack of priority and concern for their 
circumstances was their invisibility; for many of them, the future comprised a 
disappearance into long-term adult residential care.  
 
Issues of most importance for young people in residential settings were relationships and 
friendships; having choices and, given the degree of impairments, being helped to make 
choices; having more options in adulthood than just the restricted ones that are usually on 
offer; and having communication needs met. For many young people, going away from 
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home for short periods was a prelude for being away for much longer periods. As children, 
their lifestyles, experiences and life trajectory were defined and driven by their impairment. 
Young people had little experience of peer group influences; relationships tended to be 
with non-disabled adults, usually staff. A small but significant number of abusive incidents 
were recounted; it is highly likely more were concealed, especially given the large number 
of young people in the sample with limited capacity to communicate conventionally. The 
more complex the needs, the more likely it was that children would not have their wishes 
ascertained or recorded. A lack of clarity over statutory duties, the legal status of children 
and protective processes required was commonplace. 
 
Two further linked studies, which examined the decision-making process and the 
circumstances in which disabled children entered residential care, highlight the lack of 
centrality of children’s needs to the decision-making process. They also highlight the 
failure of local authorities who make placements to protect and promote children’s welfare 
once they have been placed in a residential setting (Abbot et al 2000, 2001). Examples of 
a lack of fit between theory and practice include logistical problems, such as distance, 
meaning local education authority staff not attending children’s reviews; the continuing lack 
of agreement between policies of inclusion and residential care placements; and the age 
at which children were placed at schools.  
 
In terms of age, while all the authorities surveyed in these two studies considered it 
undesirable to send disabled children to residential schools before the age of 11 years, 52 
per cent of the children in the second stage of the research (n=18) were placed pre-11 
years and another six per cent at age 11 years. Furthermore, while they were unusual, 
some authorities had placed children in boarding schools at ages four and five (Morris et al 
2003). 

Is there evidence of different outcomes? 

There is almost a total absence of empirical studies examining outcomes for disabled 
children placed in residential accommodation. We do not know whether or not they 
achieve a more positive result on any outcome in the ECM framework compared to similar 
children who have not experienced residential provision. The only study identified 
(Emerson and Robertson 1996; Robertson et al 1996) that explored this issue was 
generally positive, but was a small studyin a single site with no control group which 
focused primarily on behavioural changes. Following up 55 of 63 children who had 
completed placements at a residential school, aggression had reduced and behaviour 
improved at exit but no further improvements were noted on later follow-up, when 82 per 
cent of the participants had been placed in some form of residential care.  
 
That improvements in school can be attributed to the provision of individualised and 
intensive support is consistent with the knowledge base, as is the highly persistent nature 
of severely challenging behaviours over time. The study concluded that significant gains 
were made by children in residential school; these gains were largely maintained but not 
built on following exit from school. Parents reported both improvements and deterioration 
at follow-up. The school’s qualities valued by parents were behavioural programmes, high 
staffing ratios and skills, consistency and structure, repetition, and one-to-one teaching. 
Continuing problems were often attributed to late identification and intervention. While 
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parents almost all valued the school highly, most were deeply unhappy about the absence 
of a local option. 
 
A review of disabled children in residential settings acknowledged the large-scale absence 
of any outcome data (DfES 2003). Drawing together information from education, health 
and social services on numbers and circumstances of disabled children, the report mainly 
focused on looked-after children, which is beyond the remit of this review. However, the 
summary of findings made a number of key points related to differentiated outcomes for 
disabled children living away from home: 
 
• Little data are available that relate to outcomes. 
• Residential placement is a valuable service for many pupils, notwithstanding concerns 

about segregation and exclusion, especially for children who live in an environment 
characterised by extreme adverse circumstances. 

• Many pupils may be affected by low academic expectations, especially the more 
academically able. 

• Many pupils, once placed in residential schools, stay there regardless of any changing 
needs, and rarely return to or enter mainstream education. 

• Social relationships, independence and life skills may be enhanced by residential 
placements. 

• Transition to work poses particular problems for children leaving residential schools. 
• Lack of consultation with children, and particularly those with communication 

difficulties, has been continually reported as an issue in a range of studies. 
• Many schools are isolated and present few opportunities for practising ‘life skills’. 
• Residential schools may pose particular difficulties for BME children due to the greater 

likelihood of an absence of peer groups and role models. 
• Residential schools are valued by parents, but only due to the absence of any 

appropriate local provision. Many children would also rather they were living at home 
(DfES 2003 pp 33–35). 
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6. What the literature tell us about how to improve 
outcomes? 
This section draws on the studies and reports discussed earlier. The evidence base for the 
improvement of outcomes is derived from good practice guidelines and the views of 
service users (parents and older children) rather than any empirical studies.   
 
Key messages 
 

• Many disabled children have similar needs but the way these needs are met may 
require differentiation. 

• Specialist skills and knowledge may be required but the capacity for providing a 
differentiated response should be a feature of all mainstream services. 

• Service providers should be sensitive to a family’s culture but should not assume this is 
the main factor to be taken into account when designing how a need is met. 

• Differentiated services should be flexible and based on an assessment of the whole 
family.  
 

• The design of a differentiated response should include the services provided by all 
agencies involved with a particular child; and an understanding of the importance of 
differentiated services should be shared by all agencies and their staff. 

 

6.1 Children from BME backgrounds 

Drawing conclusions on prevalence, impairment type and both over- and under-
representation in services based on ethnicity data alone is likely to be misleading. Caution 
is advisable due to the proliferating number of BME subcategories, the issue of whether 
membership of a particular category is self-defined or allocated, the relatively small 
numbers of children within some categories, and the minor differences in outcomes 
between some ethnic categories. Unless crucial variables such as socio-economic 
disadvantage and gender are factored in, we risk over- (or under-) emphasising the 
dominance of ethnicity as a factor contributing to differentiated experiences for disabled 
children and their families. Similarly, using ethnic group status as the sole, or even the 
paramount, factor in designing a differentiated service response may result in a lack of fit 
between the needs of children and the services they receive. As much variation may exist 
within specific ethnic groups as between BME groups, or between any one BME group 
and the White populations. Nonetheless, while we must be careful not to routinely 
associate BME group membership with disadvantage or social exclusion, some members 
of some groups, and many members of others, are likely to suffer disproportionately poor 
outcomes unless attention is paid to what the evidence base suggest works: 
 
• partnership with minority ethnic groups to influence service planning 
• careful monitoring and evaluation of local needs 
• developing self-advocacy to secure developmental resources 
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• understanding of the role of family networks that may run counter to the culture of 
individualism 

• providing information to ensure choice and involvement in decision-making 
• bilingual staff or interpreters to improve communication and access to services 
• developing integrated services that are likely to be better resourced and give a higher 

priority than specialist services. 

6.2 Children in asylum-seeking families 

Overall, it appears likely that levels of psychological problems in these children is elevated 
compared to other populations. Even so, these children may also have strengths not 
shared with their peers. We are warned not to be too hasty in attributing difficulties 
experienced by asylum-seeking children to previous exposure to traumatic events. 
Nonetheless, it is also highly likely that undiagnosed or unnoticed disabling conditions 
affect some asylum-seeking children, and these are likely to become more evident as 
children settle and become more embedded in the communities in which they live. In 
general terms, the protective factors associated with promoting resilience may also form 
the best current evidence base for these disabled children’s welfare: 
 
• help to recover from isolation and find a sense of identity 
• creation or re-creation of links with community 
• opportunities to develop and use capabilities and skills 
• making links with helpful people and institutions 
• developing a sense of agency – the capacity to influence events (Kohli and Mather 

2003). 

6.3 Children with the most complex needs 

The standard of service expected for children with complex needs is described by 
Standard 8 of the National service framework for children, young people and maternity 
services:  
 

‘Children and young people who are disabled or who have complex health needs 
receive co-ordinated, high quality and family-centred services which are based on 
assessed needs, which promote social inclusion, and, where possible, which enable 
them and their families to live ordinary lives’ (DoH 2004 p 5).  

 
While enabling  this outcome does not differ from outcomes expected by other families 
with disabled children, complexity, whether defined by the child’s impairment or the service 
response, places a greater premium on effective collaboration between agencies and, in 
particular, close attention to children’s capacity to participate in decision-making. 
Transitional arrangements are crucial, as children with the most complex needs are also 
the children who face the greatest threat of lengthy and, sometimes, lifelong 
institutionalisation. 
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Outcomes for children with complex needs are typically interdependent, that is, 
achievement of some outcomes depends on the achievement of others. The achievement 
of basic and immediate outcomes is required before intermediate and long-term outcomes 
can be pursued. For example, helping a child communicate can open doors to 
opportunities to socialise and be active, thus creating an outcome chain. The same 
support can contribute to the achievement of different outcomes and, conversely, barriers 
to achieving one outcome can prevent the achievement of others. Inaccessible 
environments and lack of equipment can impede opportunities for socialising, being active, 
learning skills and promoting independence (Rabiee et al 2005). Children with complex 
needs and their families will disproportionately rely on effective service coordination, 
putting a premium on effectively managed key worker systems. Guidelines for effective 
multi-agency working are well attested and include: 
 
• explicit agreements on pooling and sharing resources: change processes need to be 

adequately resourced and dedicated staff appointed 
• a shared vision: common objectives that describe how the outcomes important to 

people will be achieved 
• a clearly defined service model: however complex the partnership arrangements, users 

should preferably have a single access point and should be able to understand how the 
service functions 

• clarification of roles: the right staff need to be appointed at the right level and must 
have the authority and resources to achieve strategic objectives 

• effective leadership: relationships, networks and alliances must be built across agency 
boundaries 

• opportunities for learning: opportunities for learning from and learning with colleagues 
must be made available and adequately prioritised 

• clear management arrangements: a governance structure that supports clear decision-
making should be established and the responsibility and accountability of partners 
mutually understood 

• good communication: common assessment tools, shared access to records and an 
understanding of each other’s roles will facilitate effective communication 

• partnership with children and families: children and families should be involved in the 
planning, evaluation and development of strategy and individual projects 

• regular monitoring and evaluation: partnership working may be both labour and cost 
intensive; families have a right to expect correspondingly better outcomes; methods to 
ensure that such outcomes are being achieved must be built into service planning 

• clarity about timescales and planning: change may need time to happen and aims 
should be realistic, especially where partnerships are time-limited (Townsley et al 2004 
pp 4-6). 

6.4 Children living away from home 

While children living away from home have a range of impairments, the ‘typical’ child 
attending a 52-week residential school is male, in their mid-teens, diagnosed with a 
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persistent developmental disorder, primarily autism, has at least one additional disability 
and behaviours that challenge both parents and staff (McGill et al 2006).   
 
While the evidence base identifies a wide range of difficulties with communal care away 
from home, it should be noted that many children and parents speak highly of this form of 
provision. While intervention studies are largely absent from the literature, the consensus 
of views in the material reviewed on what works suggests attention should be paid to the 
following: 
 
• The decision to make a placement is frequently due to inadequate local provision, 

rather than it being a positive decision: decisions to place children at residential school 
should be based on the needs of the child, rather than the current configuration of 
services and who is likely to pay. 

• Both children and parents dislike the often distant location of provision; the further the 
distance, the higher the number of dissatisfied parents: proximity to home should be 
considered a key criterion for positive outcomes. 

• Compared to children not living away from home, disabled children in residential care 
are less likely to have their views explored and respected, be vulnerable to abuse, 
have less conscientious planning and assessment, be more isolated, be more likely to 
‘drift’ and be highly vulnerable to a lifetime of communal care: exploring and 
establishing children’s views is essential to effective planning.   

• The unresolved tension between the philosophies of inclusion and of residential care 
often renders a communal placement a destination of last resort: an away-from-home 
placement should be a positive, informed and valued option chosen from a range of 
possibilities.  
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7. Conclusions 
This review has highlighted a number of key messages about what works and could inform 
the development and delivery of services for disabled children and their families. The main 
research messages are mapped onto the ECM outcomes in Table 14. 
 
Table 14. Priorities for improving services 
ECM 
outcome 

Priorities  

Be healthy Action to address high levels of anxiety, low levels of access to services and  
low levels of family support reported by parents of disabled children from  
South Asian backgrounds. 
 
Additional resources to support the disproportionate number of low birth  
weight children born to mothers from the Indian subcontinent. 

Stay safe The over-representation of children with complex needs in residential care, 
including healthcare settings, requires correspondingly greater scrutiny and 
attention to protective and procedural care. 
 
Close and patient attention to children’s communication needs to avoid 
isolation and potentially abusive situations.  

Enjoy and 
achieve 

Action to reduce the number of disabled children in residential placements, 
especially teenage boys diagnosed with emotional and behavioural 
difficulties; children with more complex needs; and children with very 
challenging behaviours. 
 
Reduction or elimination of children under 11 years in residential care which, 
while not considered desirable by service providers, was still widely 
practised. 
 
Earlier intervention to prevent the need for an away-from-home placement. 

Make a 
positive 
contribution 

Robust behaviour management programmes to moderate severe challenging 
behaviours, which are sustained following the end of a residential placement 
and through transition to adulthood. 
 
Additional resources to address the higher prevalence of psychotic disorders 
affecting Black adolescents. 

Achieve 
economic 
wellbeing 

Action to address high levels of poverty and multiple disadvantage in families 
with disabled children from some BME backgrounds, most notably 
Bangladeshi. 
 
Additional resources to support families from some BME communities who 
are affected by higher levels of some disorders of genetic and 
consanguineous origin. 

 
The most detailed data on BME children relate to children with SEN (which is not the same 
as children with a disability). These data suggest that poverty and gender have stronger 
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associations than ethnicity with overall prevalence of SEN and of certain categories of 
SEN. However, after controlling for these variables, significant over- and under-
representation of different minority ethnic groups relative to White British pupils remain. 
While ethnicity is a key component to consider when designing differentiated services, the 
evidence base suggests that parents’ and children’s needs remain broadly similar. What 
BME families’ views on what constitutes good practice in most cases is largely similar to 
that of all parents with disabled children.  
 
While caution must be taken when generalising from the experience of specific groups of 
children, the most appropriate steer may be obtained from the literature examining the 
circumstances of children living away from home. This urges us to consider children’s 
needs from a human rights perspective.   
 
Nonetheless, the testimony of many parents – the voices of children themselves are less 
evident in the literature – stresses the common needs of most disabled children and 
families. The main challenge for services is to adjust themselves to the different processes 
that may be required to meet families’ needs and to ensure that family structure, culture, 
faith or the nature of the child’s disability are not seen as impediments to the provision of 
an effective response. 
 
The full review will include examples of validated local practice requested from and 
submitted by the sector, as well as views from a range of stakeholders on what is 
important in delivering services which meet the differentiated needs of disabled children. 
 
 
 

39 



Ensuring services are sufficiently differentiated to meet diverse needs 
 

References 
Abbott, D., Morris, J. and Ward, L. (2000) Disabled children and residential schools: a 
study of local authority policy and practice, Bristol: University of Bristol, Norah Fry 
Research Centre. 
 
Abbott, D., Morris, J. and Ward, L. (2001) The best place to be? Policy, practice and the 
experiences of residential school placements for disabled children, York: Joseph Rowntree 
Foundation (available at www.jrf.org.uk/sites/files/jrf/1842631497.pdf, accessed 7 April 
2009). 
 
Ahmad, W.I.U. and Atkin, K. (1996) ‘Ethnicity and caring for a disabled child: the case of 
children with sickle cell or thalassaemia’, British journal of social work, vol 26, no 6, pp 
755–775.  
 
Audit Commission (2003) Services for disabled children: a review of services for disabled 
children and their families, London: Audit Commission (available at www.audit-
commission.gov.uk/Products/NATIONAL-REPORT/EE944EBA-B414-4d76-903E-
A4CA0E304989/Disabled-report.pdf, accessed 15 April 2009). 
 
Azmi, S., Hatton, C., Emerson, E. and Caine, A. (1997) ‘Listening to adolescents and 
adults with intellectual difficulties from South Asian communities’, Journal of applied 
research in intellectual disabilities’, vol 10, pp 250–263.  
 
Beresford, B. (2007) The housing needs of black and minority ethnic disabled children and 
their families, London: Race Equality Foundation. 
 
Bickerton, W., Vostanis, P., Cumella, S., Chung, M.C., Doran, J. and Winchester, C. (1995) 
‘Adaptive functioning and behaviour of children with special needs: comparison between 
ethnic groups’, Mental handicap research, vol 8, no 3, pp 156–166. 
 
Bignall, T. (2003) ‘Meeting the social and emotional needs of young black disabled people: 
messages from research’, Journal of integrated care, vol 11, no 4, pp 38–42. 
 
Bignall, T. and Butt, J. (2000) Between ambition and achievement: young black disabled 
people’s views and experiences of independence and independent living, Bristol: The 
Policy Press. 
 
Bignall, T., Pagarani, D. and Butt, J. (2002) Something to do: the development of peer 
support groups for young black disabled people, Bristol: The Policy Press. 
 
Boddy, J., Potts, P. and Statham, J. (2006) Models of good practice in joined-up 
assessment: working for children with ‘significant and complex needs’, London: DCSF 
(available at www.dcsf.gov.uk/research/data/uploadfiles/RW79.pdf, accessed 8 April 
2009). 
Broomfield, A. (2004) All our children belong: exploring the experiences of black and 
minority ethnic parents of disabled children, London: Parents for Inclusion. 
 

40 

http://www.jrf.org.uk/sites/files/jrf/1842631497.pdf
http://www.audit-commission.gov.uk/Products/NATIONAL-REPORT/EE944EBA-B414-4d76-903E-A4CA0E304989/Disabled-report.pdf
http://www.audit-commission.gov.uk/Products/NATIONAL-REPORT/EE944EBA-B414-4d76-903E-A4CA0E304989/Disabled-report.pdf
http://www.audit-commission.gov.uk/Products/NATIONAL-REPORT/EE944EBA-B414-4d76-903E-A4CA0E304989/Disabled-report.pdf
http://www.dcsf.gov.uk/research/data/uploadfiles/RW79.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

Castle, K. (2001) Away from home – the price paid: children with emotional and 
behavioural difficulties who go to residential school, London: London Region SEN 
Regional Partnership. 
 
Cavet, J (2007) Best practice in key working: what do research and policy have to say? 
(Working in partnership through early support: distance learning text), London: Early 
Support. 
 
Centre for Longitudinal Studies (2005) Millennium cohort study 2003/5 (available at 
www.cls.ioe.ac.uk/studies.asp?section=0001000200010004, accessed 24 April 2009). 
 
Chamba, R., Ahmad, A., Hirst, M., Lawton, D. and Beresford, B. (1999) On the edge: 
minority ethnic families caring for a severely disabled child, Bristol: The Policy Press. 
 
Chung, M.C., Vostanis, P., Cumella, S., Doran, J., Winchester, C. and Wai, L.W. (1999) 
‘Children with special needs: use of health services, behaviour and ethnicity’, Children and 
youth services review, vol 21, no 5, pp 413–426. 
 
Commission for Social Care Inspection (2007) Growing up matters: better transition 
planning for young people with complex needs, London: CSCI. 
 
Craft, A. and Killen, S. (2007) Palliative care services for children and young people in 
England, London: DH Publications. 
 
Cramer, H. and Carlin, J. (2008) ‘Family-based short breaks (respite) for disabled children: 
results from the Fourth National Survey’, British journal of social work, vol 38, no 6, pp 
1060–1075. 
 
Croot, E.J., Grant, G., Cooper, C.L. and Mathers, N. (2008) ‘Perceptions of the causes of 
childhood disability among Pakistani families living in the UK’, Health and social care in the 
community, vol 16, no 6, pp 606–613. 
 
Department for Children Schools and Families (2007) The Children's Plan: building 
brighter futures (Cm 7280), London: The Stationery Office (available at 
www.dcsf.gov.uk/publications/childrensplan/downloads/The_Childrens_Plan.pdf, accessed 
8 October 2008. 
 
Department for Children, Schools and Families (2008a) Special educational needs in 
England, January 2008 (statistical first release 15/2008), London: DCSF (available at 
www.dcsf.gov.uk/rsgateway/DB/SFR/s000794/SFR15_2008_Final.pdf, accessed 24 April 
2009). 
 
Department for Children, Schools and Families (2008b) Youth cohort study and 
longitudinal study of young people in England: activities and experiences of 16 year olds: 
England 2007, London: DCSF (available at 
www.dcsf.gov.uk/rsgateway/DB/SBU/b000795/YCS_LSYPE_Bulletin_final.pdf, accessed 
24 April 2009). 
 

41 

http://www.cls.ioe.ac.uk/studies.asp?section=0001000200010004
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000794/SFR15_2008_Final.pdf
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000795/YCS_LSYPE_Bulletin_final.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

Department for Education and Skills (2001) Special Educational Needs Code of Practice, 
London: DfES (available at  www.teachernet.gov.uk/_doc/3724/SENCodeOfPractice.pdf, 
accessed 29 June 2009).  
 
Department for Education and Skills (2003) Developing early intervention/support services 
for deaf children and their families: executive summary, London: DfES. 
 
Department for Education and Skills (2004b) Removing barriers to achievement: the 
government's strategy for SEN, London: DfES. 
 
Department for Education and Skills (2006) Children in need in England: results of a 
survey of activity and expenditure as reported by local authority social services’ children 
and families teams for a survey week in February 2005: local authority tables and further 
national analysis (National Statistics volume: issue no vweb-02), London: DCSF (available 
at www.dcsf.gov.uk/rsgateway/DB/VOL/v000647/vweb02-2006.pdf, accessed 7 April 
2009). 
 
Department for Education and Skills (2007) A better start: children and families with 
special needs and disabilities in Sure Start local programmes, London: DfES. 
 
Department for Work and Pensions (2005) Family resources survey: United Kingdom 
2004/05 (available at www.dwp.gov.uk/asd/frs/2004_05/pdfonly/frs_2004_05_report.pdf, 
accessed 24 April 2009). 
 
Department for Work and Pensions (2006) Family resources survey: United Kingdom 
2005/06 (available at www.dwp.gov.uk/asd/frs/2005_06/frs_2005_06_report.pdf, accessed 
24 April 2009). 
 
Department of Health (2001) Valuing people: a new strategy for learning disability for the 
21st century (Cm 5086), London: The Stationery Office (available at www.archive.official-
documents.co.uk/document/cm50/5086/5086.pdf, accessed 23 April 2009). 
 
Department of Health (2004) National service framework for children, young people and 
maternity services, standard 8: disabled children and young people and those with 
complex health needs, London: DoH. 
 
Emerson, E. and Robertson, J. (1996) ‘The long term effects of behavioural residential 
special education on children with severely challenging behaviours: changes in behaviour 
and skills’, Journal of applied research in intellectual disabilities, vol 9, pp 240–255. 
 
England and Wales. Statutes (2004) Children Act 2004. Chapter 31, London: The 
Stationery Office. 
 
Farrington, D., Gottfredson, D., Sherman, L. and Welsh, B. (2002) ‘The Maryland Scientific 
Methods Scale’, in Farrington, D., Gottfredson, D., Sherman, L. and Welsh, B. (eds) 
Evidence based crime prevention, London: Routledge. 
 

42 

http://www.dcsf.gov.uk/rsgateway/DB/VOL/v000647/vweb02-2006.pdf
http://www.dwp.gov.uk/asd/frs/2005_06/frs_2005_06_report.pdf
http://www.archive.official-documents.co.uk/document/cm50/5086/5086.pdf
http://www.archive.official-documents.co.uk/document/cm50/5086/5086.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

Fazel, M. and Stein, A. (2005) ‘Mental health of refugee children: comparative study’, 
British Medical Journal, no 327, p 134. 
 
Fazil, Q., Bywaters, P.W., Ali, Z., Wallace, L.M. and Singh, G. (2002) ‘Disadvantage and 
discrimination compounded: the experience of Pakistani and Bangladeshi parents of 
disabled children in the UK’, Disability & society, vol 17, no 3, pp 237–253. 
 
Fazil, Q., Wallace, L.M., Singh, G., Ali, Z. and Bywaters, P. (2004) ‘Empowerment and 
advocacy: reflections on action research with Bangladeshi and Pakistani families who 
have children with severe disabilities’, Health and social care in the community, vol 12, no 
5, pp 389–397. 
 
Flynn, R. (2002) Short breaks: providing better access and more choice for black disabled 
children and their parents, Bristol: The Policy Press. 
 
Great Britain. Statutes (1989) Children Act 1989. Chapter 41, London: HMSO. 
 
Great Britain. Statutes (1995) Disability Discrimination Act 1995. Chapter 50, London: 
HMSO. 
 
Great Britain. Statutes (1996) Education Act 1996. Chapter 56, London: HMSO. 
 
Great Britain. Statutes (2000) Race Relations (Amendment) Act 2000. Chapter 34, 
London: The Stationery Office. 
 
Great Britain. Statutes (2005) Disability Discrimination Act 2005. Chapter 13, London: The 
Stationery Office. 
 
Hatton, C., Akram, Y., Robertson, J., Shah, R. and Emerson, E. (2003) ‘The disclosure 
process and its impact on South Asian families with a child with severe intellectual 
disabilities’, Journal of applied research in intellectual disabilities, vol 16, no 3, pp 177–
188. 
 
Hatton, C., Akram, Y., Shah, R., Robertson, J. and Emerson, E. (2004) Supporting South 
Asian families with a child with severe learning disabilities, London: Jessica Kingsley 
Publishers. 
 
Hatton, C., Akram, Y., Shah, R., Robertson, J. and Emerson, E. (2002) Supporting South 
Asian families with a child with severe disabilities: a report to the Department of Health: 
executive summary, Lancaster: Lancaster University. Institute for Health Research 
(available at www.lancs.ac.uk/fass/ihr/publications/asianfamexec.pdf, accessed 8 April 
2009). 
 
Hatton, C., Azmi, S., Caine, A. and Emerson, E. (1998) ‘Informal carers of adolescents 
and adults with learning difficulties from the South Asian communities: family 
circumstances, service support and carer stress’, British journal of social work, vol 28, no 
6, pp 821–837. 
 

43 

http://www.lancs.ac.uk/fass/ihr/publications/asianfamexec.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

HM Treasury (2003) Every Child Matters (Cm 5860), London: The Stationery Office 
(available at  
http://publications.everychildmatters.gov.uk/eOrderingDownload/CM5860.pdf, accessed 
29June 2009). 
 
HM Treasury and Department for Children, Schools and Families (2007) Aiming high for 
disabled children: better support for families (available at 
www.everychildmatters.gov.uk/_files/64301A568B221580F3F449A098CB3CE9.pdf, 
accessed 24 April 2009). 
 
Hodes, M. (2000) ‘Psychologically distressed refugees in the UK’, Child psychology and 
psychiatry review, vol 5, no 2, pp 57–68. 
 
Hodes, M. and Tolmac, J. (2005) ‘Severely impaired young refugees’, Clinical child 
psychology and psychiatry, vol 10, no 2, pp 251–261. 
 
Jones, J., Atkin, K and Ahmad, W. (2001) ‘Supporting Asian deaf young people and their 
families: the role of professionals and services’, Disability & Society, vol 16, no 1, pp 51-
70. 
 
Kohli, R. and Mather, R. (2003) ‘Promoting psychological wellbeing in unaccompanied 
asylum seeking young people in the UK’, Child & family social work, vol 8, pp 201–212.  
 
Law, M. (2004) service coordination for children and youth with complex needs, Ontario: 
CanChild: Centre for Childhood Disability Research. 
 
Lenehan, C. and Harrison, J. (2003/4) ‘Early years and disability’, Outlook, 21. 
 
Limbrick, P. (2001) The Team around the Child: multi-agency service coordination for 
children with complex needs and their families; a manual for service development, 
Worcester: Interconnections. 
 
Limbrick-Spencer, G. (2000) Parents’ support needs: the views of parents of children with 
complex needs, Birmingham: Handsel Trust. 
 
Lindsay, G., Pather, S. and Strand, S. (2006) Special educational needs and ethnicity: 
issues of over- and under-representation (DfES research report 757), London: DfES 
(available at www.dcsf.gov.uk/research/data/uploadfiles/RR757.pdf, accessed 8 April 
2009). 
 
Lustig, S., Kia-Keating, M., Knight, W.G., Geltman, P., Ellis, H., Kinzie, J.D. Keane, T. and 
Saxe, G.N. (2004) ‘Review of child and adolescent refugee mental health’, Journal of the 
American academy of child and adolescent psychiatry, vol 43, no 1, pp 24–36. 
 
McGill, P., Tennyson, A. and Cooper, V. (2006) ‘Parents whose children with learning 
disabilities and challenging behaviour attend 52-week residential schools: their perceptions 
of services received and expectations of the future’, British journal of social work, vol 6, no 
1, pp 597–616. 

44 

http://publications.everychildmatters.gov.uk/eOrderingDownload/CM5860.pdf
http://www.everychildmatters.gov.uk/_files/64301A568B221580F3F449A098CB3CE9.pdf
http://www.dcsf.gov.uk/research/data/uploadfiles/RR757.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

 
Margetts, B., Mohd Yusof, S., Al Dalla, Z. and Jackson, A. (2002) ‘Persistence of lower 
birth weight in second generation South Asian babies born in the United Kingdom’,  
Journal of epidemiology and community health, vol 56, pp 684-687. 
 
Mencap (2001) No ordinary life: the support needs of families caring for children and 
adults with profound and multiple learning disabilities, London: Mencap. 
 
Mir, G., Nocon, A. and Waqar, A. (2001) Learning difficulties and ethnicity: report to the 
Department of Health, London: DoH (available at 
www.leeds.ac.uk/lihs/hsc/documents/learning_difficulties_and_ethnicity.pdf, accessed 8 
April 2009). 
 
Mooney, A., Owen, C. and Statham, J. (2008) Disabled children: numbers, characteristics 
and local service provision (DCSF research report 042), London: DCSF (available at: 
http://publications.dcsf.gov.uk/eOrderingDownload/DCSF-RR042.pdf, accessed 8 April 
2009). 
 
Morris, J. (1995) Gone Missing? A research and policy review of disabled children living 
away from their families, London: Who Cares? Trust. 
 
Morris, J. (1998a) Don’t leave us out: involving disabled children and young people with 
communication impairments, York: Joseph Rowntree Foundation. 
 
Morris, J. (1998b) Still missing? Volume 1: the experience of disabled children and young 
people living away from their families, London: The Who Cares? Trust. 
 
Morris, J. (1999) Hurtling into a void: transition to adulthood for young disabled people with 
‘complex health and support needs’, Brighton: Pavilion Publishing. 
 
Morris, J., Abbott, D. and Ward, L. (2003) ‘Disabled children and residential schools: the 
implications for local education professionals’, British journal of special education, vol 30, 
no 2, pp 70–75. 
 
Morton, R., Sharma, V., Nicholson, J., Broderick, M. and Poyser, J. (2002)  ‘Disability in 
children from different ethnic populations’, Child: health, care & development, vol 28, no 1, 
pp 87–93. 
 
Office for National Statistics (1992) Census 1991 (available at 
www.statistics.gov.uk/census2001/pdfs/publishedreports.pdf, accessed 29 June 2009). 
 
Office for National Statistics (2002) Census 2001 (available at 
www.nomisweb.co.uk/home/census2001.asp, accessed 24 April 2009). 
 
Office for National Statistics (2005) Labour force survey 2005: quarterly supplement, no 29 
(available at www.statistics.gov.uk/downloads/theme_labour/LFSQS_0405.pdf, accessed 
24 April 2009).  
 

45 

http://www.leeds.ac.uk/lihs/hsc/documents/learning_difficulties_and_ethnicity.pdf
http://publications.dcsf.gov.uk/eOrderingDownload/DCSF-RR042.pdf
http://www.statistics.gov.uk/census2001/pdfs/publishedreports.pdf
http://www.statistics.gov.uk/downloads/theme_labour/LFSQS_0405.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

Office for National Statistics (2009a) General household survey 2005 (available at 
www.statistics.gov.uk/StatBase/Product.asp?vlnk=5756, accessed 24 April). 
 
Office for National Statistics (2009b) General household survey 2006 (available at 
www.statistics.gov.uk/StatBase/Product.asp?vlnk=5756, accessed 24 April). 
 
Office for Standards in Education, Children’s Services and Skills (2008) Safeguarding 
children: the third joint chief inspector’s report on arrangements to safeguard children, 
London: Ofsted (available at http://www.safeguardingchildren.org.uk/Safeguarding-
Children/2008-report/Download-the-report#Summary,  accessed 21 June) 
 
Paul, A., Cawson, P. and Paton, J. (2004) Safeguarding disabled children in residential 
special schools, London: NSPCC (available at 
www.nspcc.org.uk/Inform/publications/Downloads/safeguardingdisabledchildren_wdf4813
6.pdf, accessed 8 April 2009). 
 
Pilling, N., McGill, P. and Cooper, V. (2006) ‘Characteristics and experiences of children 
and young people with severe intellectual disabilities and challenging behaviour attending 
52-week residential special schools’, Journal of intellectual disability research, vol 51, no 3, 
pp 184–196. 
 
Pinney, A. (2005) Disabled children in residential placements, London: DfES. 
 
Pinney, A. (2007) A better start: children and families with special needs and disabilities in 
Sure Start local programmes (DfES research report NESS/2006/FR/019), London: DfES 
(available at www.dcsf.gov.uk/research/data/uploadfiles/NESS2007FR019.pdf, accessed 
15 April 2009). 
 
Prewett, B. (2000) Recruiting and supporting short-break carers for children who are 
considered ‘hard to place’, York: Joseph Rowntree Foundation. 
 
Prime Minister’s Strategy Unit (2005) Improving the life chances of disabled people, 
London: Strategy Unit. 
 
Rabiee, P., Sloper, P. and Beresford, B. (2005) ‘Desired outcomes for children and young 
people with complex health care needs and children who do not use speech for 
communication’, Health and social care in the community, vol 13, no 5, pp 478–487. 
 
Read, J. and Harrison, C. (2002) ‘Disabled children living away from home in the UK’, 
Journal of social work, vol 2, no 2, pp 211–231. 
 
 
Read, J., Spencer, N. and Blackburn, C. (2007) Can we count them? Disabled children 
and their households: full project report (ESRC end of award report RES-000-22-1725), 
Swindon: ESRC (available at 
www.esrcsocietytoday.ac.uk/esrcinfocentre/viewawardpage.aspx?awardnumber=RES-
000-22-1725, accessed 8 April 2009). 
 

46 

http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=5756
http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=5756
http://www.safeguardingchildren.org.uk/Safeguarding-Children/2008-report/Download-the-report#Summary
http://www.safeguardingchildren.org.uk/Safeguarding-Children/2008-report/Download-the-report#Summary
http://www.nspcc.org.uk/Inform/publications/Downloads/safeguardingdisabledchildren_wdf48136.pdf
http://www.nspcc.org.uk/Inform/publications/Downloads/safeguardingdisabledchildren_wdf48136.pdf
http://www.dcsf.gov.uk/research/data/uploadfiles/NESS2007FR019.pdf
http://www.esrcsocietytoday.ac.uk/esrcinfocentre/viewawardpage.aspx?awardnumber=RES-000-22-1725
http://www.esrcsocietytoday.ac.uk/esrcinfocentre/viewawardpage.aspx?awardnumber=RES-000-22-1725


Ensuring services are sufficiently differentiated to meet diverse needs 
 

Redmond, B. and Richardson, V. (2003) ‘Just getting on with it: exploring the service 
needs of mothers who care for young children with severe/profound and life-threatening 
intellectual disability’, Journal of applied research in intellectual disabilities, vol 16, no 3, pp 
205–218. 
 
Roberts, K. and Harris, J. (2002) Disabled people in refugee and asylum-seeking 
communities, Bristol: The Policy Press (available at www.jrf.org.uk/sites/files/jrf/jr127-
disabled-refugee-communities.pdf, accessed 8 April 2009). 
 
Robertson, J., Emerson, E., Fowler, S., Letchford, S., Mason, H., Mason, L. and Jones, M. 
(1996) ‘Residential education for children with severely challenging behaviours: the views 
of parents’, British journal of special education, vol 23, no 2, pp 80–87. 
 
Rutter, J. (2006) Refugee children in the UK, Maidenhead: Open University Press. 
 
Shah, R. (1995) The silent minority: children with disabilities in Asian families, London: 
National Children’s Bureau. 
 
Shared Care Network (2006) A process for change: a practical guide to improving access 
to services for black and minority ethnic disabled children and their families, Bristol: 
Shared Care Network. 
 
Sim, D. and Bowes, A. (2005) ‘Young South Asians with learning disabilities: still socially 
excluded?’, Research policy and planning, vol 23, no 2, pp 99–110.  
 
Simon, J. (2006) Diversity matters: good practice in services for disabled children and their 
families from black and other minority ethnic communities, London: Council for Disabled 
Children (available at www.ncb.org.uk/dotpdf/open_access_2/diversity_matters.pdf, 
accessed 8 April 2009).  
 
Spencer, L., Ritchie, J., Lewis, J. and Dillon, L. (2003) Quality in qualitative evaluation: a 
framework for assessing research evidence, London: Cabinet Office, Strategy Unit 
(available at www.gsr.gov.uk/downloads/evaluating_policy/a_quality_framework.pdf, 
accessed 11 December 2008). 
 
Stalker, K. (2007) Residential child care: prospects and challenges, London: Jessica 
Kingsley Publishers. 
 
Stalker, K., MacDonald, C., Phillips, R. and Carpenter, J. (2004) ‘The experiences of 
children and young people with complex needs being cared for away from home: a cross-
border study’, Scottish journal of residential care, vol 3, no 2, pp 59–71. 
 
Temple, B., Young, A. and Bolton, J. (2008) ‘“They know where to find us …”: service 
providers’ views on early support and minority ethnic communities’, Disability & society, vol 
23, no 3, pp 223–234. 
 
Tolmac, J. and Hodes, M. (2004) ‘Ethnicity and adolescent psychiatric admission for 
psychotic disorders, ‘British journal of psychiatry’, vol 184, pp 428-431. 

47 

http://www.jrf.org.uk/sites/files/jrf/jr127-disabled-refugee-communities.pdf
http://www.jrf.org.uk/sites/files/jrf/jr127-disabled-refugee-communities.pdf
http://www.ncb.org.uk/dotpdf/open_access_2/diversity_matters.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

 
Townsley, R., Abbott, D. and Watson, D. (2004) Making a difference? Exploring the impact 
of multi-agency working on disabled children with complex health care needs, their families 
and the professionals who support them, Bristol: The Policy Press. 
 
Tufnell, G. (2003) ‘Refugee children, trauma and the law’, Clinical child psychology and 
psychiatry, vol 8, no 4, pp 431–443. 
 
Waldman, J., Bergeron, C., Morris, M., O’Donnell, L., Benefield, P., Harper, A. and Sharp, 
C. (2008) Improving children's attainment through a better quality of family-based support 
for early learning: scoping review 2, London: C4EO (available at 
www.c4eo.org.uk/themes/earlyyears/familybasedsupport/files/c4eo_family_based_support
_scoping_study.pdf, accessed 21 January 2009). 
 

48 

http://www.c4eo.org.uk/themes/earlyyears/familybasedsupport/files/c4eo_family_based_support_scoping_study.pdf
http://www.c4eo.org.uk/themes/earlyyears/familybasedsupport/files/c4eo_family_based_support_scoping_study.pdf


Ensuring services are sufficiently differentiated to meet diverse needs 
 

Appendix 1: key study summaries 
The summaries below provide more detailed information on the majority of the studies 
cited in the review.  
 

Children from BME backgrounds 

Additional needs – what are they? 

Key study – Morton et al (2002) (Secondary data analysis, UK) 
Consanguinity 
 
Objective: To report the prevalence of severe neuro-disability in children in the Southern 
Derbyshire Health Authority from different ethnic groups. 
Data source and results: Information was obtained from the health records of children at 
the Child Development Centre (CDC), and analysed according to ethnic group. There were 
53 in the Pakistani group, 20 in the Indian group and 764 in a mixed group, of which 95 per 
cent were of European origin. Numbers of children with different disabling conditions were 
recorded, together with a measure of the level of individual disability and whether the 
condition was genetic or chromosomal in origin. 
Results: Pakistani children showed a higher prevalence than the other groups of severe 
learning disorder, severe and profound hearing loss and severe visual problems. They 
also had a slightly increased prevalence of autism and cerebral palsy. Conversely, they 
showed a lower prevalence of language disorder. Disability scores for Pakistani children 
attending the CDC were higher than for other groups. Genetic disease causing disability 
was 10 times more common in the Pakistani children than other ethnic groups. Disability 
was more common in Pakistani children, probably as a result of consanguineous 
marriages. 
Recommendations: This community needs special help for disabled children and their 
families, for general support and appropriate genetic counselling. 
 
Key study – Margetts et al (2002) (Cohort study, UK) 
Risk factors for impairment 
 
Objective: To assess differences in birth weight between all first- and second-generation 
South Asian babies born in Southampton, and trends since 1957. 
 
Design: Retrospective, cohort study. 
 
Setting: Birth records for babies born in Southampton from 1957 to 1996 were searched 
to identify all babies born of South Asian origin. 
 
Main outcome measures: All information recorded in the birth record about the mother 
and baby. 
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Results: 2,395 full term (>37 weeks; mean birth weight 3,110g) singleton births were 
identified. Detailed analysis was restricted to mothers born either in the Indian 
subcontinent (1,435)) or the United Kingdom (283). Mean birth weight and percentage low 
birth weight (<2,500 g) were 3,133g and 7.5 per cent for first-generation babies and 
3,046g and 11.7 per cent for second-generation babies. There was no trend over time to 
increased average birth weight in either first- or second-generation babies. Adjusting for 
other factors that were statistically significantly related to birth weight did not alter the 
trends. 
 
Conclusions: For babies with mothers who derive from the Indian subcontinent, average 
birth weight is significantly less than the national average. There has not been any 
increase in the average birth weight over the past 40 years, and the birth weight of babies 
of women who were born in the UK is no greater. The persistence of lower-than-desirable 
birth weight may result, in the long term, in higher-than-average rates of diabetes and 
heart disease in these groups. 
 
Key study – Ahmad and Atkin (1996) (Review, UK)  
Physical illness 
 
Discussion: Some additional needs for disabled children from BME communities are 
driven by genetic disorders that disproportionately affect some ethnic groups. Carrier 
genes for sickle cell diseases and thalassaemia major affect up to a quarter of West 
Africans, 10 per cent of African Caribbeans and one in seven Cypriots. The White British 
prevalence is one per 1,000. 
 
Conclusion: Despite these illnesses having a greater prevalence in BME populations than 
phenylketonuria and cystic fibrosis, which predominantly affect White populations, services 
for BME communities have been historically less well developed. Social research on the 
experiences of affected children and their carers, with a particular focus on individual, 
familial, social and professional strategies and resources that enable better coping, is 
urgently needed. 
 
Key study – Tolmac and Hodes (2004) (Cross-sectional study, UK) 
Psychotic disorders 
 
Background: There is strong evidence that the rates of psychiatric admission for 
psychosis in the UK are elevated for the Black adult population compared with the White 
population. Black adults also have a higher rate of involuntary psychiatric admissions. 
 
Study aims: To investigate whether Black, compared with White, adolescents from 
London are over-represented in psychiatric inpatient settings and whether they are more 
likely to be detained under the Mental Health Act 1983. 
 
Method: Cross-sectional survey of London adolescents aged 13–17, who were inpatients 
in psychiatric units. 
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Results: Adolescents from the Black group (Black African, Black Caribbean, Black British) 
were over-represented among those admitted with a diagnosis of a psychotic disorder 
when compared with adolescents from the White group (White British, White Irish, White 
Other).They were also more likely to be detained on admission and more likely to be born 
outside the UK and have a refugee background. 
 
Conclusions: Various background factors may cause this ethnic disparity including poorer 
levels of social support, higher levels of adversity, possible higher levels of psychosis 
among some BME groups, and cultural variation in responses to hallucinatory 
experiences. Diagnostic bias was not considered to be a significant factor. 
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Key study – Bickerton et al (1995) (MSMS Level 1, UK) 
Behavioural problems 
 
Aim: To investigate the relationship between behaviour, adaptive functioning and ethnicity 
in children with special needs. 
 
Study population: 70 children (aged 5–16) from Asian, African Caribbean and White 
communities. 
 
Outcome measures: Parent-completed Vineland Adaptive Behaviour Scale (VABS) and 
Aberrant Behaviour Checklist (ABC). 
 
Results: Two-thirds of children had moderately severe behaviour problems. While there 
was some variation between groups, none reached statistical significance on the basis of 
ethnicity. 
 
Conclusions: While ethnic variations need to be taken into account in the provision of 
health and education services, ethnicity is not necessarily the primary explanation for 
variations in behaviour. 
 
Key study – Hatton et al (2002) (Survey, UK) 
Profile of South Asian parents with a child learning disabilities 
 
Background: South Asian communities in the UK, compared to their White peers, 
experience pervasive disadvantage and discrimination in terms of housing, education, 
employment, physical and mental health and access to services, with Pakistani and 
Bangladeshi populations particularly disadvantaged. Despite these high support needs, 
South Asian families with a person with learning disabilities receive little informal support 
from family or friends outside the household, report low awareness and uptake of 
specialist disability support services, experience very poor physical and mental health, are 
hindered by language barriers and encounter services that rarely meet the language, 
cultural and religious needs of South Asian service users. 
  
Aim: To provide a comprehensive picture of the lives of UK South Asian families with a 
child with severe disabilities. 
 
Method: Semi-structured qualitative interviews with 26 parents over two time points and 
structured quantitative interviews with 136 parents (Indian = 16.9 per cent; Pakistani = 
69.9 per cent; Bangladeshi = 11.0 per cent). 
 
Results: Financial resources – As with previous research, parents in this study reported a 
pattern of pervasive material disadvantage. Housing – Housing was generally rated as 
unsuitable for the needs of the child, particularly in terms of lack of space and safety 
issues. Main carer – Most main carers were mothers born outside the UK but had spent 
many years in the UK and cared for the family full time. Substantial numbers of families 
had a lone parent (12 per cent) or were caring for more than one person with disabilities. 
Only a minority of main carers could speak, read or write English. Almost all main carers 
were Muslim (93.4 Per cent). The child with disabilities – Children in the sample covered a 
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wide age range, with a slight majority of boys. Most parents described their child as having 
unspecified learning disabilities, with rare reporting of specific conditions. Disclosure – 
Most children were diagnosed as having a disability by four years of age. Disclosure was 
mostly conducted by a medical professional in English. Informal support –The most 
common source of informal support for parents was within the household. Formal support: 
awareness and uptake – As with previous research, parents generally reported high 
awareness of generic health and welfare services and special education services, but low 
awareness of other specialist disability services. Formal support: relationships with 
professionals – Less than half of parents reported collaborative relationships with 
professionals. Formal support: schools – Almost all children were in special schools, which 
were generally very highly rated by parents. Formal support: respite services – Few 
parents reported awareness and uptake of respite care services for their child. Formal 
support: interpreters – Although most parents reported needing an interpreter, less than 
half had been provided with one. Formal support: unmet needs – The range of unmet 
needs reported by parents was extremely high, substantially higher than those reported in 
comparable UK research. Parental health – Compared to national data, parents in this 
study were much more likely to report poor physical health across a whole range of 
physical health problems. 
 
Key study – Shah (1995) 
Professional stereotypes – UK study 
 
Aim: To investigate and compare professional and family views on the perceived needs of 
South Asian parents of disabled children. 
 
Population: 35 Asian parents of children with severe learning disabilities in Manchester 
and Birmingham. 
 
Method: Questionnaires and semi-structured interviews. 
 
Results: Attitudes based on inaccurate stereotypes of Asian families were used by 
professionals in determining the needs of children. 
 
Recommendations: Staff need greater sensitivity towards ,and knowledge, of the cultural 
and religious perspectives of Asian families with disabled children. Dispelling the widely 
held belief that Asian families with disabled children receive higher levels of community 
and extended family support is very important. 
 
Key study – Fazil et al (2002) (Survey, UK) 
Poverty and disability 
 
Background: Evidence suggests that BME status and disability may combine to 
accentuate the disadvantage suffered by UK citizens from some BME communities. 
 
Aim: To investigate the circumstances of Pakistani and Bangladeshi families with one of 
more disabled children. 
  
Population: 20 families living in Birmingham. 
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Method: Semi-structured questionnaires and interviews. 
 
Results: Previous national surveys have under-estimated the extent of material 
disadvantage and over-estimated the extent to which support is available to families from 
communities and extended family. Disadvantage is compounded by institutional racism. In 
particular, some of the most disadvantaged families may be receiving the lowest levels of 
support. 
 
Conclusion: Having access to one service did not necessarily mean increased access to 
others, indicating that families were in urgent need of a single point of contact able to co-
ordinate and direct families to appropriate services. 
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Key study – Beresford (2007) (Review, UK) 
Housing 
 
Aim: To explore differences between the quality and functionality of housing stock for BME 
families and that for White families with disabled children. 
 
Method: Literature review. 
 
Results: Research has shown that compared with White families, significantly more BME 
families live in homes that are not suitable. Furthermore, BME families are more likely than 
White ones to experience multiple problems with their housing. One national survey of 
over 2,500 families found that a third of BME families reported at least three different ways 
in which their homes were unsuitable; this contrasts with one in five White families 
experiencing this range of housing difficulties. 
 
Key study – Hatton et al (2003) (data from Hatton, 2002) (Survey, UK) 
Disclosure 
 
Background: Little research has been conducted on the disclosure process as it affects 
South Asian families. 
 
Method: Semi-structured qualitative interviews with 26 parents over two time points and 
structured quantitative interviews with 136 parents. 
 
Results: There was a highly varied experience of the disclosure process, with many 
parents being given information in the wrong language. Parents identified good practice as 
prompt disclosure in an appropriate language with the partner present, having clear and 
practical information, and post-disclosure support from a key worker. 
 
Conclusions: Good practice in disclosure was associated with parental understanding of 
their child and parents being more likely to mobilise informal and formal supports. Overall, 
‘best practice’ is defined similarly by South Asian and White families; the main 
differentiation in terms of experience is the appropriateness of the language used in the 
process. 
 
Key study – Flynn (2002) (Survey, UK) 
Short breaks 
 
Background: Up to the mid-1970s, short-break services were usually based in institutions. 
Since the 1990s, short breaks have been mainly family based. Family-based short breaks 
involve carers being approved as foster carers and having a disabled child in their own 
home. The model has now broadened to include daytime services in children’s own homes 
and other kinds of provision. 
 
Aim: To review the experience of and access to short breaks by BME families, identify 
good practice and make recommendations. 
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Method: A literature review; interviews with children (n=9), parents (n=2) and carers (n=5); 
a postal questionnaire to 24 short-break services (response n=13, 54 per cent); follow-up 
visits to or telephone interviews with services (n=6). 
 
Conclusions: Based on the findings, a list of good practice guidelines was generated, 
including: 
• acknowledge barriers to access for families 
• adequately resource short break provision 
• acknowledge barriers to access for families 
• adequately resource short break provision 
• know your locality: use outreach and community development 
• ensure workforce diversity 
• train and develop staff, carers and short break panel members 
• increase choice and flexibility of services 
• ask children and family members what they want 
• accept kin as carers 
• prioritise culturally competent practice. 

 
Key study – Chamba et al (1999) (Survey, UK) 
Comparing BME and white families 
 
Aim: To conduct a national survey of the needs and circumstances of BME families with a 
disabled child and to compare the findings with the results of a previous survey of 1,000 
White families. 
 
Method: Quantitative survey of 600 parents. 
 
Results: Compared to White families, BME families were more disadvantaged, had higher 
levels of maternal unemployment, received lower levels of extended family support 
(notably in Indian and African Caribbean families), received fewer short breaks and had 
higher levels of unmet need. Differentiation with White families lay not in the type of needs, 
which were similar, but the extent to which they were met. Half of White families reported 
four or more unmet needs while half of the families in the BME survey reported seven or 
more.   
 
Conclusions: Major needs deficits for BME families were identified as help with learning, 
access to leisure and social events, help with communication, physical activities, learning 
about culture and religion, and emotional support. 
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How are these needs identified? 

Key study – Simon (2006) (Review, UK) 
Good practice: Working with disabled BME children 
 
Background: Many agencies and projects have had resounding successes in providing 
services to minority ethnic disabled children but their work has not been publicised. In 
order to fill the gap in knowledge about services for disabled children from BME ethnic 
communities, the Council for Disabled Children received funding from the Department for 
Education and Skills to help identify successful projects, highlight good practice and 
disseminate key messages. 
 
Aims: The aims of this guide are to help to improve access to social care services for BME 
disabled children; identify how services have successfully targeted BME disabled children, 
young people and their families; and provide tips and recommendations for service 
providers to help them ensure their services are accessible and relevant to all. 
 
Content: The guide includes examples of successful projects; tips on what to look for 
when setting up and delivering a service; possible challenges; common experiences that 
have led to success; practical suggestions; summaries of key legislation and policies with 
implications for practice; a list of useful resources; and references.  
 
Sources: The guide draws on practice, research and publications that address the needs 
of BME disabled children and their families. It identifies lessons that can be learned from 
working with children, with disabled children, with children from BME communities and with 
disabled adults. In addition, practice can be informed by the experiences of disabled 
people from BME communities in wider contexts such as in schools, in healthcare, in their 
transition to adulthood, in gaining employment and in gaining adequate housing. Learning 
from these disciplines has been incorporated into the guide. 
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Key study – Jones et al (2001) (Survey, UK) 
Deaf young people 
 
Background: Ideas of deaf identity have primarily developed within the White population. 
While prejudice and discrimination have been challenged, the deaf community has not 
recognised and accommodated diversity within the deaf population. 
 
Aim: To explore how young Asian deaf people engage with services and how they can 
influence options available. 
 
Method: Group (n=14; 43 participants) and individual (n=27) interviews with young people 
(mean age 15.7 years) and their families. 
 
Results: The welfare state exerts a form of social control over young Asian deaf people by 
privileging spoken over sign language, and Western norms over other cultural values. 
Young Asian people have multiple identities and the marketing of a global ‘deaf’ identity 
that demands a primary allegiance fails to accommodate religious and ethnic difference. 
 
Key study – Temple et al (2008) (Survey, UK) 
Early support 
 
Background: This study is part of a larger evaluation of Early Support Pathfinder services 
in England, aimed at disabled children from birth to three years, which examined the 
performance of 46 Pathfinders in Phase 3 of the programme. One of the significant 
components of the Early Support Programme has been the creation of a set of materials 
aimed at both families and professionals (accessible via www.earlysupport.org.uk). At the 
time of the evaluation all materials were available in written English only. 
 
Methods: Interviews, focus groups, monitoring collection and analysis of service records. 
 
Results: Pathfinders took different approaches to involving BME families: 
• No problem approach – the services took the view that if universal services were 

provided, then access would be equal for all. 
• Too big a problem approach – this recognised the access difficulties experienced by 

some families, but felt that the problem could not be addressed as the numbers were 
too small to justify the expenditure needed. 

• Discriminatory provision – these services concluded that their services were 
discriminatory if the material could not be understood. The use of professionals as 
interpreters or translators was seen by sites that described current provision as 
discriminatory (the third approach) as a necessary quick fix and not as a long-term 
solution. Control and, in effect, gatekeeping powers were given to such intermediaries 
and the sites questioned whether families would own the ‘Family Packs’ in these 
circumstances. As there appeared to be no relationship between the size of the local 
BME population and the approach identified, the choice of approach seemed to be 
more connected with prior beliefs than demography. 

Recommendations: A number of creative suggestions were made by Pathfinders, 
including: providing videotapes and DVDs. They recognised that individual sites could not 
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supply these for all languages and in all formats – the resource implications were too 
great. One Pathfinder suggested a bank of information in particular languages that all 
Pathfinders could share. The difficulty remains, of course, what to do as information 
becomes out of date or requires revision. It was proposed in this case that all the materials 
could be translated into the most common languages and accessed and updated via the 
website, as with the immunisation website. Families and professionals could therefore 
access the most up-to-date version in the language of their choice as and when they need 
it, rather than translations being done on a local ad hoc basis. 
 
Key study – Hatton et al (1998) (Survey, UK) 
Adolescents with learning difficulties 
 
Background: The South Asian community (originating from India, Bangladesh or 
Pakistan) is the largest BME community in the UK. 
 
Method: On the basis of a total identification survey in two metropolitan boroughs, 54 
people from the South Asian community caring for people with learning difficulties aged 14 
or over were interviewed regarding family circumstances, service supports and levels of 
stress. 
 
Results: In general, families were living in circumstances of material disadvantage and 
reported a high need for services, due to a lack of informal support and the considerable 
support needs of many of the people with learning difficulties. Carer awareness and 
receipt of specialist intellectual disability services were, however, low. A lack of information 
and staff with appropriate language skills, coupled with a general neglect of the cultural 
and religious needs of service users and carers, appeared to result in low service uptake 
and low levels of satisfaction with services. Eighty per cent of carers reported levels of 
stress indicative of psychiatric problems, and also reported high levels of contact with 
health services. There was some evidence that services were not allocated according to 
need; carers with low household incomes reported higher levels of stress, but carers with 
higher household incomes received a wider range of services. 
 
Recommendations: (i) Improving communication between South Asian families with a 
person with learning difficulties and services by providing information about services in 
appropriate languages, formats and locations and employing South Asian staff with 
appropriate language skills throughout mainstream services. (ii) Employing more South 
Asian staff throughout mainstream services, providing an appropriate diet, recognising and 
celebrating cultural and religious festivals and special occasions, and providing same-sex 
carers, particularly for women, to reduce concerns about personal care and sexual abuse. 
(iii) Increasing the availability and flexibility of domiciliary support and respite care to allow 
carers to meet other commitments and providing flexible short-term family placement 
schemes with other South Asian families from the same communities. 
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Key study – Croot et al (2008) (Survey, UK) 
Parental understanding of disability 
 
Background: It has been well documented that South Asian families caring for a child with 
a disability experience discrimination and disadvantage in accessing health and social 
care services. Mainstream services are ill-equipped to provide individual services to 
parents who choose to define and address disability differently, and whose concerns and 
solutions may differ from the majority population, despite the fact that these parents 
possess many strengths and may present alternative ways of addressing their needs. 
 
Aim: To provide a detailed account of the ways in which Pakistani parents living in a 
northern city in the UK and caring for a child with a disability, account for and understand 
their child’s disability. 
 
Methods: 16 in-depth interviews were carried out with Pakistani parents and one 
grandparent of a child with a disability. 
 
Results: Parents provided a detailed understanding of the causes of their child’s disability. 
All parents made reference to theological explanations as to why they had a child with a 
disability; however, most parents also gave biomedical or other explanations. The 
relationship between theological and biomedical explanations was explored along with the 
consequences of the different beliefs for individuals and families. Parents also spoke 
vividly about the impact of negative and stigmatising beliefs about causes of disability, 
which they felt were prevalent in the Pakistani community, and they used a biomedical 
discourse to refute these ideas. 
 
Conclusions: The authors suggest that knowledge of individual and family beliefs, and 
awareness of the impact of these beliefs, can provide a valuable conceptual lens for health 
and social care practitioners to use when working in family-centred, culturally congruent 
ways with parents. 
 
Key study – Chung et al (1999) (MSMS Level 1, UK) 
Use of health services 
 
Background: Studies suggest that strain often exists between professionals and parents 
of children with special needs. Parents have reported that professionals have not shared 
information about the nature of the child’s disability, or ways of receiving practical support. 
This may result in problems of communication between families and teachers, which can 
affect the identification and treatment of behavioural disorders among children with 
learning disabilities. 
 
Aims: (i) To describe the types of health services used by children with special needs, in 
relation to their ethnic background and (ii) to investigate the relationship between the 
severity of their behaviour and the use of services. 
 
Population: A sample of 106 children (European=42, Asian=45, African Caribbean=l9) 
was selected. 
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Measures: Aberrant Behaviour Checklist (ABC), completed by mothers; Use of Services 
Schedule (USS), completed through interviews by researchers with mothers. 
 
Findings: Similar patterns of use existed for all the groups. Hyperactivity seemed to be 
most problematic for the three groups, though there were no significant differences 
between them in terms of the five aberrant behaviours. Over the previous year, no children 
had been seen by their General Practitioners (GPs) for mental health difficulties; rather, 
they had been seen mainly for chest problems, particularly African Caribbeans, or cold-
related problems, particularly Asians. A large proportion of children had sought nursing 
care for health monitoring. Some had also sought dental check-ups, preventative and 
corrective treatments, as well as help from opticians. The majority of mothers thought that 
the services they had received were satisfactory. Out of all services, they thought that 
teachers and GPs understood their children’s problems best. 
 
Recommendations: Understanding of cultural beliefs and attitudes towards disability are 
essential in order to avoid mis-, under- or over-diagnosis of behavioural or psychological 
problems. 
 
Key study –Hatton et al (2004) (Review, UK) 
Learning disability, sources of support and positive outcomes 
 
Discussion: The prevalence of severe learning disabilities among UK South Asian 
communities

 
may be up to three times higher than the general population. Combined with 

general epidemiological trends, projections suggest that the number of UK South Asian 
children with severe learning disabilities will increase substantially over the next 20 years. 
South Asian communities in the UK, compared to their White peers, experience pervasive 
disadvantage and discrimination in terms of housing, education, employment, physical and 
mental health and access to services, with Pakistani and Bangladeshi populations 
particularly disadvantaged. 
 
Conclusion: Despite high support needs, South Asian families with a person with learning 
disabilities receive little informal support from family or friends outside the household, 
largely due to extended family members living too far away. South Asian families with a 
person with learning disabilities also report low awareness and uptake of specialist 
disability support services. Language barriers hinder parental awareness and uptake of 
services, and services rarely meet the language, cultural and religious needs of South 
Asian service users. Evidence also suggests that South Asian parents of children learning 
disabilities experience very poor physical and mental health. Factors associated with 
positive outcomes for families are (i) a well-conducted and sensitive disclosure process, (ii) 
informal support, together with information from support groups that can aid parental 
understanding and acceptance of child disability and access to formal services and (iii) 
culturally sensitive services to reinforce partnership between parents and professionals. 
These factors in combination have a significant impact on parental wellbeing and hence 
capacity to provide care. 
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Key study – Broomfield (2004) (Review, UK) 
Inclusive education 
 
In 2000, Parents for Inclusion encouraged a group of BME parents/carers and BME 
disabled people to form a reference group. Many members of the group had arrived at 
Parents for Inclusion through months, and even years, of struggle and endeavour to make 
their dreams of inclusion for their disabled children a reality. Many had initially come into 
contact with Parents for Inclusion while seeking help and support in order to secure 
suitable educational provision for their children, or had attended Parents for Inclusion’s 
Inclusion Groups in schools. Our reference group soon began to see that the difficulties 
and barriers that we were experiencing could be placed within the wider context of the 
social exclusion of disabled people. After the initial contact with Parents for Inclusion, 
many of us went on to undertake Disability Equality Training, Planning Positive Futures 
workshops, and so on. However, we became increasingly aware that our experience as 
BME individuals was not reflected in Parents for Inclusion’s predominately White setting. 
The BME Reference Group met on a regular basis for a year in order to explore and 
discuss the issue of race and disability. This report and a number of workshops are some 
of the end results of the BME Reference Group’s work. The full report is available at 
www.parentsforinclusion.org/bmeweb.pdf  
 
Key study – Bignall and Butt (2000) (Survey, UK) 
Transition to adulthood 
 
Background: Change and transition are affected by the experience of disability. Rights, 
responsibilities and expectation may differ and these differences may be affected by 
ethnicity, gender and family situation. This study examines how young Black disabled 
people manage this change and what independence and independent living means to 
them. 
 
Aims: To investigate young Black disabled people’s experience of independent living and 
views on the concept of independent living; to help social care agencies develop better 
practice;  to consider more effective strategies for building community support. 
 
Population: Forty-four young people were included in the study. The youngest of the 
interviewees was 16 years old, and the oldest was 30 years old. Eighteen young people 
fell within the inclusion criteria for this review. Sixteen were women and 28 were men; the 
number of males and females in the teenage population was not stated. Twelve were 
Caribbean and African young people and 32 were Asian. Of the 44, 35 lived at home with 
one or (in most cases) both of their parents. Three lived in residential accommodation, two 
lived in group homes, one was at university, one had his own council house, one lived in a 
privately rented house and another was in long-term foster care. The majority of 
interviewees had learning difficulties, but the population also included young people who 
had motor impairments, were deaf or hard of hearing, or had visual impairments. Some 
had multiple impairments. 
 
Methods: Interviews. 
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Results: While the development of confidence, self-esteem, competencies and changing 
the ways other people viewed them were key components of growing independence, some 
young people were happy with their lives and perceived questions about their route to 
independence as being critical of their situation. Most of these young people did not have 
the relevant information to help them achieve independence. Hardly any knew of new 
provisions, such as Direct Payments, which would help with independent living. Most 
people did not know where to get help or information if they wanted, for example, to move 
into their own place or go to university. Overall, independence was not necessarily 
equated with living alone, or away from the family home. For most of the young people, 
independence was about control and choice, and for some this also involved living 
separately from their families. Most, however, intended to live in or near their present 
family home.  
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Key study – Azmi et al (1997) (Survey, UK) 
Listening to South Asian adolescents with learning disabilites 
 
Background: As services become increasingly aware of the importance of quality-of-life 
issues, insight into what constitutes a ‘good life’ needs to be acquired directly from the 
people affected. 
 
Aims: To discover the views of adolescents and adults with learning disabilities from 
South Asian communities on accommodation, individual support, day services, service 
support, recreational activities, friendships, ethnic identity, racism and stigma.  
 
Population: Twenty-one people were interviewed, aged 14 to 44 years, median age 22. 
The numbers falling within the parameters of the review were not stated. All bar one were 
of Pakistani or Bangladeshi origin; similarly, all bar one lived with family members. 
 
Methods: Interviews. 
 
Results: Respondents had a clear sense of their ethnic and racial identity but experienced 
pervasive racism and stigma, limited friendships, few leisure opportunities and a lack of 
culturally appropriate services. 

Is there evidence of different outcomes? 

Key study – Mir et al (2001) (Review, UK) 
Learning disabilities and ethnicity 
 
Background: A scoping study commissioned by the Department of Health. 
 
Aim: To inform the national Learning Disabilities Strategy. 
 
Methods: A literature review; face-to-face and telephone discussions with users’ groups, 
carers’ organisations, service providers and researchers. 
 
Conclusions: Minority ethnic communities face substantial inequalities and discrimination 
in employment, education, health and social services. The higher prevalence of learning 
difficulties in South Asian communities has been linked to high levels of material and social 
deprivation, poor access to maternal healthcare, misclassification and higher rates of 
environmental or genetic risk factors. People with learning difficulties from minority ethnic 
communities experience simultaneous disadvantage in relation to race, impairment and, 
for women, gender. Negative stereotypes and attitudes held by service professionals 
contribute to the disadvantages they face. 
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Key study – Fazil et al (2004) (Action research, UK) 
Advocacy 
 
Background: Both citizen and self-advocacy are seen as ways to increase the 
empowerment of disadvantaged individuals and communities. 
 
Aim: To explore how the concepts of empowerment and advocacy impinge on power 
relationships for service providers working with Black and Asian communities. 
 
Methods: An evaluation of a 20-month action research project with 19 Pakistani and 
Bangladeshi families who have children with severe disabilities in Birmingham. The 
objectives of the project included improving access to resources, services, information and 
support in ways that were non-stigmatising and sensitive to the particular needs of the 
children and their carers. The paper discusses four main themes: (i) advocacy and 
empowerment in practice, (ii) issues of the efficacy of advocacy and of consultation within 
advocacy, (iii) individual empowerment versus the families’ needs and (iv) cultural and 
gender issues that emerged from the analysis of the study. 
 
Conclusions and recommendations: The authors identify features of empowerment that 
must be addressed in advocacy services that are sensitive to ethnic differences. While 
warning against the dangers of stereotyping, they suggest that (i) any process of 
empowerment will need to demonstrate a high level of cultural sensitivity – some kind of 
cultural matching may be desirable in this context; (ii) the physical, psychological and 
social needs of the carer(s) must be taken into account – it is difficult to benefit from 
empowerment if one is hungry or one cannot afford to have domestic appliances serviced; 
and (iii) while understanding the close-knit nature of many Asian families, there are often 
tensions between individual and family needs. Measuring advocacy through its success to 
empower individuals without paying attention to the wider need for social change and 
equality may be short sighted. 
 
Key study – Bignall et al (2002) (Survey, UK) 
Peer support 
 
Background: A peer support group is a group that provides emotional and social support 
to its members. Studies have shown that membership of such groups helps the personal 
development of young disabled people providing them with added skills, increased self-
esteem and confidence, the opportunity to share experiences and discuss concerns about 
their impairment or identity, and the chance to make friends. However, the opportunity to 
experience this kind of support is not necessarily open to all young disabled people and 
little is known about young Black disabled people’s opportunities for peer support. 
 
Aim: To explore how peer support groups for young Black disabled people develop and 
are organised and maintained. 
 
Population: Members of five self-advocacy groups were interviewed: two with Asian 
membership, one with African Caribbean membership and two of mixed ethnicity. Total 

65 



Ensuring services are sufficiently differentiated to meet diverse needs 
 

regular attenders numbered 58. Ages ranged from 12 to 30, with the majority of those 
interviewed falling outside the review parameters. 
 
Conclusions: Peer support groups play an important part in the lives of young black deaf 
and disabled people. Attending the groups enables them to gain emotional support, make 
friends and take part in a number of activities. Peer support groups for young Asian, 
Caribbean and African people specifically provide them with a comfortable environment to 
discuss ethnicity and religious issues. They also enable them to talk about other things 
they consider important – disability, independence, deaf culture and identity. All the young 
people seem to enjoy attending the peer support groups and are enthusiastic about the 
benefits they provide. 

Children in asylum-seeking families 

Needs, identification and outcomes 

Key study – Roberts and Harris (2002)4 (Survey, UK) 
Disabled people in refugee and asylum-seeking communities 
 
Background: There is no official source of data on the prevalence of impairments and 
chronic illness among refugees and asylum seekers in the UK. Estimates range from three 
to 10 per cent of the entire population of refugees and asylum seekers. Although there is a 
growing awareness of the multiple sources of disadvantage and discrimination 
experienced by disabled people from minority ethnic communities, the particular 
experiences of disabled people in refugee and asylum-seeking communities have hitherto 
been overlooked. 
 
Aim: To generate data on the numbers and social characteristics of disabled refugees and 
asylum seekers living in Britain, reviewed their entitlements to social and welfare services, 
and provided an insight into the experiences of disabled refugees and asylum seekers, 
and service providers. 
 
Population: Information was provided by 44 refugee community groups and disability 
organisations (mostly in Greater London and South East England) who identified over 
5,300 disabled refugees and asylum seekers with whom they were in contact at the time of 
participating in this study. The research team interviewed 38 disabled refugees and 
asylum seekers. 
 
Methods: A total of 300 relevant organisations were surveyed; 101 (34 per cent) 
responded. The purpose was to identify refugees or asylum seekers with chronic health 
problems. A follow-up questionnaire to 13 organisations provided information on 111 
disabled refugees or asylum seekers. Interviews with the heads of a further seven 
organisations were conducted and with 38 disabled refugees (age range 18–91 years). 
 

                                            
 
4 No overview of disabled children in asylum-seeking or refugee communities was located by the literature search. This study focuses 
on disabled adults and is included at this stage for context. 
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Results: While each person had a different story to tell, common themes emerged. Many 
people had unmet personal care needs and were struggling to cope in inappropriate and 
unsuitable housing. Isolation was a common experience, not only as a result of physical 
barriers to participating in everyday life, but also because of communication difficulties or 
separation from social and familial networks. Unmet communication needs were also 
prevalent. Accessing English lessons was difficult for some people, while others lost 
language skills following brain injuries and some struggled to acquire language skills 
through sign languages other than BSL. A lack of understanding of communication, 
cultural and linguistic issues on the part of service providers sometimes compounded the 
problems experienced. A number of the disabled refugees and asylum seekers 
participating in the research were parents, all of whom experienced support needs in 
relation to their parenting role. The study acknowledged the absence of any data on 
disabled refugee children and urged future research to fill this gap. 
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Key study – Tufnell (2003) (Review of assessment procedure, UK) 
Assessing refugee children 
 
Background: Under Article 1 A(2) of the UN Convention Relating to the Status of 
Refugees, to which the UK is a signatory, a refugee is essentially a person who has ‘a well 
founded fear of being persecuted for reasons of race, religion, nationality, membership of a 
particular social group or political opinion’. Unless an asylum seeker satisfies each of 
these elements, they will not be entitled to refugee status. Solicitors acting for asylum 
applicants with children or unaccompanied children may ask for a clinical assessment of 
the potential impact on a child of being returned to their country of origin. 
 
The process: Three main questions are explored by the clinical team: 
(i) What has the child experienced? 
There is often a lack of basic information about what the child has experienced, and so it is 
important to obtain detailed information about experiences that are relevant, especially as 
these relate to the grounds for establishing refugee status, those on which a claim has 
been refused or is being appealed, or needs relevant to the human rights of the child. 
(ii) How has the traumatic experience affected the child psychologically? 
This may include the degree to which a child has been affected and the reliability of the 
diagnostic opinion. Standard instruments such as the Children’s Post Traumatic Stress 
Disorder Inventory, the Impact of Event Scale, the Spence Child Anxiety Scale and the 
Birleson Depression Rating Scale may be used. For children under the age of eight years, 
there is a lack of suitable standardised assessment tools of this kind and also difficulties in 
applying the standard DSM-IV criteria to very young children. Special techniques are 
needed for working with very young children and children who are unable to communicate 
verbally. This approach makes use of non-verbal interactions and relies on detailed 
observations of the child’s behaviour. 
(iii) What is the likely effect on the child of being sent back to their country of origin? 
For children who are suffering from PTSD, it is important to point out that symptoms may 
worsen if the environment does not meet the child’s need for safety and security. There is 
now a considerable body of evidence to show that although many people with PTSD do 
recover, a proportion go on to develop the long-term biological and psychological changes 
associated with chronic PTSD. Children are particularly vulnerable. In the case of children 
exposed to war, the long-term effects can continue for many years. Studies of the effect of 
cumulative trauma and the developmental impact of trauma show that childhood trauma 
has a lasting adverse impact and can cause serious and debilitating mental health 
problems.  
 
Conclusion: Psychiatric reports for the court have a small but crucial role in helping 
refugee children. Identifying the psychological needs of refugee children and the resources 
they require answers an important need. While recognising that it can be unhelpful to 
pathologise, the courts do need to be as fully informed as possible before making difficult 
decisions about a family’s right to remain in the UK. 

68 



Ensuring services are sufficiently differentiated to meet diverse needs 
 

Key study – Hodes (2000) (Review, UK) 
Psychologically distressed refugee children 
 
Background: In 2000, there were around 50,000 refugee children in the UK, the majority 
living in the Greater London area. Up to 40 per cent may have psychiatric disorders, 
mostly depression, PTSD and other anxiety-related difficulties. Psychopathology as 
applied to the mental health of refugees has been subject to two main critiques: (i) normal 
responses to abnormal situations may be diagnosed as an abnormal state; and (ii) it may 
be inappropriate and unhelpful to apply Western biomedical classifications to non-Western 
cultures. Nonetheless, a considerable body of research points to the cross-cultural validity 
of PTSD, though most of the evidence is from non-UK studies. While prevalence of PSTD 
varies widely, it is generally agreed that it is related to degree of exposure and cumulative 
exposure to traumatic events, especially where the child perceived a lack of agency 
imposed on their primary carers. Nonetheless, the majority of refugee children cope well 
with and recover from the circumstances to which they have been exposed. 
 
Protective factors: Positive recovery has been associated with (i) maintenance of family 
structure and rituals; (ii) being embedded in a supportive and familiar cultural context; (iii) 
clinical treatment that accommodates the specific needs of the child (for example, the use 
of an interpreter may be contra-indicated where a family has been persecuted by people 
speaking their own language; they may prefer to communicate in English in a clinical 
context); and (iv) future rather than past oriented therapy. 
 
Interventions: Effective initiatives include (i) the renewal of agency through self-help by 
refugee groups themselves; (ii) targeted help through CAMHS in schools; and (iii) primary 
prevention through the reduction of stress on initial settlement, especially strategies aimed 
at improving community cohesion. 
 
Conclusion: Some refuge children and adolescents require help from specialist mental 
health services. These services need to be flexible enough to accommodate refugees’ 
cultural diversity, mobility and the need for a full range of treatments.  

 
Key study – Kohli and Mather (2003) (Review, UK) 
Unaccompanied asylum-seeking children 
 
Background: Migrant children from non-European countries may become separated from 
their families for a number of reasons: armed conflict and persecution; economic hardship 
following social disintegration; escape from dangerous families or kinship networks; sexual 
trafficking or other illicit activities. However, their common experience is being an escapee 
from harm or danger and seeking asylum in an unfamiliar society, an experience that has 
bean described as a rupture to the narrative threads running through their lives. 
Nonetheless, the majority exhibit less psychological disorder than children harmed by their 
own families. 
 
Impacts: Typical impacts include (i) being troubled by repetitive, intrusive thoughts about 
traumatic events, especially during periods of quiet – flashbacks, nightmares and sleep 
disturbance are common; (ii) difficulties in concentration, especially schoolwork, as well as 
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memory problems; and (iii) sense of a foreshortened future, of fragility of life and possibly 
guilt at having survived. 
 
Protective factors: These include (i) presence of caregivers, especially where these have 
the capacity to support; (ii) support to perform well in school; (iii) belonging to a 
community; (iv) a safe place and sage company in which to think about their experiences; 
(v) opportunities to influence what happens to them (agency); (vi) being constructively 
occupied; and (vii) cultural integration – finding a sense of continuity between their old life 
and their new one. 
 
Conclusion: Unaccompanied refugees may exhibit vulnerabilities associated with their 
prior experience but are also carriers of capacities that can help them recover. Effective 
responses nurture these capacities and allow them to flourish, especially by helping 
children recover a sense of belonging and take charge of their lives. 
 
Key study – Fazel and Stein (2005) (Matched assessment, UK) 
Comparative mental health of refugee children – UK study 
 
Background: In 2002, over 110,000 people entered Britain to seek asylum – a 250 per 
cent increase in five years. Children, who comprise at least a quarter of asylum seekers, 
are exposed to numerous risk factors for psychological disturbance including exposure to 
violence, forced displacement and multiple losses. The rates of mental health problems in 
refugee children are uncertain, but the few studies that have been done suggest that 
refugee children incur significant morbidity. 
 
Aim: To examine the rates of psychological disturbance in a sample of UK children who 
were refugees and compare them with a group of children who were from a minority ethnic 
group, but were not refugees, and a group of indigenous White children. 
 
Population: The sample comprised 303 children. In each group were 61 boys and 40 
girls; 32 children were aged 5–9, 35 were aged 10–13, and 34 were aged 14–18. Regions 
of origin for the refugee children included the Balkans (48), Kashmir (16) and Afghanistan 
(10), and for the minority ethnic children, Pakistan (64) and Bangladesh (28). 
 
Methods: The mental health and wellbeing of each of the groups were measured and 
compared with the others using a teacher-administered Strengths and Difficulties 
Questionnaire (SDQ). Each refugee child was matched with a BME child and a White child 
by age and sex, matching taking place by working alphabetically through the class 
register. 
 
Results: Refugee children scored significantly higher than minority ethnic children on both 
total (p<0.01) and emotional (p<0.001) scores; and refugee children scored higher than 
White children on total (p<0.01), emotional (p<0.01), peer (p <0.01) and hyperactivity 
(p<0.05) scores. 
 
Conclusion: More than a quarter of refugee children had significant psychological 
disturbance – greater than in both control groups and three times the national average. 
These refugee children showed particular difficulties in emotional symptoms. 
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Key study – Hodes and Tolmac (2005) (Matched assessment, UK) 
Severely impaired young refugees 
 
Background: Small numbers of refugee children and adolescents have significant social 
impairment, with difficulties in functioning within their families and in school. Impaired 
refugee children are psychiatrically heterogeneous, but have high exposure to past 
violence and losses, and they experience high levels of isolation compared with non-
refugee peers. These adversities are particularly likely to occur among those who are 
psychiatrically admitted, including those who have psychoses. 
 
Aim: To review recent studies exploring the characteristics of this group. 
 
Summary: The three studies can be summarised as follows: 
(i) A comparison of 110 young people leaving care, half of whom were unaccompanied 
asylum seekers from the Horn of Africa and Kosovo, and half White British or African 
Caribbean British. The asylum-seeking young people had better social adjustment than the 
UK-born group, although the asylum-seeking group did have a higher level of social 
maladjustment than would be expected from a community sample. 
(ii) Thirty refugee children at a CAMHS clinic (tier 3) were matched by age and sex with (a) 
non-refugee children of the same cultural background and (b) White-British children. 
Refugee children were affected by a range of disorders: anxiety, affective, sleep, conduct, 
developmental and learning disabilities. While refugee children had more psychosocial 
disorders, they had fewer psychoneurotic disorders compared to both other groups. No 
higher level of PTSD was detected, compared to the other groups, in the refugee children 
and social maladjustment scores were similar for all groups.   
(iii) Ethnic variation in adolescent psychiatric inpatients was investigated through a one-
day Census in London. Data were obtained on 110 (97 per cent) of all inpatients. Black 
adolescents were much more likely to be admitted. Fifteen of the sample were refugees, 
10 of whom had psychoses. The five refugee adolescents who did not have psychoses 
had varied disorders such as depression, adjustment disorder with deliberate self-harm, 
and eating disorder. Some of the adolescents had PTSD co-morbid with other disorders 
including psychoses. They were from Kosovo, Iraq and countries in Africa. When refugee 
inpatients were compared with the non-refugees, there was a higher proportion who were 
detained – 5/15 (33 per cent) compared with 14/70 (20 per cent) non-refugees – but this 
failed to reach statistical significance. 
 
Implications for services: (i) The prevalence of psychiatric disorder may be higher in 
refugee children than in comparable groups. (ii) While the role of culture is still debated, 
there is some evidence that culture is a relevant factor in some symptom profiles. (iii) 
Assessment of intellectual ability may be compromised by environmental factors that have 
impeded the child’s learning trajectory. (iv) Refugee children show more marked 
improvement in mental health over time than adult refugees. (v) CAMHS in the London 
area, due to the longer and more settled profile of refugees, are dealing with disorders that 
may have emerged regardless of refugee status, such as developmental disorders and 
learning disabilities. 
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Key study – Lustig et al (2004) (Review, USA) 
Literature review of child and adolescent refugee mental health 
  
Background: Approximately half of the world’s 20 million refugees are children. The ratio 
of child to adult refugees varies depending on region. For example, the majority of 
refugees in Central Africa are children (57 per cent), while only one-fifth of Central and 
Eastern European refugees are under 18. Between 1988 and 2001, the USA admitted 
over 1.3 million refugees, for whom US health professionals are increasingly called upon 
to help. 
 
Aim: To review stressful experiences and stress reactions among child and adolescent 
refugees, as well as interventions and ethical considerations in research and clinical work, 
within the framework of the chronological experiences of child refugees, namely, the 
phases of pre-flight, flight and resettlement. Highlighted are special refugee populations 
such as unaccompanied minors, asylum seekers and former child soldiers. 
 
Method: The authors reviewed articles from 1990 to 2003 addressing these topics. 
Literature was gathered from databases including PsycINFO, Medline and SocioFile. 
Pertinent earlier papers and those from other disciplines cited in database-identified 
articles were also included. 
 
Results: Connections to one’s culture of origin and ideological commitment may act 
protectively in resettlement. Parental wellbeing appears to affect child functioning, with a 
number of studies finding that children’s ability to cope was inversely related to their 
mothers’ exposure to stress. Adjustment during resettlement is facilitated by appropriate 
contact with the native culture. A comparison of Central American and Southeast Asian 
refugee children resettled in Canada exemplifies the significance of cultural idioms of 
distress. Learning difficulties were associated with hyperactivity and social isolation in the 
former group, in contrast to aggression and depression in the latter. Recovery rates over 
time were considerable, though elevated symptomatology remained. 
 
Conclusions: Child and adolescent refugees suffer from significant conflict-related 
exposures. Reactions to stress may be mediated by coping strategies, belief systems and 
social relations. 
 
Key study – Rutter (2006) (Review, UK) 
Refugee children in the UK 
 
Background: This is a detailed review of refugee children in the UK; however, the only 
issued addressed related to disability is PTSD.The 2001 Census suggested that about 
57,000 school-age children (aged 5–16 years) who had experienced forced migration were 
living in the UK. Main countries of origin were (in order of migration size) Somalia, Sri 
Lanka, Turkey, Zimbabwe, Iraq, Afghanistan and Iran. In 2003, the local authority with the 
largest number of refugee children was Newham, followed by Haringey and then the City 
of Manchester. Fourteen of the 17 local authorities with more than 2,000 asylum-seeking 
and refugee children are in London, although the overall percentage of refugee children in 
Greater London has fallen over the past 15 years due to the introduction of the National 
Asylum Support Service (NASS) housing dispersal. Overall, the population of refugee 
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children is highly heterogeneous and there is no obvious demarcation between refugees 
and non-refugees or voluntary and forced migrants, other than through a legal or 
bureaucratic definition provided by the state. 
 
Research: Studies of refugee children tend to be of three types: (i) texts on trauma, (ii) 
studies of resilience or (iii) studies of children’s social worlds, including their experiences of 
education and social welfare. By far the largest body of literature is on trauma. Post-
traumatic stress disorder has only been recognised as a specific psychological disorder 
since 1980, when it was included in the third edition of the Diagnostic and statistical 
manual of mental disorders (DSM-III) of the American Psychiatric Association (APA1980). 
The foci of these studies are on (i) analysis of exposure to traumatic experience, (ii) the 
sequelae of such experiences and (iii) interventions for refugee children suffering PTSD. 
 
Discussion: This book examines a wide range of issues not directly pertinent to this 
review. However, it does contain a non-systematic review and critique of the hegemony of 
trauma narrative, suggesting that the degree to which PTSD is present in refugee children 
may be exaggerated, being based primarily on clinical rather than general population 
samples, and the main difficulties many refugee children face are post- rather than pre-
migration, usually comprising poverty, discrimination and poor educational experiences. 
The dominance of the trauma narrative, it is suggested, has become a damaging and 
inaccurate way of labelling children, which is supported by contemporary ‘trauma’ culture, 
and results in medicalised rather than social and educational responses. A distressed 
refugee child may be diagnosed as ‘traumatised’ by past experiences rather than just 
distressed by current ones. 
 
Conclusion: An excessive focus on PTSD may result in some key protective factors – 
notably continuity of care, reduced domestic upheavals and positive educational 
experiences – being diminished in importance in favour of diagnosis and clinical response 
to PTSD. In addition, pressure to ‘integrate’ may compound problems rather than there 
being a recognition that multiple identities may be a source of wellbeing. 
 
Key study – Simon (2006) (Review, UK) 
Good practice: Disabled refugees/asylum seekers 
 
Background: Many agencies and projects have had resounding successes in providing 
services to minority ethnic disabled children but their work has not been publicised. In 
order to fill the gaps in knowledge about services for disabled children from BME 
communities, the Council for Disabled Children received funding from the Department for 
Education and Skills to help identify successful projects, highlight good practice and 
disseminate key messages. The report contains a section on refugees and asylum 
seekers (pp 19–23). 
 
Summary: Disabled children who are refugees or asylum seekers can be hard to identify 
and appropriately support. Many of them arrive in the UK unaccompanied by any adult 
with responsibility for them. The literature that describes their circumstances is sparse, so 
the difficulties they face tend to be addressed on a case-by-case basis. 
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Children with the most complex needs 

Additional needs – what are they? 

Key study – Rabiee et al (2005) (Survey, UK) 
Desired outcomes of children with complex health care needs 
 
Background: There is a growing emphasis on outcomes-focused practice and user-
defined outcomes to ensure that the children and families most at risk of social exclusion 
have every opportunity to build successful and independent lives. However, we still know 
little about what children and young people with disabilities consider constitutes a good 
quality of life. 
 
Aim: To conduct a qualitative research project to identify the desires and aspirations of 
children and young people with complex healthcare needs (CHNs). 
 
Subjects: Fifty families participated in this study: 26 families had a child with CHNs and 24 
had a child who did not use speech for communication. 
 
Method: Semi-structured interviews were carried out with 50 parents, 18 children and 17 
other informants (teachers and other non-parent carers who knew particular children well). 
A range of visual or non-verbal techniques were used to facilitate interviews with children. 
 
Results: In general, many of the desired outcomes that parents and children talked about 
are the same as those seen as important for non-disabled children such as having friends 
and interests, acquiring self-care skills and future independence, feeling confident and 
respected by others, and experiencing success and achievement. However, key 
differences emerged. For example, the ability to communicate is the priority outcome for 
most children with communication impairment. While this is often taken for granted for 
non-disabled children, for many children with CHNs, being comfortable and not in pain are 
the priority, before other outcomes can be considered. 
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Key study – Boddy et al (2006) (Survey, UK) 
Impact of ‘joined-up’ assessment on children with complex needs and their families 
 
Background: In 2004, a Common Assessment Framework (CAF) was introduced as part 
of the Every Child Matters: Change for Children programme. However, relatively little 
attention has been paid to how to co-ordinate children’s social care needs, their SEN and 
their health needs arising from clinical diagnoses. 
 
Aim: The current study complements work in relation to the CAF, by focusing on models of 
joined-up assessment for children with significant and complex health needs and/or 
disabilities. 
 
Method: Eighteen local authorities were identified as developing promising practice in 
coordinating specialist assessments. From these, six authorities were selected to provide 
variation in (i) age range of children and young people, (ii) geographical location and (iii) 
different frameworks for joint working. Interviews were carried out with 50 professionals 
and 21 parents. 
 
Results: The process of assessment was child and family-centred, attending to the child 
and family together. Assessment was viewed as a dynamic ongoing process. Good 
practice from the families’ point of view included: 
• initial home visits carried out to explain and discuss the assessment process 
• assessments conducted in familiar places such as the home or school 
• coordination assessments to reduce the burden on child and family 
• specialists sharing information to achieve a fuller understanding of child and family 
• responsive frameworks for review triggered by the family as well as by professionals 
• the use of lead professional roles to provide a core point of contact for the family. 
Conclusion: While parents expressed some criticisms and concerns about their children’s 
care planning, in none of the six authorities did any make comments such as those quoted 
in the Audit Commission’s (2003) research, that assessment was ‘piecemeal, in dribs and 
drabs’. Across all the case study sites, both parents and professionals were able to 
provide examples of co-ordination of different aspects of care planning that followed from a 
child or young person’s assessment, resulting in quicker access to services and better 
identification of need. 
 
Key study – Mencap (2001) (Survey, UK) 
Views of parents caring for children and adults with profound learning disabilities 
 
Background: The majority of children and adults with profound and multiple learning 
disabilities have communication difficulties. Many may have a range of complex health 
needs. There are children who are technology dependent, who may need a combination of 
oxygen cylinders, suction equipment and tube feeding. There is a high prevalence of 
severe and complex epilepsy among this group of people. The increasing complexity of 
this group of people’s disabilities impacts on the support needs of the families who care for 
them.  
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Aim: To explore the views of parents with children who have profound learning disabilities. 
 
Method: Interviews (n=76, no child/adult breakdown provided) with families caring for a 
child or adult with profound learning disabilities in England, Wales and Northern Ireland. 
 
Results: These were reported in six areas and included: 
• the caring role – 60 per cent of parents spent more than 10 hours per day on basic 

physical care and parents were woken up, on average, three times per night 
• the support given to families – 48 per cent received no support from outside the 

family to help with their care tasks 
• quality of services – 48 per cent were dissatisfied overall with the services they 

received (either not very satisfied or very unsatisfied) 
• diagnosis – 85 per cent had been given a formal diagnosis; of this, 85 per cent, 

almost two-thirds were told the diagnosis badly or very badly 
• co-ordination of services – 80 per cent thought that the professionals were poorly or 

very poorly co-ordinated and 37 per cent had contact with eight or more 
professionals 

• plans for the future – 54 per cent of parents said that they would like to see their 
grown-up son or daughter move away from the family home but 61 per cent had 
received no support in planning for that possibility. 

 
Key study – Redmond and Richardson (2003) (Survey, Ireland) 
Needs of mothers caring for children with profound learning disabilities 
 
Background: The dominant view of children with profound disabilities as a problem and 
their parents’ lives as stricken by tragedy has been challenged in recent decades. More 
attention has been paid to the views of parents and the kinds of support they require. 
 
Aim: To explore the needs of a group of mothers with profoundly disabled children, with 
particular attention to the practical, emotional and financial supports offered and their 
suggestions for service improvement. 
 
Subjects: Seventeen mothers of children four years and under with severe and life-
threatening intellectual disabilities. 
 
Method: Semi-structured interviews; completion of the General Health Questionnaire 
(GHQ). 
 
Results: While mothers were considerably stressed on several GHQ measures, half the 
group felt that they were able to play a useful part in events, were able to make decisions 
and could face up to problems. Many mothers also emphasised the positive aspects of 
care and their acquisition of quite complex caring skills. However, lack of information about 
their children’s condition, unco-ordinated services and disputes over service eligibility due 
to lack of ‘fit’ between the child and the agency purview were constant themes. 
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Conclusions: The key demands of mothers were for (i) reliable coordinated services; (ii) 
information, advocacy and support; (iii) home-based services to prevent unnecessary 
travel; and (iv) support for employment. While no mother mentioned the possible loss of 
their child, the study authors noted that 20 per cent of the children in this study died within 
three months of its conclusion, suggesting that palliative care and bereavement support 
may be another important unmet need.  
 
Key study – Limbrick-Spencer (2000) (Survey, UK) 
Survey of parents of children with complex needs 
 
Aim: To conduct a national survey of parents’ needs in the first two years after diagnosis 
and to examine where the existing services and systems are meeting these needs or 
whether there is a gap in service provision. The survey was carried out by the Handsel 
Trust. 
 
Method: Distribution of questionnaires via support groups, non-governmental 
organisations, statutory authorities, newsletters and support groups. 5,000 questionnaires 
were distributed and 1,000 were returned (84 per cent from England). 455 were analysed 
in this study. Parents were not provided with a definition of complex needs; parents were 
to decide whether the questionnaire related to them. 
 
Results: Based on parental replies, the report suggested that the key elements of effective 
support for families should include: 
• Parents should be enabled to play an active and valued role in discussion and 

decisions about their child’s care and treatment. 
• Parents need to be able to control what services they want and when they need 

them. 
• Partners and other key family members need to be included in support provision. 
• Parents need access to knowledgeable helpers. 
• Support for the family and services for the child need to be made available without 

the parents having to ask. 
• Support provision and services for the child need to have realistic and effective 

accessibility, including outside office hours. 
• Parents need seamless services – without gaps in which they or their child are left 

simply waiting for services to start. 
• Parents need to have supportive individuals replaced should they leave. 

How are these needs identified? 

Key study – Cavet (2007) (Good practice review, UK) 
Key workers for children with complex or high levels of need 
 
Background: The complexity of service provision may present a considerable obstacle to 
the achievement of an environment that best suits both parents and children. As a result, 
there have been a variety of developments geared to the provision of better co-ordinated 
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services to families with a disabled child. Among these initiatives, the value of having one 
named person who acts to coordinate the input to the family from the various agencies and 
services involved is now well recognised. Those named as co-ordinators are now most 
usually referred to as key workers. 
 
Definition: Care Co-ordination Network UK (CCNUK) defines a key worker as someone 
who is both the source of support for disabled children and young people and their 
families, and a link by which other services are accessed and used effectively. Key 
workers have responsibility for working together with the family and with professionals 
from services and for ensuring delivery of an inter-agency care plan for the child and the 
family. Research to date suggests that there is no particular profession whose members 
are best suited to act as key workers, and that systemic factors (such as effects of training, 
supervision and time allocation) have more of an effect on key workers’ effectiveness than 
their professional backgrounds. However, jobs that constrain a person’s ability to be a key 
worker include those where home visiting is likely to be difficult and those in which 
workers’ statutory responsibilities take precedence over their role as an advocate for the 
family. 
 
Target population: Priority populations for key worker services are children with complex 
or high levels of need who are likely to be in touch with a large number of services; 
children who are at transitional points or subject to diagnostic procedures; and those who 
live in stressed or unsupportive environments. 
 
Benefits: Specific outcomes noted following the introduction of key worker services are 
better relationships with services, better and quicker access to statutory and discretionary 
benefits, both financial and environmental, and reduced levels of stress. 

Is there evidence of different outcomes? 

Key study – CSCI (2007) (Report, UK) 
Transition to adulthood 
 
Good practice examples: 
• transition personal advisers based in learning disability teams who ‘broker’ care for 

young people across health, housing, employment and leisure services 
• initiatives developed in partnership with families, council, primary care trust and 

local universities to bring young people back to their communities from out-of-area 
placements and to receive personalised one-to-one support 

• information technology systems to track the numbers of people receiving a service 
before transition, their current services and any reasons for changes 

• transition planning panels to capture data about young people and monitor quality 
of transition plans 

• proactive planning with housing partners to ensure that supported accommodation 
is available.  
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Key study – Townsley et al (2004) (Survey, UK) 
Impact of multi-agency working on the welfare of children with complex needs and 
their families 
 
Background: Children with complex care needs typically require the help of many 
agencies. Effective collaborative working is thus a crucial contribution to their wellbeing. 
 
Aim: To explore the impact that multi-agency services have on the lives of children with 
complex needs and their families. 
 
Context: Each of the six sites under study had a different approach to multi-agency 
working; five services used a lead agency model and only one had a truly multi-agency 
approach to resource sharing. All six sites acted as a co-ordination point; four sites used a 
key or link worker model. 
 
Method: Visits to six service sites in the UK (three in England); interviews with 
professionals (n=115), families (n=25) and children (n=18). 
 
Results: These were reported in four areas: 
(i) Impact of multi-agency working on professionals 
There was virtual unanimity on the positive impact of multi-agency work, notably in relation 
to clearer communication and understanding of other work cultures. Problems remained 
due to different levels of commitment, incompatible information technology systems and 
different statutory frameworks. 
(ii) Impact of multi-agency working on families 
Nearly two-thirds of families expressed positive views, but saw the focus of services as 
being very much on the child rather than on the family unit. Although half the families had 
a key worker, only a quarter felt that this person actually co-ordinated services. Many 
families were still experiencing multiple reviews and had only a vague idea of their 
entitlements. 
(iii) Views of children 
Almost all the children had little independent existence away from their families. The 
children lacked external relationships and activities, yet wanted to do the sorts of things 
other children could and did do. Few relationships between children and key workers, and 
little evidence of consultation between children and services were detected. 
(iv) The difference made by multi-agency working 
The main impacts were better support for children’s healthcare needs at home and access 
to education. However, much remains to be done with respect to the wider support needs 
of families and the promotion of children’s basic human rights. 
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Children living away from home (excluding looked-after children) 

Additional needs – what are they? 

Key study – Pinney (2005) (Secondary analysis of data) 
Disabled children in residential placements in England 
 
Background: This study was carried out following a 2003 report by the Department for 
Education and Skills which recommended that national data on all disabled children living 
away from home, from health, education and social care should be collated and made 
available to local authorities and primary care trusts. 
Main findings: 
(i) About 13,300 disabled children in England are in long-term residential placements – in 
education, social care and health settings : 
• 6,100 children with SEN board in maintained primary, secondary and special 

schools and non-maintained special schools. 
• About 3,400 children with SEN board in independent schools.  
• 2,100 disabled children are in residential provision made by social services, 

excluding short-term breaks and foster placements (including 1,500 who are looked 
after under the Children Act 1989 (GB. Statutes 1989). 

• 2,700 children have spent over six months in NHS hospitals. 
(ii) The vast majority are boys of secondary school age:  
• About 80 per cent of those in residential special schools, 70 per cent of those in 

residential placements made by social care and just over 50 per cent of those who 
have spent more than six months in hospital are male.  

• Oer two-thirds of those in residential special schools are of secondary school age; 
90 per cent of disabled children in social care residential provision are aged 10 or 
more; and the number of children spending more than six months in hospital rises 
beyond 11 years of age. 

• Beyond 15/16 years of age, there is a sharp drop in the number of disabled young 
people in education and social care residential placements. But the number 
spending six months or more in hospital continues to rise – 46 per cent are aged 
16–19. 

(iii) Behavioural, emotional and social difficulties (BESD) and mental health problems are 
the most prevalent disabilities, alongside learning difficulties: 
• BESD is the most common need among pupils in residential special schools, 

representing 35 per cent of placements in maintained and non-maintained schools. 
More children in residential social care placements have learning difficulties, but 
behavioural difficulties are the second most prevalent disability. ‘Mental disorder’ 
accounts for 11 times as many admissions as any other diagnosis group among 
children spending six months or more in hospital.  
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Key study – Pilling et al (2006) (Survey, England and Wales) 
Characteristics and experiences of children with severe intellectual disabilities in 
52-week residential care 
 
Background: We know very little about children in 52-week residential care, their and their 
families’ experiences, and the outcomes of such placements. 
 
Aims: To (i) identify the characteristics of children and young people attending the 
schools; (ii) draw comparisons with the characteristics of other groups of children and 
young people as described in previous studies; and (iii) identify some aspects of the 
experiences of children and young people at residential schools, also in comparison with 
other studies. 
 
Method: Staff of nine schools completed postal questionnaires on the characteristics and 
experiences of 156 pupils. 
 
Results: Those attending residential schools are predominantly male, teenagers and in 
long-term placements. Most have limited communication skills and autistic spectrum 
disorders. All display high numbers of challenging behaviours, many of them serious. 
Children have a greater range and complexity of needs than pupils at ‘day’ severe learning 
difficulties schools, albeit with some overlap. 
 
Conclusions: Children at 52-week residential schools present needs that both families 
and local services struggle to meet. Residential placement may provide the intensity of 
educational input and social support that is required, but may increase the vulnerability of 
the children. Local alternatives to residential schools should be investigated. 
 
Key study – McGill et al (2006) (Survey, UK) 
Views of parents of disabled children in 52-week residential placements 
 
Background: The decision to make a placement at a 52-week residential school typically 
is taken by a joint panel of Education and Social Services (and, sometimes, Health). Such 
panels are, unsurprisingly, known to be characterised by conflict over whether the 
placement is needed, whether its consideration reflects resource problems (for example, 
failure to provide sufficient family support), local educational deficits (for example, failure to 
cope at school) or local social care and, inevitably, the proportion of funding that should 
come from each agency. A number of concerns have been expressed regarding 
residential placements:  the difficulty in reconciling the drive for inclusive education with 
segregated provision; the dissonance with the United Nations Convention on the Rights of 
the Child, specially the right to live with their families unless it is not in their best interest; 
and the confusion over looked-after status and the corresponding lack of monitoring when 
placements are 100 per cent funded by education departments. 
 
Aim: To explore the support received by parents prior to their child’s placement at 
residential school; the suitability and quality of their child’s current residential school 
placement; and parents’ concerns and hopes for their child’s future. 
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Method: Questionnaire and interviews. Sixteen schools were approached: 11 agreed to 
distribute questionnaires and facilitate interviews. 217 questionnaires were distributed, 73 
were returned (34 per cent response rate). Fourteen telephone interviews were completed, 
selected as representative of the larger sample. 
 
Population: Parents of children with severe learning disabilities in 52-week residential 
placements. Children of respondents were 54 male, 19 female and mean age 15.2 years 
with almost 60 per cent having an autistic spectrum disorder diagnosis. Parents reported 
between 80 and 90 per cent of children exhibiting aggression, destructive behaviour and 
non-compliance. 
 
Results: Prior to residential care, parents rated the help they received as very moderate 
(mean 2.8 on a scale of 1–5). Almost a third described it as very poor and just over a fifth 
as excellent. Obtaining a residential placement was a stressful and negative experience. 
The main reasons for a placement were a lack of any suitable local provision and extreme 
stress due to the child’s behaviour. Views on the current placement were more positive 
(mean 4.2 on a scale of 1–5 on provision of good-quality care). The further the child was 
placed from home (almost three-quarters were more than 50 miles away), the more likely 
parents were to express a wish for a local placement.  
 
Conclusion: Parents were generally positive about residential placements, but this must 
be put in the context of considerable dissatisfaction with local provision. The large majority 
of parents wanted their child to be accommodated more locally. The mains form of anxiety 
expressed by parents were concern for the future, the lack of planning and the possibility 
that they would have to provide sole care for their children at home. 
 
Key study – Paul et al (2004) (Review, England) 
Safeguarding disabled children in residential schools 
 
Background: The limited research and practice literature available suggests that disabled 
children are especially vulnerable to institutional abuse. Disabled children experience a 
diverse range of out-of-home provision. How they are protected from abuse by both 
procedural and practice safeguards contained within these different settings, and how 
adequate these are, is unknown. 
 
Aim: To describe and evaluate information from a range of residential special schools for 
disabled children concerning their current child protection polices and practices, and to 
highlight examples of good practice. 
 
Methods: Interviews, documentary analysis and participant observation. 
 
Population: Eleven schools participated; fieldwork took place in eight of these, seven of 
which were run by non-governmental organisations. Most were schools for children with 
severe and multiple disabilities. One was a secondary school; the others took both primary 
and secondary pupils. All were co-educational. 
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Results: Staff were continuously grappling with the need to find a balance between 
ensuring children’s safety and giving them a flexible and stimulating environment. The 
main issues that emerged were connected with child protection awareness and 
procedures, training, communication with children, the management of children and 
adolescents’ sexuality and need for affection, and behaviour management. The main 
difficulty for staff was the issue of affection and sexuality, with staff sometimes feeling that 
they had to ignore guidelines on showing physical contact as they seemed at variance with 
common sense and children’s need for affection. 
 
Conclusion: While clear guidelines and channels of communication with parents are 
essential, the structural problem caused by the considerable distance of many children 
from their homes makes the task of keeping families fully informed very challenging. 
Safeguarding procedures would be more robust if fewer children were distant from their 
homes. 
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How are these needs identified? 

Key studies – Morris (1995, 1998a, 1998b) (Surveys; review) 
The circumstances of children living away from their families 
 
Background: These linked studies examine the circumstances of disabled children and 
young people living away from home.  
 
Aims: To illustrate the lives and concerns of a small sample (n=10, all adults) of disabled 
people who had been in residential care as children and survey the way local authorities 
were currently discharging their responsibilities under the Children Act 1989 (1995); to 
survey the experiences of a larger sample (n=30) of children living away from home 
(1998a); and to review corresponding research and policy (1998b). 
 
Methods: Recruitment of convenience samples of adults and young people; interviews. 
 
Results: Disabled children experienced patterns of care that would never be tolerated for 
non-disabled children. The main reason for the lack of priority and concern for their 
circumstances was their invisibility; for many of them, the future comprised a 
disappearance into long-term adult residential care (1995). Issues of most importance to 
young people in residential settings were relationships and friendships; having choices 
and, given the degree of impairments, being helped to make choices; having more options 
in adulthood than just the restricted ones that are usually on offer; and having 
communication needs met. 
 
Conclusions: For many young people, going away from home for short periods was a 
prelude for being away for much longer periods. As children, their lifestyles, experiences 
and life trajectory were defined and driven by their impairment. Young people had little 
experience of peer-group influences; relationships tended to be with non-disabled adults, 
usually staff. A small but significant number of abusive incidents were recounted; it is 
highly likely that more were concealed, especially given the large number of young people 
in the sample with limited capacity to communicate conventionally. The more complex the 
needs, the more likely it was that children would not have their wishes ascertained or 
recorded. A lack of clarity over statutory duties, the legal status of children and protective 
processes required was commonplace. 
 
Key study – Stalker et al (2004)  (Survey, UK) 
Children with complex needs being cared for away from home 
 
Aim: To explore the day-to-day experiences of young people with complex care needs 
living away from home, especially in healthcare settings. 
 
Method: Interviews with professionals, parents and children. 
  
Participants: Fifteen children; in or recently discharged from medical wards (n=8, age 
range 10months to 16 years); at residential school (n=4, age range 16 to 18 years); in a 
secure unit at a long-stay hospital (n=3, data not discussed). Only five children were 
interviewed directly, for the rest, information was gathered by interviews with staff or 
parents. 
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Results: While the situations of the children in hospital and in residential settings were 
very different, the study concluded that there was a range of common themes. The 
children, young people and their parents, wanted: 

to be treated as individuals and consulted about their care and treatment • 

• to exercise choice and be given information about what was going to happen to 
them 

• to know which staff were involved in their care and for staff to be caring and friendly 
• to have good contact with their families and friends and easy access to 

communication media 
• to have a range of activities appropriate to their age and access to the wider 

community. 
Conclusion: Degree of complexity or extremity of impairment should not lessen, indeed it 
should intensify, the need for children’s views to be taken into account in both placement 
decisions and treatment options. 
 
Key studies – Abbot et al (2000, 2001) (Surveys, England) 
[These two linked studies examine decision making (2000) and the circumstances in 
which disabled children enter residential care (2001)] 
Residential school placements for children – policy and practice 
 
Background: There has been no research on the processes by and circumstances in 
which disabled children come to be placed at boarding schools and none about the 
experiences of disabled children from their own point of view. 
 
Aim: To examine how policy and practice promote the welfare of disabled children who 
attend residential schools; the circumstances in which children are placed in school; the 
extent to which children are involved in placement decisions; and the effect that residential 
placements have on the children’s family and community relationships.  
 
Method: (i) Interviews with managers and data collection in 21 English local authorities; 
and (ii) in-depth interviews with 53 professionals, 43 parents and 32 children in four local 
authorities, described as representative of the larger sample.  
 
Results: Results were clustered in four domains: 
(i) Why were placements made? 
The main reasons were inability to meet needs locally and overwhelming pressure on 
families. While the professionals interviewed for this study often tried to separate out 
‘social’ and ‘educational’ factors in terms of whether a residential placement was felt to be 
necessary, parents tended to see a closer connection between the two aspects of their 
children’s lives and needs. The majority of parents described a lack of understanding and 
inadequate support at school and at home, leading to their conclusion that a specialist 
residential setting was the only way of meeting their child’s needs and those of their family. 
(ii) Parents’ experience of schools  
Parents considered a residential placement for their child when their local authority did not 
provide adequate support in local schools or to families at home. They usually had little 
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information about the decision-making process. Following placement, they received little 
help to maintain their relationship with their child. Although boarding school was an option 
most considered reluctantly, almost all the parents believed that the decision was in the 
best interests of their child given the local alternatives. 
(iii ildren’s experience of schools  ) Ch
Friendship was one of the most positive things young people told us about being at 
boarding school. Only a small number had active social lives and good friends at home as 
well. Some also felt they received a better education at boarding school. However, most of 
the young people would not have chosen to go away to school, although some wanted to 
leave their old school because they were so unhappy there. Almost all said that they were 
homesick when they went away and that they missed their family, their own space, their 
own things and their own routines. 
(iv st-placement involvement by authorities  ) Po
Parents generally felt unsupported by their education and social services authorities during 
the time that their child was at a residential school. In most cases, a considerable amount 
of conflict between parents and authorities had been part of the decision-making process 
leading to a placement.  
 
Conclusion: The most striking finding was the considerable confusion and variations in 
practice among social services professionals about their statutory obligations under the 
Children Act to children at residential schools. While legal opinion apparently differs on 
what these obligations are, it is nonetheless clear that practice was generally not very 
effective in promoting or protecting the children’s welfare. In particular, there was sparse 
contact between social services professionals and children at residential school, little 
evidence of their ‘wishes and feelings’ about the placement being ascertained, and 
apparently few examples of families being helped to maintain their relationships with their 
children once a placement had been made. The nature of the relationship between the 
child, their family, the placing authority and the school was seemingly random. The current 
legislative framework is not adequately protecting and promoting the interests of disabled 
children at boarding schools.  

Is there evidence of different outcomes? 

Key studies – Emerson and Robertson (1996); Robertson et al (1996) (MSMS Level 2, 
England) 
[Both these texts discuss different aspects of the same study] 
Impact of residential special education 
 
Background: Virtually nothing is known of the long-term impact of residential special 
education on children with severely challenging behaviours.  
 
Aim: To evaluate the long-term changes in the behaviour and general development of 
children who attended a behaviourally oriented residential special school. 
   
Population: Sixty-three children completed placements of at least four months’ duration in 
a special school since 1982. Fifty-five were located. These were 41 males and 14 females, 
47 being White, six Asian and two African Caribbean.   
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Method: Data collection at three points in time: entry to school (T1), point of leaving (T2), 
both by retrospective record analysis, and three to four years later (T3), by interview, with 
parent or close family member. Diagnosed conditions included epilepsy (40%) and autism 
(20%). Mean age of the children at entry was 12.1 years, mean stay in school was 30 
months and 47 per cent were living at home. 
 
Measures: Challenging behaviours, restraint, medication, behavioural problems and 
persistence of problems (aggression, self-injury, destructiveness). 
 
Results: Compared to T1, T2 measures showed a significant reduction in the severity of 
challenging behaviour, aggression, self-injury and destructiveness, use of sedation and 
anti-psychotic medication; there were more children in behavioural management 
programmes. However, no further significant positive changes took place between T2 and 
T3, though some parents reported progress. Compared to T2, significantly fewer 
participants were in behavioural programmes at T3 and there was a significant increase in 
the use of sedation and anti-psychotic medication. 
 
Conclusion: Significant gains were made by children in residential school; these gains 
were largely maintained but not built on following exit from school. Parents reported both 
improvements and deterioration at T3. School qualities valued by parents were 
behavioural programmes; high staffing ratios and skills; consistency and structure; 
repetition; and one to one teaching. Continuing problems were often attributed to late 
identification and intervention. While almost all parents valued the school highly, most 
were deeply unhappy about the absence of a local option.
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Appendix 2: review and scoping study processes,  
search results and parameters 
Review methods 

This main review builds on an earlier scoping study (Waldman et al 2008), which used
broad range of sources to identify relevant material, including searches of bibliographic 

 a 

atabases (containing literature on education, social sciences, psychology and health), 

cated by 

s being 

es, quality assurance checks were 
arried out by a member of the team who had not been involved in the original 

test 

 to answer the review questions 
• the quality of the research methods, execution and reporting. 
 
The team reviewed all priority items and summarised their findings in relation to the review 
questions. They also assessed the quality of the evidence in each case. In judging the 
quality of studies, they were guided by principles established to assess quantitative 
research (Farrington et al 2002) and qualitative studies (Spencer et al 2003). 
 
Strengths of the review methods include: 

• identifying the best available evidence from research and national datasets to inform 
specific questions  

• a comprehensive and documented search for relevant information  
• an analysis of the quality and strength of evidence  
• guidance from an advisory group on the issues of greatest importance in early 

childhood research, policy and practice.  
 

d
web searches, current research and recommendations from the TAG.  
 
Apart from reference harvesting, no further searches for material other than that lo
the scoping review were undertaken. Fifty summaries of key texts and studies were 
completed and can be examined in Appendix one. These studies were selected a
(a) the most relevant to the research questions being posed and (b) the most robust 
methodologically. For 20 per cent of these summari
c
assessment. 
 
The review team used a ‘best evidence’ approach to select literature of the grea
relevance and quality for the review. This entailed identifying: 
 
• the items of greatest relevance to the review questions 
• the items that came closest to providing an ideal design
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Limitations of the review methods include: 

• the very short time in which the review was carried
deadlines), which limited the ability of the team to 

 out (due to the need to meet 
extend and develop the evidence base 

 time for reference harvesting and hand searching • limited searches and
• being limited to English-speaking countries. 
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Scoping study processes 

The
tion for 
t of parameters). 

d was also agreed with the Theme Lead. 
ets of keywords were selected from the British Education Index (BEI) and were 
upplemented with free-text phrases. The keywords comprised an age group set covering a 
nge of terms describing children and young people; a set of terms relating to disability to 

ensure retrieval of documents pertaining specifically to disabled children and young people; 
and a set of terms relating to differentiated services to meet diverse needs. 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 database searching 
tasks were divided between NFER, the Social Care Institute for Excellence (SCIE) and the 
NCB whose 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 research question. A 10 per cent sample was selected at random and 
checked for accuracy by another member of staff. 
 
The number of items found by the initial search, and subsequently selected, can be found in 
the Table 5. The three columns represent:  
 
• items found in the initial searches 
• items selected for further consideration (that is, those complying with the search 

parameters after the removal of duplicates)  

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

 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 Founda
Educational Research (NFER) scoping team (see Appendix 1 for the full se
The list of databases and sources to be searche
S
s
ra
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Table 5. Overview of searches 

Source Items found 
Items selected 
for 
consideration 

Items 
identified as 
relevant to 
this study – 
note: column total 

is the number 

before items 

removed during 

coding stage 

Databases    

Applied Social Sciences Index 13 13 10 and Abstracts (ASSIA) 

British Education Index (BEI) 56 21 8 

ChildData 481  309 106 

Cumulative Index to Nursing 
and Allied Health Literature 
(CINAHL Plus) 

108 107 
32 

MEDLINE 43 41 8 

PsycINFO 39 34 22 

Internet databases/portals    

British Education Internet 
Resource Catalogue (BEIRC) 81 0 8 

CERUKplus 42 1 0 

Making Research Count n/a 0 0 

Research in Practice n/a 0 0 

Research Register for Social 
Care (RRSC) 11 0 0 

Social Care Online 722 93 82 

Th tic Advisory Group ema

texts a
recommendations (including 

nd organisations) 
35 35 24 

 
 n/a is indicated, this is because thesWhere e resources were browsed rather than searched 
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Search strategy 

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 organisations, as follows: 
 
• British Education Index (BEI), British Education Internet ue (BEIRC), 

ERUKplus, Making Rese e , gister for 
cial Care and Social C e R

• Applied Social Sciences Index and Abstra
and Allied Health Literature (CINAHL Plus), MEDLINE and PsycINFO were searched 
at SCIE. 

ata was searched at NCB

 

lication years 1995-2008, in English language only. 

 
he datab s searched, t her with the k ords used in the 

re outlined below. The search strategy for each database reflects the differences 
 structure and vocabulary ey population term ‘disabled children’, or 

r all the database searches to cover ‘complex health needs’, 
chnolog endent’. 

denotes that free-text search terms were 
otes a truncation of terms;  (+NT) denotes that narrower subject terms have 

been included (where available). 

ex and Abstracts (ASSIA)  
, 20/10/08) 

 international English language social science 

 

e (ft) 

d #5  
ation 

#8  personalis* (ft) or personaliz* 

) 

This section provides information 

Resource Catalog
search in Practice
searched at NFE

cts (ASSIA), Cumulative

C
So

arch Count, R
are Online wer

 Research Re
. 

 Index to Nursing 

• ChildD .  

All searches were limited to pub

A brief description of each of t ase oget eyw
searches, a
in database . The k
variations on this, was used fo
‘life-limiting conditions’ and ‘te
 
The following conventions have been used: (ft) 

y dep

used; * den and

 
 
Applied Social Sciences Ind
(searched via CSA Illumina
 
ASSIA is an index of articles from over 500
journals. 

#1  child* (ft) 
#2  adolescen* (ft) 
#3  young peopl
#4  #1 or #2 or #3 
#5  disab* (ft) 
#6 #4 an
#7  personaliz

(ft) 
#9  early intervention (ft

#1 person centred or person 
centred approach 

#11 community profil* (ft) 
#12 tailored service* (ft) 
#1 individual budget* (ft) or direct 

payment* (ft) 
# direct payme
#15 #7 or #8 or #9 or #10 or #11 or 

#12 or #13 or #14 
# #6 and #15 

British Education Index (BEI) 
earched via Dialog, 29/10/08) 

0 

3

14 nts 

16
 

(s
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BEI provides informatio
Sources include over 300 journals,

n on research, policy and practice in education and training in the UK. 
 mostly published in the UK, plus other material including 

#2 under fives (ft) 
#3
#4
#5
#6
#7
#8
#9 dary school pupils 
#1

students 
#11 higher education 

#12 adolesc ents 

ft) 
#20 disabled students (ft) 

learning difficulties (ft) 
 disorders (ft) 

mental disorders 
#27 mental retardation 

18 or #19 or #20 

#31 indiv idual needs 
#32 person centred (ft) 
#33 personali* 
#34 community 

#35 ethnic groups 

#40 asylum (ft) 

#44 complex needs (ft) 
#45 multiple disabilities 

outcomes of education 
#31 or #32 or #33 or #34 
or #35 or #36 or #37 or 

#45 or #46 

 
 

reports, series and conference papers. 
 

#1 infants #26 

 children (+NT) 
 preschool children 
 young children 

#28 inclus ion (ft) 
#29 inclusive education (ft) 
#30 #17 or #

 nursery school pupils 
 kindergarten children 
 primary school pupils 
 secon

or #21 or #22 or #23 or 
#24 or #25 or #26 or #27 
or #28 or #29 

0 further education 

students (ft) characteristics 

#13 young adults 
#14 youth 
#15 young people (ft) 
#16 #1 or #2 or #3 or #4 or 

#5 or #6 or #7 or #8 or 
#9 or #10 or #11 or #12 

#36 minority groups 
#37 multicultura lism 
#38 BME (ft) 
#39 ‘black and minority 

ethnic’ (ft) 

or #13 or #14 or #15 
#17 disab ilities 
#18 disabled children (ft) 
#19 disabled adolescents (

#41 refugees 
#42 looked after children (ft) 
#43 foster* 

#21 disabled young people #46 
#47 (ft) 

#22 intellectual impairment 
(ft) 

#23 learning disabilities 
#24 

#38 or #39 or #40 or #41 
or #42 or #43 or #44 or 

#25 learning #48 #16 and #30 and #47 
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British Education Internet Resource Catalogue (BEIRC)  
(searched 21/10/08) 
 
The BEIRC is a freely accessible database of information about professionally evaluated and 
described internet sites that support educational resea o
 

arning disabilities or mental da
 
This search did not uncover any relevant items. 
 
 
CERUKpl
(sea d 
 
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 s
 

en  
 
 
Chil a 
(searched 
 
ChildData is the NCB database, containing details of around 35,000 books, reports and 
journal articles about children and young people.  
 

#4 under eights 

#6 preschool children 

t) 
ft) 

#10 primary school age 
#11 primary school pupils (ft) 
#12 #1 or #2 or #3 or #4 or #5 

or #6 or #7 or #8 or #9 or 
#10 or #11 

#13  disabilit* 
#14 disabled children (ft) 
#15 disabled adolescents (ft)  
#16 disabled students 
#17 disabled young people (ft)
#18 intellectual impairment (ft)
#19 learning disabilities (ft) 
#20 learning difficulties 
#21 learning disorders (ft) 

t) 

#26 
#27 
#28 
#29 r #15 or #16 

 
#20 or #21 or #22 or #23 
or #24 or #25 or #26 or 
#27 or #28 

#30 individual needs (ft) 
#31 person centred (ft) 
#32 personalis* (ft) 
#33 community characteristics 

(ft) 
#34 ethnic groups 
#35 minority groups (ft) 
#36 multiculturalism (ft) 
#37 multiethnic  
#38 black people 
#39 BME (ft) 

rch, p licy and practice. 

#1 disabilities or le  retar tion  

us  
rche 21/10/08) 

ervices. 

#1 disabled childr

dDat  
31/10/08) 

#1 infants 
#2 under twos 
#3 under fives (ft) 

#5 children (+NT) 

#7 young children (ft) 
#8 nursery school pupils (f
#9 kindergarten children (

#22 mental disorders 
#23 mental retardation (f
#24 mental disability 
#25 physical disability 

multiple disabilities 
inclusion 
inclusive education 
#13 or #14 o
or #17 or #18 or #19 or
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#40 black and minority ethnic #49 
(ft) 

#41 travellers 

#45 looked after children (ft) 
 

#47 foster* 

outcomes of education 
(ft) 

#50 #30 or #31 or #32 or #33 

 or #40 
or #41 or #42 or #43 or 

r #45 or #46 or #47 
or #48 or #49 #51#12 and 
#29 and #50  

ex to Nursing and Allied Health Literature (CINAHL Plus) 
 Host, 14/10/08) 

health. 

#2 adolesc ence 
r 

young people (ft) or 
young adult (ft) 
1 or #2 or #3 

ardation (+NT) 
#6 mentally disabled 

technology dependent (ft) 
 or #7 

 opment 
T) 

 +NT) 
 

#13  #9 or #12 
#14 personalis* (ft) or 

personaliz* (ft) 
#15 person centred or person 

centred approach 
#16 community profil* (ft) 
#17 tailored service* (ft) 
#18 indiv idual budget* (ft) or 

#19 accessib* (ft) or 
acceptab* (ft) 

 or #17 

 
 
Mak e
(bro  2
 
Making Research Count is a collaborative national research dissemination network based 
regionally i nts of nine UK un it uments, 
available on the national Making Research Count web
(http://www.uea.ac.uk/menu/acad_depts/swk/MRC_we l

#43 asylum 
#44 refugees 

or #34 or #35 or #36 or 
#37 or #38 or #39

#46 children in care #44 o

#48 complex needs (ft) 
 
 
Cumulative Ind
(searched via EBSCO
 
CINAHL Plus provides indexing for 3,802 journals from the fields of nursing and allied 
 

#1 child 

#3 young person (ft) o

#4 #
#5 mental ret

persons 
#7 sensory impairment (ft) or 

direct payment* (ft) 

#8 #5 or #6
#9 #4 and #8 
#10 childhood devel

disorders (+N
#11 child, disabled (
#12 #10 or #11 

#20 #14 or #15 or #16
or #18 or #19 

#21 #13 and #20 

ing R
wsed

search Count  
7/10/08) 

n the social work departme ivers ies. The following doc
site 
b/pub ic_html/), were browsed for 

relev te
 
• Re ch  is the first editio h
• Q  P numbers 1 to 9) 
• Ev h ractice briefings e
 
 

ant i ms: 

sear  news, Summer 2008 (this
rotects research briefings (

n of t is newsletter) 
uality
ery C ild Matters research and p (numb rs 10 to 16). 
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MED E
(searched via Ovid SP, 14/10/08) 
 
MEDLINE is the primary source of international literature on biomedicine and health care. 
 

) 
erson (ft) or 

 
young adult (ft) 

#3 infant 

#6 #1 or #2 or #3 or #4 or #5 

#8 disabled persons (+NT) 
l disorders 

hildhood 

#10 
#11 s or 

#12 

#13  or 
personaliz* (ft) 

#14 person centred or person 
 

#15 community profil* (ft) 
#16 tailored service* (ft) 

direct payment* (ft) 

#19 5 or #16 

#20 9 
 
 
Psy FO
(searched via Ovid SP, 28/10/08) 
 
PsycINFO contains more than 2.5 million records on psycholo vioural science. 
Within this strategy, the use of the operator ‘adj5’ indic h ved, 
the two-word stems of the search term are to be located withi  each other.  
 

#1 

young people (ft) or 
young adult (ft) 

r #4 
#6 disab ilities (+NT) 

#11 community profil* (ft) 
#12 tailored service* (ft) 
#13 indiv idual budget* (ft) or 

direct payment* (ft) 
#14 accessib* adj5 service* 

(ft) 
#15 acceptab* adj5 service* 

(ft) 

#7 and #16 

LIN  

#1 child (+NT) 
#2 adolescent (+NT
#3 young p

young people (ft) or

#4 students (+NT) centred approach
#5 youth (ft) 

#7 mental retardation (+NT) #17 indiv idual budget* (ft) or 

#9 menta
diagnosed in c
(+NT) 
physical disab* (ft) 
hearing disorder

vision disorders 
#7 or #8 or #9 or #10 or 
#11  
personalis* (ft)

#18 accessibility (ft) or 
acceptability (ft) 
#13 or #14 or #1
or #17 or #18 
#6 and #12 and #1

cIN  

gical and beha
ates t at, for a record to be retrie

n five words of

child* (ft) 
#2 adolescen* (ft) 
#3 young person (ft) or 

#4 youth (ft) 
r #3 o#5 #1 or #2 o

#7 #5 and #6 
#8 personalisation1` 
#9 personaliz* (ft) 
#10 person centr* (ft) 

#16 #8 or #9 or #10 or #11 or 
#12 or #13 or #14 or #15 

#17 
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Research in Practice 

 
ngland and Wales. It is a department of the Dartington Hall Trust run in collaboration with 

the Association of Directors of Children’s Services, the Unive nd a network 
of ov 00 cies in the UK.  
 
Evidence B
 

ity (topic filter) 
 (ft) 

 
The publica sed. No items were selected for this scope. 
 
 
Res ch cial Care (RRSC)  
(searched 
 
The C information about ongoing and completed social care research 
that has been subject to independent ethical and scien ev

#1  disabled children (ft) 
sabled youth (ft)  

(ft) 
#4  disabled population (ft) 

Social Care Online 
(sea d 
 
Social Care tabase covering an extensive range of information and 
research o ocial care. Content is drawn from a range of sources including 
journal articles, websites, research reviews, legislation, government documents and service 
user wl
 
#1  and disabled 

n 
#2  disabled 

3  population and disab* (ft)  
#4  black and minority ethnic 

people and disab* (ft)  
#5  (asylum seekers or 

refugees) and disab* (ft)  
#6  local auth* (ft) and disab* 

(ft) and service (ft)  
#7  complex needs (ft) and 

#8  

#9  disab* (ft) and statistics 
(ft) and ethnic (ft)  

(searched and browsed 21/10/08) 
 
Research in Practice is the largest children and families research implementation project in
E

rsity of Sheffield a
er 1  participating agen

ank database: 

#1  disabil
#2  disabled children

tions section was also brow

ear  Register for So
21/10/08) 

 RRS  provides access to 
tific r iew. 

 

#2  di
#3  disabled young people 

 
These searches did not uncover any items in addition to those already found. 
 
 

rche 21/10/08) 

 Online is SCIE’s da
n all aspects of s

 kno edge. 

population 
people and childre
population and 
people  

#

disab* (ft)  
residential childcare and 
disab* (ft)  
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Author searches 
 

e Theme Advisory Group (see Table 6). 
luded the group’s specific recommendations, was 
itional organisations considered relevant by the NFER 

am es ions were identified in the NCB organisations database 
and through initial ‘Google’ searches.  

Organisation URL Records 
selected 

#1  Shah Robina 
#2  Hatton Chris  
 

Organisations 

 
 list of key organisations was approved by thA

The list, which primarily inc
supplemented by some add
te . Th e additional organisat

 
Table 6. Organisations 
 

Aiming High for Disabled www.every
Children  

childmatters.gov.uk/socia 1 
lcare/ahdc/

Barnardo’s www.barnardos.org.uk/ 0 
ChiMat/Public Health www.apho.org.uk/default.
Observatory 

aspx?QN= 4 
CHIMAT_HOME

Council for Disabled www.ncb.org.uk/Page.asp?sve=785 2 
Children  
Department of Health www.dh.gov.uk/en/index.htm 1 
Early Support www.earlysupport.org.uk 4 
Every Disabled Child 
Matters 

www.edcm.org.uk  2 

I CAN www.ican.org.uk 0 
Include me TOO www.includemetoo.com/ 1 
Joseph Rowntree 
Foundation 

www.jrf.org.uk  4 

National Deaf Children’s 
Society 

www.ndcs.org.uk/ 0 

National Learning 
Disa

www.lden.org.uk/
bility and Ethnicity 

Network  

  2 

Norah Fry Research 
Centre (Bristol) 

www.bristol.ac.uk/norahfry/ 2 

Office for National 
Statistics/UK Statistics 

www.statistics.gov.u

Authority 

k/ 1 

Shared Care UK www.sharedcarenetwork.org.uk/inde 0 
x.jsp

Thomas Coram Resear
Unit 

ch http://ioewebserver.ioe.ac.uk/ioe/cm 3 
s/get.asp?cid=470
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University of Lancaster 
(Chris Hatton) 

HTwww.lancs.ac.uk/fass/faculty/profiles
/65/9/TH 

0 

University of York (Karl 
Atkin) 

www.york.ac.uk/healthsciences/gsp/
staff/katkin.htm  

4 
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Sea ch parametr ers 

 Children and Young People’s Services 
arameters for Scoping Studies 

Centre for Excellence and Outcomes in
Specification P

 
1. C4EO theme 
Disability 
 
2. Priority 
Ensuring all disabled ch
ervices that are sufficie

ildren and young people and their families receive 
ntly differentiated to meet their diverse needs. 

 
s

3. Context fo
Many families have unmet needs or may 
available. Others may be choosing not to use services because they do not ‘fit’ 
their needs or, for various reasons, they find that they are not acceptable or are 
difficult to use. There are a number of rea
authorities struggle to identify the different needs and characteristics of cohorts 
of disabled c and th
This makes it difficult to reflect diff
strategic planning and commissioning processes, and Joint Strategic Needs 
Assessment, and to support the independen
provision. Co ny families h  needs, and 
are using ‘ill-fitting’ services. This priority t practice in 
profiling the disabled children’s population and its requirements, and in the 
responsive use of this information to secure appropriate services.   
 

r this priority  
not know about services that are 

sons for this situation. Local 

hildren, young people 
erentiated requirements in service design, 

eir families living within their area. 

t sector to make appropriate 
ave unmet or partially metnsequently, ma
seeks to expose bes

4. Main revie  address ing study (no more 
than five; pr
1. What do we know about the profile of disabled children in England (by age 
bands), with particular reference to children from BME backgrounds? 
 
2. What does the literature tell us about the specific additional needs of the 
following gro n: tho amilies 
seeking asylum; children with the most complex needs; those living away from 
home (excluding looked-after children, as  another 
theme)? How ied a
outcomes for these different groups? 
 
3. What does the literature tell us what works to improve outcomes (in what 
ways and wit e

w questions to be
eferably few

ed in this scop
er) 

ups of disabled childre se from BME communities; f

 they are the subject of
nd what evidence is there of different  are these needs identif

h what results) for the abov  groups? 
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5. Which cross-cutting issues shou
; disability; work

ld b
and diversity force develo  change management; 
leadership; le
 

equality, inclusion, diversity, leadership, workforce development, change 
management, learning organisations and safeguarding 
 
Please specify the review questions for cross-cutting issues in this 
scope. 
 

e included? (child poverty; equality 
pment;

arning organisations)?  

6. Definitions for any terms used in the review questions 

As on priority 1, we need to be careful to look for any evidence of success for 
young people at the more complex ends of the spectrum. For some this will 
mean children/young people with complex learning/behaviour needs and for 
others it will mean complex medical/health care needs (the so-called 
‘technology dependent children’). 
 
7. What will be the likely geographical scope of the searches? 
(Work conducted in/including the following countries) 
 

England only 

UK only 

Europe only 

All countries (English language) 

 

 

 

x 

8. Age range for children and young people: 
 
 

9. Literature search dates 
Start year 

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

0-19 

1995 
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11. Suggestions for websites, datab
searched or included as 

ases, networks and experts to be 
key sources. 

alists – check for relevant 
data and evidence 

ah 

• Minority ethnic groups – Karl Atkin, University of York; Chris Hatton, 
aster University 

tory 

more than one disabled child – Rosie Tozer, 

ATABASES: ASSIA; BEI; CINAHL Plus; CERUKplus; ChildData; MEDLINE; 

• Need to include health materials 

• Early Support Programme has sector speci

• Robina Sh

Lanc

• Disabled children’s population – Jake Abbas, Public Health Observa
ChiMat project 

• Needs of families with 
University of York, Dot Lawton’s SPRU report Complex Numbers 

• National Learning Disability and Ethnicity Network 

• Include Me TOO 

• National Deaf Children’s Society 

• I CAN 

• Look at A Process for Change , Shared Care Network, for a pack on 
recruiting BME carers as well as others on knowledge list. 

 
D
PsycINFO; Research in Practice; Social Care Online 
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12. Any key texts/books/seminal works that you wish to see included? 
 
Data: NI 54 is relevant for this theme.  
 
13. Anything else that should be included or taken into account? 
Informal

hild po
 as well as formal provision is important.  
verty dimension – poorest families in the most deprived areas are least 

rse ethnic groups 

C
likely to gain access to services. How can this be changed? 
Important to understand the needs of disabled children in dive
and different family circumstances. 
Local authorities must link with health services to make a real difference for 
disabled young people. 
 

 

Note on setting review questions 

The review questions are important because the scoping team will use these to assess the 
vailable literature. Review questions need to be clear, specific and answerable. For 

example, the questions addressed in a scoping study on diversity in the early years might 
identify the following questions: 
 

1. What is the evidence of different outcomes for children from diverse backgrounds 
an t characteristics? 

 
2. In what ways do early learning environments impact on children’s sense of identity 

 
3. What is the evidence to support specific strategies that help children from all 

backgrounds and with diverse characteristics to access the curriculum and make 
good progress in the early years? 

iew questions, it is important to provide definitions of key 
on (for example, for ‘outcomes’, ‘diversity’, ‘early learning environment’ 

and ‘early years’ in the above example). 
 
 

a

d with differen

and understating of diversity? 

 
o suggesting revIn addition t

teams and c cepts 
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Appendix 3: identifying disabled children and
e p

 young 
p
De

A common definition of operationalised for the purpose of estimating 
numbers by all statutory agencies under all circumstances is not available. The practicality 
and even the desirability of achieving such a definition remain contested. The following are 
the f
 
Disabi ct 1995 (GB. Statutes 1995) 

‘Sub c s of this 
Act if they have a physical or mental impairment that has a substantial and long-term 
adv
 
Childr

Sec n : ‘Blind, deaf or dumb or suffers 
from mental disorder of 
illness, injury or congenital deformity or such other disability as may be prescribed; and in 
this Part – “development” means physical, intellectual, emotional, social or behavioural 
dev al or mental health’. 
 
Education Act 1996 (GB. Statutes 1996) 

Sec onal needs if 
they ha ovision to be made for 
them. Children have a learning difficulty if they: 

 of the same age 

b) have a disability which prevents or hinders them from making use of educational 
facilities generally provided for children of the same age in schools within the area of the 
local education authority 

c) are under compulsory school age and fall within the definitions a) or b) above, or would 
do so if special educational provision was not made for them. 

 
Children must not be regarded as having a learning difficulty solely because the language 
or form of language of their home is different from the language in which they will be 
taught.’ 

o le 
finitions 

disability that can be 

 de initions most pertinent to disabled children in England and the UK.  

lity Discrimination A

je t to the provisions of Schedule 1, a person has a disability for the purpose

erse effect on their ability to carry out normal day-to-day activities.’ 

en Act 1989 (GB. Statutes 1989) 

tio  17(11) of the Act defines a disabled child as being
any kind or is substantially and permanently handicapped by 

elopment; and “health” means physic

tion 312 defines SEN in the following way: ‘Children have special educati
ve a learning difficulty which calls for special educational pr

 

a) have more significant delay in learning than children
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Survey questions 

Variation in estimates occurring in different surveys is affected by a number of factors, 
ost importantly, the question asked of the respondent. This subsection lists the main 

 which these data 
m
sources of numerical data on disabled children and survey questions on
are based (Read et al 2007). 

DDA-related disability 

Family Resources Survey 2004/05 (DWP 2005) 
 

Does [child’s name] have any illness, disability or infirmity? By long-standin
anything that has troub

g I mean 
led [child’s name] over a period of time or that is likely to affect 

him/her over a period of time? 

t age. 

M , 
e , 
phy  disability, none of these. 

Can I just check, does [child’s name] take medication without which their health 
p
bee

 
 
Labou

 
If yes, the following are asked: 
 

Does this physical or mental illness or disability limit [child’s name] in any way? 

Does this/these health problem/s or disability/ies mean that [child’s name] has 
significant difficulties with any of these areas of his/her life? Exclude difficulties that you 
would expect for a child of tha

obility, lifting/carrying, manual dexterity, continence, communication (speech, hearing
yesight), memory/ability to concentrate or understand, recognise if in physical danger

sical coordination, other problem or

roblems (when taken together) would significantly affect their life in the areas we have 
n discussing? 

r Force Survey 2005 (ONS 2005) 
 

Do you have any health problems or disabilities that you expect will last for more than a 
year? 

Do these health problems or disabilities, when taken singly or together, substantially 
limit your ability to carry out normal day-to-day activities? If you are receiving medication 
or treatment, please consider what the situation would be without the medication or 
treatment. 

 
If yes: 
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Limiting longstanding illness  

Family Resources Survey 2004/05 (DWP 2005) 

name] have any illness, disability or infirmity? By long-standing I mean 
has troubled [child’s name] over a period of time or that is likely to affect 

Does this physical or mental illness or disability limit [child’s name] in any way? 

 
Does [child’s 
anything that 
him/her over a period of time? 

 
If yes, the following is asked: 
 

 
 
General Household Survey 2005 (ONS 2009a) 
 

Does [child’s name] have any longstanding illness, disability or infirmity? By 
s troubled [child’s name] over a period of time or 

 to symptoms into ICD10 
system groups – neoplasm and benign; endocrine and metabolic; mental disorder; 

plaints; heart and  circulation; respiratory; 
digestive system; genito-urinary; musculoskeletal; infectious; blood; skin; other 

e] in any way? 
 

 
eeks, 

is/these illness or injury? 

longstanding I mean anything which ha
that is likely to affect him/her over a period of time? 

 
If yes: 
 

What is the matter with [child’s name]? (classified according

nervous system; eye complaints; ear com

complaints) 
 

Does this illness or disability limit [child’s nam

If yes: 

Now I’d like you to think about the two weeks ending yesterday. During this two w
did [child’s name] have to cut down what he/she normally does (at school or in his/her 
free time) because of th

 
 
Census 1991 (ONS 1992) 
 

Does child have any long-term illness, health problems or handicap which limits child’s 
daily activities or work child can do? 

 
 
Census 2001 (ONS 2002) 
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Does child have any lo
daily activities or work child can do? 

ng-term illness, health problems or disability which limits child’s 

 
Millennium Cohort Study 2003/05 (Centre for Longitudinal Studies 2005) 
 

Does child have any long-term conditions that have been diagnosed by a health 
term I mean anything child has had for at least three months or is 
or at least the next three months. 

 yes: 
 

y or from joining in any other activity normal for a child of 

 
 
 

professional? By long-
expected to continue f

 
If

What is the condition? 

 

Does this limit the child at pla
his/her age? 
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Appendix 4: demography 
en in 

n n 
pa
co
 

able 1. Family Resources Survey 2004/05 

T
E

he tables in the section ‘What do we know about the profile of disabled childr
gland (by age bands), with particular reference to children from BME backgrounds?’ o
ge 10  illustrate the most up-to-date figures on disabled children from BME 
mmunities.   

T
Children with DDA-defined disability n % 
S
B
Girls 369,463 5.8 

ex 
oys 

 
583,278 

 
8.8 

Age 
0–4 

12–15 
1

 
129,074 

 
3.7 
8.2 
9.5 

5–11 409,862 
302,485 

6–18 
111,320 8.5 

E
W
M
Indian 

ni and Bangladeshi 
 British 

O

    7,947 
   24,097 
   26,610 

7.6 
9.5 
2.7 
5.7 
7.0 

thnicity 
hite 
ixed parentage 

 
870,603 
   12,186 

 

Pakista
Black or Black

ther ethnic group    11,298 3.6 
So
 
Ta

urce: Adapted from Read et al 2007 p 48 

ble 2. Multiple surveys of disabled children 2001–2008 (%) 
 Thomas Coram 

Research Unit 
survey 2008 

Children in Need 
Census 2005 

SEN statements Census 2001 
2007 

Ge
   M
 Female 32 35 27 

 
51 
49 

nder 
ale  

 
69 

 
65 

 
73 

  
Age 
 0–4   

   5
   1

 
  8 

 
10 

 
  4 

 
25 

–11 
2–18 

43 
49 

38 
52 

36 
61 

38 
37 

Eth
   W

 Asian 
 Black 

  8 
  6 

  6 
  5 
  1 

 

  6 
  4 
  1 

84 
  4 
  7 
  4 
  1 

nic group 
hite 

 
78 
  4 

 
81 
  4 

 
84
  3 

 

   Mixed 
  
  
   Other   4 
Source:  Mooney et al 2008 p 47 
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Ta  ble 8. Number of pupils with SEN in maintained primary schools, by ethnic group
Ethnic group Total pupils % SEN with 

statements 
% SEN without % SEN without 
statements: statements: 
School Action School Action Plus 

White British 2,474,970 1.7 13.5 7.1 
Irish 11,250 2.0 13.3 7.0 
T
h

raveller of Irish 
eritage 

2,830 2.9 33.8 24.3 

G 19.3 ypsy/Roma 5,690 2.5 30.6 
Any other Wh
background 

5.8 ite 114,390 1.2 14.2 

White and 
Black 
C

41,280 1.8 16.1 8.7 

aribbean 
W
B ck African 

1.5 14.9 7.8 hite and 14,070 
la

White an
A

d 
sian 

26,770 1.5 11.0 5.1 

A
mixed 
background 

45,200 1.9 13.3 6.7 ny other 

Indian 79,420 1.1 10.9 3.8 
Pakistani 120,74 0 1.6 17.7 7.1 
Bangladeshi 50,280 1.4 15.4 5.9 
Any other Asian 
background 

38,180 1.0 11.2 3.9 

Black 
Caribbean 

46,400 2.2 18.6 10.9 

Black African 91,610 1.8 17.0 7.6 
Any other Black 
background 

17,310 2.1 17.1 9.6 

Chinese 10,930 1.3 8.1 3.7 
Any other 
ethnic group 

42,350 1.4 12.8 6.1 

Source: DfES 2008a 
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Table 9. Number of pupils with SEN in sta
group 

te-funded secondary schools, by ethnic 

Ethnic group Total pupils % SEN with 
statements 

% SEN without 
statements: 
School Action 

% SEN without 
statements: 
School Action Plus 

White British 2,595,050 2.1 11.6 5.7 
Irish 12,090 2.2 10.5 5.9 
Traveller of Irish 1,010 6.6 26.3 25.0 
heritage 
Gypsy/Roma 2,920 6.1 26.6 20.6 
Any 
backg

other White 100,400 
round 

1.5 13.2 5.7 

White
Black 

 and 

bean 

35,010 2.5 15.7 8.5 

Carib
White and 

frican 
9,740 1.8 13.4 6.5 

Black A
White and 20,260 1.6 10.0 4.4 
Asian 
Any other 34,470 1.9 11.7 6.2 
mixed 
background 
Indian 80,410 1.1 9.0 2.5 
Pakistani 90,400 2.2 16.9 5.2 
Bangladeshi 36,2 80 1.8 16.6 5.0 
Any other Asian 3
background 

4,830 0.9 11.0 3.7 

Black 44,400 2.9 
Caribbean 

17.2 10.2 

Black African 74,370 1.4 16.2 6.6 
Any other Black 
background 

8.1 14,870 2.4 15.7 

Chinese 13,610 1.0 8.1 3.0 
Any other 

roup 
5,460 .3 5.1 5.7 

ethnic g
3 1 1

S S 2008a 

lence o imiting lon tanding i ss (LLSI)  socio-

owing tab  and figures p ide a broader profile of all disabled children and 
eople in land, focusin n socio-economic status, access to support and 

es.  

The General Household Survey provides an indication of the prevalence of limiting 
longstanding illness (LLSI) among children aged 0-15 in households of different socio-
economic types. Information on older children (16-19) is not publicly accessible as it is 
reported at aggregate level from age 16-44. In terms of reported frequency, the proportion 
of children with LLSI in 2006 is greater among the lower socio-economic groups, notably 
the long-term unemployed. It is also higher for boys than for girls. 
 

ource: DfE
 

Preva f l gs llne  by
economic variables 

The foll les rov
young p Eng g o
outcom
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Figure 3. Children and young people with LLSI, by socio-economic group  
 
             

 
 
 
 
 
 
 
 
 

 
 

S
 
Children and young people with SEN 

Figure 4. Children and young people with special needs in educational institutions, 

 
 
 
 
 
 
 
 

 
 

 
 
 
 
 
 
Source: DCSF 2008a 
 
 
 

 

ource: ONS 2009b 

by type of institution and need 
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Figure 5. All children with special needs in primary schools, by type of need 
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Figure 7. All children with special needs in special schools, by type of need 

 
 
 
 
 
 
 
 
 
 
 
 

Source: DCSF 2008a 

ccess to support 

dependently), the numbers of disabled children and their families accessing social care 
upport during Census Week in February 2005 were fairly similar (around 14,000 in each 
ge cohort). The looked-after children (LAC) group shows a different trend, with increasing 
umbers accessing support until age 16, possibly reflecting greater numbers of LAC in 
lder age groups. Most evident from Figure 8 are the limited numbers of LAC accessing 
upport at age 18 plus, when fewer children would be looked after. 
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Figure 8. Numbers of disabled children supported during Census Week 2005, by age 
 

 
 

 
 

 
 
 
 
 
 
 
 
 
 
 
 

 

 

ource: DfES 2006 

formation gathered during the Children in Need Census in February 2005 indicated that 
e numbers of disabled children supported during that one week were greatest in London 

nd lowest in the North East (see Figure 9). Most of the children logged during Census 
eek (75 per cent) received support as a direct consequence of their disability (see Figure 

0), but some (12 per cent) received support as a result of abuse or neglect. Sixty-one per 
ent of these were looked after and 39 per cent were living with their families or 
dependently.  
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Figure 9. Numbers of disabled children supported during Census Week 2005 by 
cation of support and region 
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Figure 10. Numbers of disabled children supported during Census Week, by reason 
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Although a profile of access to health professionals or to hospital provision by age (0–4 
and 5–16) and gender can be acquired from the General Household Survey, this survey 
oes not provide any comparative information on access by disabled and non-disabled 
hildren and young people. 

Outcomes (at age 19) 

Data from the Youth Cohort Study provide insights into the comparable outcomes for 
disabled and other respondents to this longitudinal study. The profile that emerges is one 
in which young people with a disability are not as fully represented among the highest 
achievers, or those in positive post-16 and post-18 outcomes (that is, in education, training 
or employment) as those without a disability. As indicated in Figures 11 to 14, at age 19, 
young people with a disability are: 
 
• more evident among those not in education or training (NET) and among those not in 

education, employment or training (NEET) 
• more evident among those qualified only to Level 2 and less evident among those 

qualified to Level 3 
• less evident among those who achieved an A/AS Level or an NVQ or equivalent 

qualification at Level 3 
• less evident among those who are studying for a higher or further qualific tion, whether 

to degree level or below. 

igure 11. Activity at age 19, by disability 

 
 

 

 
 
Source: DCSF 2008b 
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Figure 12. Qualification level at age 19, by disability  
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Figure 14. Type of Level 3 qualification at age 19, by disability  
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Table 15 pr mation on national indicators and data sour  theme, which includes the 

 
2.1 – Improving the we s through increasing the quality and
range of early interventions. 
2.2 – Improving the wellbeing of disabled children and young people through improving access to positive activities: extended
services, youth work, inclusive play and leisure activities, sports and the arts. 
2.3 – Ensuring all disabled children and young people and their families receive services that are sufficiently differentiated to 
meet their diverse needs. 
 
Table 15. National indicators and data sources, by Every Child Matters outcome 

Appendix 5: relevant national indicators and data sources 
ovides infor

following three C4EO priorities: 
ces relevant to the disability

llbeing of disabled children (up to the age of eight) and their familie  

 

Be healthy        
National indicator 
(NI) 

NI detail Data source 
(published 
information)  

Scale  
(published 
information) 

Frequency o a f dat
collection 

Latest data 
collection 

First data 
collection 

Link 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/VOL/v0 /vweb00647 02-
2006.pdf                
 
Trend data available. 

  Population Census 
(2001) 

UK, regional and 
local authority 

Every 10 yea 2001 1801 www.nomisweb.co.uk/home/rs 
census2001.asp
 
Trend data available 

 2006 1982 www.ic.nhs.uk/statistics- People registered as 
blind/partially sighted, 
Information Centre 
(2006) 

National, regional 
and local authority 

Data available on 
children aged 0-4 
and 5-17  

Every three years 
and-data-collections/social-
care/adult-social-care-
information/people-
registered-as-blind-and-
partially-sighted-triennial-
2006-england
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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 07 1989 www.ic.nhs.uk/webfiles/publi20
cations/Registdeaf2007/200
6-07%20Deaf.pdf
Trend data available 

 07 1995 http://www.rnib.org.uk/xpedi20 NFER/RNIB survey of 
local authority visual 
impairment services 

National (100 
English local 
authorities and/or 
consortia) 

 

Data available on 
children aged 0–23 
months, 24–35 
months and 36–59 
months 

Ad hoc (1995, 2002, 
2007) o/groups/public/documents/

code/public_rnib001971.hcs
p
 

No trend data available yet 

 

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

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

2007 1998 www.dcsf.gov.uk/research/p
rogrammeofresearch/project
information.cfm?projectid=1
5516&resultspage=1
 

Trend data likely 

  OPCS surveys of 
disability 

Great Britain only Ad hoc (between 
1985 and 1988) 

1988 1985 www.statistics.gov.uk/STAT
BASE/Product.asp?vlnk=80
08&More=Y
 

Trend data likely 

  General Household 
Survey (2006) (see 
ONS 2009b)     

Great Britain only 

 

Data available on 
children aged 0-4 
and 5-17 

Annual 2006 1971 www.statistics.gov.uk/StatB
ase/Product.asp?vlnk=5756
 

Trend data available 
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17 year-olds 

www.data- Family Resources 
Survey (2005/06) 
(see DWP 2006) 

Great Britain and 
Northern Ireland, 
and regional data 

Annual 2005/6 1979 
archive.ac.uk/findingData/sn
Description.asp?sn=5742

Data based on 0 to 
 

Trend data available 

 

 nu Health of Children 
and Young People  

UK Ad hoc 2001 1953 www.statistics.gov.uk/cci/
gget.asp?id=795
www.statistics.gov.uk/Childr
en/downloads/disability.pdf
Trend data available 

 Health Survey for 
England  

England only Annual 2006 1991 www.esds.ac.uk/governmen 
t/hse/
 
In 2002, the survey focused on 
hildren, young people and c

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 Link to data source (and 
comments about trend datacollection ) 

NI69 Children who 
experience 
bullying 

Youth Cohort Study 

experiences of 16 
year olds: England 
2007 

National Annual 2007 2004 (for 
LYSPE), an
1985 for YC

v.uk/rsgatewwww.dcsf.go
d 
S 

and Longitudinal 
Study of Young 
People in England: 
activities and 

ay/DB/SBU/b000795/inde
x.shtml
 

Trend data available 
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Enjoy and 
achieve 

       

National indicator 
(NI) 

NI detail Data source 
(published 
information)  

Scale  
(published 
information) 

Frequency of data 
collection 

Latest data 
collection 

First data Link to data source (and 
comments about trend datacollection ) 

NI72- Achievement of 
at least 78 point
across the Early 
Years Foundatio
Stage with at 
least six in each 
of the scales in 
Personal, Social 
and Emotional 
Development 
(PSED) and 
Communication, 
Language and 
Learning (CLL) 

l and Annual 2007/8 2003/4 National, regiona
local authority 

www.dcsf.gov.uk/rsgatew
ay/DB/SFR/ss 

Foundation Stage 
Profile 000812/inde

x.shtmln  
Secondary analysis require
explore attainment of studen
with SEN/a disability 

d to 
ts 

Trend analysis may be possible 
for some years. However, the 
data collection changed in 

comparable for all years 
2006/07, so data are not 

NI92 Narrowing the 
gap between the 
lowest achieving
20% in the Early 
Years Foundatio
Stage Profile an
the rest 

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

 

n 
d 

Profile 

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

National Curriculum 
assessments, GCSE 

 
ment and post-

16 attainment by 
pupil characteristics, 
in England 2006/07 

National, regional and 
local authority 

Annual 2007 2002 .gov.uk/rsgatew

and equivalent
attain

www.dcsf
ay/DB/SFR/s000759/inde
x.shtml
Trend data available 

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

um 
CSE 

nt 
attainment and post-
16 attainment by 
pupil characteristics, 
in England 2006/07 

 above As above As above 

 

 

C 

National Curricul
assessments, G
and equivale

As above As As above 
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Positive 
contribution 

       

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

Scale  
(published 
information) 

Frequency of data 
collection 

Latest data 
collection 

First data 
collection 

Link to data source (and 
comments about trend 
data) 

NI110 Young people’s 
participation  in 
positive

Health of Children 
and Young People 

ch 200

See above (in ‘Be 
healthy’ section) 

See above (in ‘Be 
healthy’ section) 

See above (in ‘Be 
healthy’ section) 

See ab
‘Be healthy’ 
section)

 (in ‘Be healthy’ 

 activities (Mar 4), ONS 

ove (in See above
section) 

 

 
Economic 
wellbeing 

       

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

Scale  
(published 
information) 

Frequency of data 
collection 

Latest data 
collection 

First data 
collection 

Link to data source 
(and comments about 
trend data) 

NI116 Proportion of 
hildren in 

 

Family Resources 
ey (2005/
DWP 200

See above (in ‘Be 
healthy’ section)

See above (in ‘Be 
ion

See above (in ‘Be 
’ section)

See above (in 
althy’ 
n) 

See above (in ‘Be 
c poverty Surv

(see 

 

06) 
6) 

 healthy’ sect ) healthy  ‘Be he
sectio

healthy’ section) 

NI117 o 18 ye
who are not
education, 
employmen
training (NE

ohort Study England and Wales 
only 

 

Data based on 19 
year olds 

Annual 2007 16 t ar olds 
 in 

t or 
ET)  

Youth C
(2007) 

 

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

Trend data available 

 

  ual 

he 
imat
pils in 

ols 

nual 008 1984/5 dcsf.gov.uk/rsgatewwww.
ay/DB/SFR/s000794/ind

Pupil Level Ann
School Census 
(PLASC) and t
SEN2 survey 

National only 
Data on approx
eight million pu
maintained scho

ely 
An

aged 2–18 

2

Ensu

 

e
x.shtml
Trend data available 

http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000795/index.shtml
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000795/index.shtml
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Appendix 6: assessment of the evidence base 
This section reviews the extent of the evidence base and provides an overview of the 
evidence with f the review ques

Extent of the evidence base 

• The scoping review initially identified 653 possible items. This was reduced to a total of 
247 following examination of study abstracts. 

• rt  33 items were identified through reference harvesting, that is, examining the 
re  lists of identified studies for further possible sources. 

• The identified studies were further reduced by applying the provided quality criteria 
(Farrington et al 2002; Spencer et al 2003) for quantitative and qualitative studies 

spectively. The former involves the application of the Maryland Scientific Methods 
le (MSMS), which rates studies a five-point scale, where level 1 is the least, and 
l e most reliable. 

 ing to the inclusion at this stage of 75 
dies. Fifty of these studies were summarised. 

Demography of disabled children and young people 

The collection of ethnicity data is based on the assumption that such data will, through a 
s, result in improv outcomes fo sabled children from BME 

backgrounds. The datasets reviewed quantify the numbers of disabled children and young 
people using overlapping definitions for varying purposes. These datasets highlight some 
differences in service use and provide a limited amount of information on outcomes 
according to ethnic group, though these primarily relate to health and educational 
outc
 

s a need for a greater consensus on a definition of child 
disability that can inform data collection exercises, thou m  q tion
objective is fully achievable. The main issue for this pri h  t
relate data about disabilities and BME us to data a is
extent to which that provision meets ide ied, recogni ia
main challenge for ethnic classification data in terms o he
data, where it is justified, to differentiate comes. A lle
the questions ‘what do we need to know?’, ‘why do we need to know it?’ and ‘what will we 
do with t  we t. The e ence reviewe s not 
always a  

D bl

The large majority of studies located were surveys exploring the views and experiences of 
h disabled children or BME disabled young 

e themselves. The samples in the included studies are weighted towards South 
 families, more specifically of families of Pakistani and Bangladeshi origin and 

y slim. Learning disability is the main impair t discussed an terviews are 

 base  respect to each o tions. 

A fu
refe
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re
Sca
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The full text of 112 items was reviewed, lead
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5 th
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stu

variety of mechanism ed r di
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Most sources suggest that there i
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the do
primar
gener
policy
The m
service 
disadva

minant meth gy quently accompa y questionnaires. all n er of 
il linical st em y standardised in ents asure b our 
a llbeing, th ents and children. Studies typically describe good practice or 
 g elines; a m dies combine data from both children and young adults. 
a hrust of viewed was to i re disadva r r 

vis .  a large me r sis in term cific 
ges and recommended responses, there is an almost total absence of any 

studies that test interventions. While strategies are describe that, for example, increase 
service access or utilisation, improve disclosure procedures or assist community 
coherence or indiv em ent, virtually dies  of ra  on the 

ryland Scie fic od  (MSMS r ted. 

Disabled children in lum-seeking familie

No primary research studies were located that examined issues pertaining to disabled 
children in asylum ng ies. The only identified source of information concerned 

en affected by psychological disorders, 
arily PTSD, or o were inpatients. As with disabled BME children, there is an 

absence of any intervention studies for this group. Some data may be unreliable, as 
asylum-seeking families and children seeking to mise their chances of a positive 
decision on resident status may not provide accurate information about age or impairment. 
Needs can only be surmised by extrapolating from the experiences of non-disabled asylum 

en the current evidence base as to whether 
lum-seeking status is a more important variable in terms of differentiating a child’s 
erience than ethnicity, ntry of origin, gender or other factors. 

D d childr he most comp ne  

h com  variously as (a) children who 
 and multiple impairments, often requiring ongoing technical aids or medical 

b) children who  support from a complex network of agencies. These 
ns are not of the same popu n. le da or example, 

were found on chil patient care whose requirement for complex support 
ments may  Where a chil d d  was ted, it was 

ult to dif en the needs of children with complex needs and other 
hild , e l en living away from home who were also 

tionately affected by c munication barriers, lack of social contacts and lack of 
on over their pref . Where the latter definit as used m ocus of 

the study was on the logistics of case co-ordination and key worker systems. As with the 
other groups, little information was available on rventio  their i

Disabled children living away from home 

ly rich in information, it was richer with respect to some groups 
of children than others. The evidence reviewed here concerns only a section of the 
population of disabled children who are living away from home in communal 
establishments, typically residential school  a small part of the evidence base 
examines healthcare provision. It does not ed-after disabled children, on 
children who live away from ome in family , on ch n who ar  palliative care 
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or on children who are in secure accommodation (though the data are frequently
or do not attempt, to distinguish between these populations). The absence of ou

 unable, 
tcomes 

ed, 
ttle 

s, not least because 
hildren with SEN are boarded, are not required to 

 

stu  with other forms of provision, or 

the  are surveyed, almost 

Wh

The review has also highlighted gaps in the evidence base which commissioners may wish 

Demography 

s, for a variety of 
 

hile 

us to 
d, 

and differentiated needs. The main challenge for ethnic classification data in 
ctionality is the linking of such data, where it is justified, to differentiated 

 

 

 

studies has been recognised as a major research priority (DfES 2004b p 42) and, inde
few outcome studies were located and these focused on narrow behavioural issues. Li
is known of outcomes of children in residential special school
independent schools, where a third of c
provide pupil-level data (Pinney 2005).
 
While the deficits, and benefits, of communal placements are well documented, virtually no 

dies compare the outcomes of residential care
compare different forms of residential care. As with BME groups, many studies combine 

 views of children and adults. The voices of children, where they
all belong to older children, mostly teenagers and often young adults. Virtually no 
information was available on the views of younger children 

at’s missing from the evidence base? 

to address. These are detailed below. 

Data on disabled children are collected through a variety of mechanism
purposes and using a variety of definitions. While there is a need for a greater definitional
consensus on child disability, it is not clear whether this objective is fully achievable. W
datasets identify poorer outcomes, greater prevalence of some impairments and multiple 
disadvantages affecting some BME groups, causation is not always clear. The main issue 
for this priority, however, is the inability to relate data about disabilities and BME stat
data about service provision – and the extent to which that provision meets identifie
recognised 

rms of funte
outcomes.  
 
There is an absence of data on the prevalence of child disability in refugee and asylum-
seeking families. It is difficult to estimate the numbers of children with the most complex
needs due to absence of a working definition. If we assume children with complex needs 
to be technology dependent, there are around 6,000 in the UK. A broader definition would
increase this number substantially, to some 100,000 (DfES 2007 p 11). Greater clarity is 
required when this term is used.  Overall, national datasets on disabled children require: 
 
• more refined ways of establishing the extent of restriction experienced by a child
• information from children themselves and not by proxy from adults. 
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Children from BME backgrounds 

The large majority of studies located were surveys exploring the views and experiences of 
convenience samples of BME adults with disabled children or BME disabled young peop
themselves. The samples in the included studies are heavily weighted towards South 
Asian families, more specifically families of Pakistani and Bangladeshi origin and primarily
Muslim. Learning disability is the main impairment discussed and interviews are the 
dominant methodology, frequently accompanied by questionnaires. A small number of 
primarily clinical studies employ standardised instruments to measure behaviour o
general wellbeing, of both parents and children. Studies typically describe good prac
policy guidelines; some combine data from both children an

le 

 

r 
tice or 

d young adults. The main 
thrust of the studies reviewed was to identify areas of disadvantage or poor service 

ms of BME-specific 
e of any 

ss 
 

 and 

E children, there is an 
le, as asylum seeking 
tive decision on resident 

e 

s 

 definition 
, were found by the scoping 
ment for complex support may be 

 
r 
 on 

provision. While there is a large measure of consistency in ter
disadvantages and recommended responses, there is an almost total absenc
studies that test interventions. While strategies that, for example, increase service acce
or utilisation, improve disclosure procedures or assist community coherence or individual
empowerment are described, virtually no studies capable of rating on the Maryland 
Scientific Methods Scale (which is used to assess the methodological quality of 
quantitative studies) were located. 

Children in asylum-seeking families 

No primary research studies have examined issues pertaining to disabled children in 
asylum seeking families.  The only identified data base concerned studies on refugees
asylum seeking children affected by psychological disorders, primarily post-traumatic 
stress disorder (PTSD) or who were in-patients. As with disabled BM
absence of any intervention studies.  Some data may be unreliab
families and children seeking to maximise their chances of a posi
status may not provide accurate information about age or impairment. Needs can only b
surmised by extrapolating from the experiences of non-disabled asylum seekers. It is not 
possible to comment given the current evidence base as to whether asylum seeking statu
is a more important variable in terms of differentiating their experience than ethnicity, 
country of origin, gender or other factors. 

Children with the most complex needs 

Children with complex needs are variously defined in the literature as (a) children who 
have severe and multiple impairments, often requiring ongoing technical aids or medical 
support or (b) children who require support from a complex network of agencies. These 
two definitions are not necessarily of the same population, a conclusion supported by 
prevalence statistics, which suggest a number of 6,000 children using the former
and 100,000 using the latter. Very little data, for example
review on children requiring inpatient care whose require
less urgent. Where a child-focused definition was adopted, it was often difficult to 
differentiate between the needs of children with complex needs and other disabled 
children, especially children living away from home who were also disproportionately
affected by communication barriers, lack of social contacts and lack of consultation ove
their preferences. Where the latter definition was used, the main focus of the study was
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the logistics of case coordination and key worker systems. As with the other themes, little 
information was available on interventions and their impacts. 

Children living away from home 

While this area was relatively rich in information, it was richer with respect to some groups
of children than others. The evidence reviewed here concerns only a section of the 

 

opulation of disabled children who are living away from home in communal 

ised as 
re 

 independent schools, where a 
to provide pupil-level data (Pinney 

e. As with BME groups, many studies mix the 
n and adults. In all the above groups, the voices of children, where they are 

surveyed, almost all belong to older children, mostly teenagers and often young adults. 

p
establishments, typically residential schools, though a small part of the evidence base 
examines healthcare provision. It does not focus on looked-after disabled children – 
though the data are frequently unable, or do not attempt, to distinguish between these 
populations – on children who live away from home in family settings, or on children who 
are in secure accommodation. The absence of outcomes studies has been recogn
a major research priority (DfES 2004b p 42) and, indeed, few outcome studies we
located and these focused on narrow behavioural issues. Little is known of outcomes of 
children in residential special schools, not least because
third of children with SEN are boarded, are not required 
2005). While the deficits – and benefits – of communal placements are well documented, 
virtually no studies compare the outcomes of residential care with other forms of provision, 
or compare different forms of residential car
views of childre

Very little information is available on the views of younger children. 
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Ensuring all disabled children and young people and their families 
receive services that are sufficiently differentiated to meet their divers
needs 
 
This review examines how successfully services for disabled children and young people
and their families are differentiated to meet diverse needs. An examination of the evidence 
base was carried out by Barnardo’s on behalf of the Centre for Excellence and Outcomes 
in Children and Young People’s Services (C4EO). Strategic decision-makers in childre
trusts may find it helpful to read this review in conjunction with the complementary 
progress map summary. 
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