








Disabled children and young people: 
21 years of policy 

Ruth Marchant and Mary Jones,  
co-directors of Triangle, an independent 
organisation working with disabled children 
and young people across the UK

Policy making in relation to disabled 
children does not appear to have been 
driven by events, headlines or political 
imperatives. In fact, it has not often been 
driven at all. This group of children has 
occupied a range of confusing and conflicted 
positions during the past 21 years: often 
forgotten or tagged on as an afterthought, 
sometimes caught up by mistake in general 
initiatives, occasionally given high priority 
for brief periods, and subject to intermittent 
counting frenzies. 

However, as high users of services, disabled 
children are particularly vulnerable to the 
effects of change and reorganisation, and 
the past two decades have seen this group 
bounced around by the constant movement 
of policy goalposts and often the playing 
field itself. Fortunately, the general direction 
of travel is towards increased visibility, and 
in the last few years towards increased 
priority and greater clarity. 

Defining and counting 
One consistent long-term issue has been 
confusion about which children should 
be defined as disabled, confusion that 
has muddled policy makers’ thinking and 
diverted attention from more important 
issues. Defining and recording childhood 
disability has proven very problematic, 

with attempts to create registers of disabled 
children hitting serious implementation 
problems, partly because of confusion about 
definitions, partly because parents feared the 
association with child protection registers. 

The Children Act 1989 required local 
authorities for the first time to identify the 
extent to which there were children in need 
within their area, and to maintain a register 
of disabled children within their area. Quality 
Protects (1999–2004) aimed to transform 
children’s services in line with the Children Act 
1989 and improve the wellbeing of children in 
need. Since under the Act disabled children 
were automatically defined as children in 
need, it seemed reasonable to expect that 
Quality Protects would include objectives 
specifically relevant for disabled children. 
However the only specific objective was to 
count them again. 

Today, despite several decades of counting 
activity, there are still wide variations in 
the way childhood disability is defined 
and recorded, and we are still not able to 
estimate with any confidence the incidence or 
prevalence of childhood disability.

As high users of services, disabled children 
are particularly vulnerable to the effects of 
change and reorganisation
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Max Lewis has Down’s Syndrome, a hole in the 
heart, and low muscle tone, which makes many 
physical tasks difficult. Since the age of seven, he 
has been passionately interested in drama, and has 
been a long-standing member of the Chickenshed 
Theatre Group. This interest culminated recently 
in him winning a part in the Dame Judi Dench, Bill 
Nighy and Cate Blanchett film Notes on a Scandal.

‘I loved taking part in Notes on a Scandal, I had 
a good laugh with Bill Nighy and I thought Cate 
Blanchett was beautiful. Not many people can 
say they’ve been in a Hollywood film. But life can 
be quite hard at other times, because when you 
look at me, I immediately appear different. It can 
be very difficult having to face every day with a 
disability. People immediately think I’m stupid and 
that I can’t do anything and they sometimes stare 
at me too. That makes me feel worthless – it also 
makes me angry. 

‘I have had some horrible experiences with 
bullies and I don’t want to go through that 
again. I hate bullies. I have often needed help 
or encouragement and haven’t always been 
able to get it. Actually, it’s hard for me all the 
time. Being at school has sometimes been 
very difficult for me, because there were some 
unpleasant people. But I am happy at my school 
now – it’s small and the people there are kind.

‘The lessons I have learned from my experiences 
growing up are to be kind to people, to try and 
listen to other people, and to tell people when 
there is something wrong. If I was in charge of 
the country, I’d make sure everyone had lots of 
money. But my life has been brilliant so far – 
fantastic, fun and funny.’

These questions were answered by Max with 
the help of his mum, Sandy Lewis

Max 
Lewis
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‘Andrew uses a wheelchair, cannot walk or speak and is 
dependent on 24-hour care. For a long time he was at a 
special school but there was no local respite care for either 
of us. Then when he was eight, the Action for Children Family 
Support Service was set up.

‘It gives me a break and a chance to go out with friends or 
have time with my daughter. My life doesn’t revolve around 
Andrew all the time and it gives him some independence 
away from me. They take him to do things that I can’t, like 
bowling and swimming. 

Andrew 

Kris
‘I left school aged 15 and was just sitting around the 
house all day feeling depressed and sorry for myself. 
One day I was signing on and feeling particularly 
down when someone in the job centre told me about 
Action for Children Youthbuild. 

‘I’ve learned a lot since then. I’ve had training 
in power tools, health and safety, and electrical 
safety. It was hard because I wasn’t used to the work 
environment – I had no confidence and found it hard 
to trust people. The staff at Action for Children were 
brilliant. They didn’t make any promises they couldn’t 
keep and they made me feel part of the team. 

‘If it wasn’t for this project I would still be in my bed, 
not doing anything. Things have turned around now 
and I don’t have problems getting out of bed any 
more. Last year I had very little – now I have a career 
in the construction industry and a future to look 
forward to.’

Action for Children Youthbuild, Glasgow,  
helps young people aged 16–24 train  
and find jobs in construction 

‘When he was 15, Andrew’s specialist school closed and he had to move to a 
new, non-specialist school, where everything was unfamiliar. Action for Children 
helped him through this difficult period by developing his communication 
passport, which was a folder full of pictures and symbols that Andrew could 
use to express himself. It has made a big difference to his life – for the first 
time ever, Andrew was able to “talk” to people and make choices on his own.’

Andrew and his mother, 
Theresa, at Action for 
Children Family Support 
Service, Falkirk
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Generic vs specialist policy
Another result of policy making inconsistency 
is in the application of specialist and generic 
policy to disabled children as a group. Twenty-
one years ago, much children’s policy was 
seen as irrelevant for disabled children, who 
were notable only for their absence from 
the mainstream. Local authority services for 
disabled children, including social work, were 
usually part of adult provision and separate 
from mainstream children’s services. 

The Children Act 1989 went some way to 
remedying this by automatically defining 
disabled children as ‘children in need’. This 
‘children first’ approach, although well 
intentioned, created a renewed opportunity 
to deny additional needs using the argument 
‘disabled children are children first so we’ll 
just treat them like other children’. In 1991, 
guidance to the Children Act clarified matters 
by stating clearly that disabled children 
should have access to the same range of 
services as other children. 

But despite this commitment, some 
policy initiatives ignored disabled 
children altogether, while others snagged 
them unintentionally. For example, the 
introduction of the looked-after children’s 
regulations in 1989 was rapidly rethought 
when it became clear that disabled children 
using respite care would be subject to the 
rigorous reviewing process. This remains 
hotly debated, and an unknown number of 
disabled children remain looked after by 
the state but not technically ‘looked after’, 
because they are using respite care or are in 
hospital or residential education.

Similar processes went on in relation to 
disability legislation and guidance, aspects 
of which apply to children more by default 
than design. For example, the Disability 
Living Allowance in 1992, the Disability 
Discrimination Act in 1995, the Carers 
(Recognition and Services) Act 1995 and 
Direct Payments in 1996 were all introduced 
primarily with disabled adults in mind 
and required substantial revision as the 
implications for disabled children became 
clear. The muddle took some time to sort 
out: the Disability Discrimination Act was not 
implemented in schools or colleges until it was 
10 years old, and Direct Payments were only 
extended to disabled children after five years.

The impacts of short‑termism
In terms of demonstrable impacts, the lack 
of strategic direction over more than two 
decades has contributed to a high level of 
chaos and inequity and a culture of fighting 
for entitlements. It also means that the 
wrong arguments are had again and again: 
inclusion vs segregation, children’s rights 
vs parents’ needs, defining and redefining 
childhood disability.

More importantly, this lack of direction has 
allowed it to become, as the Government 
recently observed, ‘traditionally’ the case 
that disabled children are likely to have 
poorer outcomes across a range of indicators 
compared to their non-disabled peers, 
including lower educational attainment, 
poorer access to health services, more 
difficult transitions to adulthood, and poorer 
employment outcomes. Disabled children 
are also significantly over-represented in the 
populations of looked-after children and young 
offenders. Research tells us that a significantly 
higher proportion of disabled children should 
have a child protection plan, although it 
appears that this is rarely the case.

This ‘children first’ approach, although well 
intentioned, created a renewed opportunity 
to deny additional needs 

Disability
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2000 onwards
Happily, after more than a decade of confusion 
and unintended consequences, the first eight 
years of the 21st century have seen major 
policy developments for disabled children, a 
much clearer sense of direction and, recently, 
significant new resources. For the first time, 
there is some clarity about what ought to be 
happening for this group of children.

The Special Educational Needs and Disability 
Act 2001 strengthened entitlement to 
mainstream education and protection from 
discrimination, and the new Disability 
Equality Duty (2006) required all public sector 
organisations (including schools) to ensure 
that disabled children are fairly treated. The 
five-year strategy for SEN, Removing Barriers 
to Achievement (Department for Education and 
Skills, 2004), identifies action to improve early 
intervention and embed inclusive practice in 
schools and early years settings.

The National Service Framework for Children, 
Young People and Maternity Services (2004), 
in particular Standard 8, set clear standards 
for service provision for disabled children and 
young people. 

The Prime Minister’s Strategy Unit report, 
Improving the Life Chances of Disabled 
People, published in January 2005, 
set out the Government’s strategy for 
disabled people and included some 60 
recommendations for improving disabled 
people’s lives, focusing on four key 
themes: early years, the transition from 
childhood into adulthood, employment and 
independent living. The Office for Disability 
Issues (ODI) was launched in December 2005 
to drive this strategy forward and report 
publicly on the progress being made. 

This marked a real change in the way that 
the Government thinks about the impact 
of its policies and services on the lives of 
disabled people, by incorporating a social 
model perspective: the belief that people are 
disabled not only by their impairments but by 
the way in which society responds to them.

The first eight years of the 21st century have 
seen major policy developments for disabled 
children, a much clearer sense of direction 
and, recently, significant new resources
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Rachel

‘My older brother has cerebral 
palsy and attention deficit 
disorder. He was always the 
priority because he was often 
violent and hard to manage. 
My mother suffered from 
depression and when my 
baby sister arrived, my caring 
responsibilities increased. I 
had to do the shopping, drop 
my sister off at school and 
pick her up, so I always had 
to leave school early.

‘Action for Children Conwy 
Young Carers have really 
helped me. The project 
workers were often my 
shoulder to cry on. They 

listened to me and never 
looked shocked when I told 
them about my life at home. 
They never judged, which was 
something I loved. 

‘Then when I got older and 
started getting into mischief, 
they really helped. Just after I 
turned 16, my mum and I had 

a big row and she kicked 
me out. I disappeared for 
about a month and I ended 
up in a violent relationship, 
taking drugs and homeless. 
But the day I was made 
homeless, my project 
worker rang me up. She had 
managed to track me down 
and she picked me up and 
got me a bed and breakfast 
place. She took me to see 
a homelessness officer 
and got me into women’s 
housing. I dread to think 
what would have happened 
otherwise.’ 

Action for Children Conwy 
Young Carers supports 
young carers in their 
caring roles

‘I came to Action for Children Kingfishers when I was 19. Before 
I started living there I was not allowed to go anywhere on my 
own, or to use cashpoints. Kingfishers have supported me and 
trained me so that I can catch buses and go shopping on my 
own. I also travel home to see my family on my own. They’ve 
shown me that I am not that vulnerable. I have more freedom 
and I have much more confidence. I felt really nervous before, 
but Kingfishers has really helped me with my independent 
travel skills. I never imagined that I’d be able to go to the 
shops on my own and I am very excited that I can now. My 
family are very proud of my progress.’

Action for Children Kingfishers, Ebley, provides 
supported housing and intensive independence 
training for learning disabled people aged 18–25

Emma

Disability
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Three priority areas have now been identified: 
access and empowerment, responsive services 
and timely support, and improving quality and 
capacity. Aiming High for Disabled Children 
sets out a ‘core offer’ to disabled children 
and their families, which will encompass 
minimum standards in several areas: 
clear information, transparent eligibility 
criteria, accessible feedback and complaints 
procedures, and participation by parents and 
children in shaping local policies and services. 
This document informed the Government’s 
spending plans for the three years to 2011.

At last, we have a plan: a properly resourced, 
long-term plan with explicit aims. Brilliant. 
Unfortunately the plan’s first priority, to 
which £280 million of the new £430 million 
is committed, is to increase the availability 
of respite care. Although renamed short 
breaks, in the past these have often been 
framed entirely around parents’ entitlement to 
regular respite from their disabled child. This 
is a spectacularly unfortunate starting point 
from which to ‘aim high’ for disabled children, 
and could perpetuate both the perception of 
disabled children as a burden or tragedy and 
also the separateness of these children’s lives. 

Aiming High sets out to redefine and broaden 
our understanding of short breaks. Local 
commissioners will need to take up the 
challenge. It is not too late. Aiming High for 
Disabled Children could divert the resourcing 
of narrow respite into the resourcing of decent 
lives and greater opportunities for disabled 
children. This would remove the ‘burden’ 
emphasis, and if children were given skilled 
and robust support to make friends, go out, 
have fun and join in with life, their parents 
would automatically get regular short breaks, 
although this would not and should not be the 
primary function.

As for the future, we know enough to do things 
differently. Disabled children have the same 
basic needs as other children. We do not need 
to start from a different position, but we do 
need to make sure that every time we plan for 
children, we plan for all children, and we need 
to factor disabled children into every local 
and national initiative, and not add them on 
afterwards. We also need to involve disabled 
children and young people in our thinking 
and planning: their voices are almost silent 
in these discussions.

Research tells us that a significantly higher 
proportion of disabled children should 
have a child protection plan, although it 
appears that this is rarely the case
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Toby Anstis has presented Heart 106.2’s 
morning show for the past five years. He 
first made his name on Children’s BBC as 
presenter of The Broom Cupboard, but has 
also appeared on Big Brother’s Big Mouth, 
I’m a Celebrity..., and the O-Zone, as well as 
hosting Children in Need, The National Lottery 
Live and Grandstand.

‘My twin sister Kate and I were adopted at 
four months. We went to live with my adoptive 
mum and dad, and my older brother David, 
in Maidenhead. We had a fairly conventional 
upbringing, and I think it was easier in lots 
of ways because we were twins – there was 
always a sense of not being alone, and of 
having an additional element of emotional 
support. So it was natural that when it came 
to looking for our birth parents, it was a joint 

decision. It was mostly a sort of long-term 
curiosity. We were blessed with great 
adoptive parents so it wasn’t about finding 
another set. But we wanted to know about 
our past, and about our genetic makeup. 

‘If there was one change I’d make to help 
young people, it’d be to make sure that every 
child knew where they could get advice, 
support and encouragement. I know about 
ChildLine but I’m thinking about just normal 
everyday things. Just someone to listen and 
to understand. I’d make sure that there were 
counsellors available to everyone, so that 
they could talk things over when they needed 
to. And I’ll be glad if the recent changes 
to the law mean that access to adoption 
records is better organised for people who 
are searching for their birth parents.’ 

Toby 
Anstis

Disability
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Action for Children calls for a child-fair state, that actively 
promotes a positive vision for children and young people as 
full citizens. Children cannot be used as political footballs, 
and moral panics and headlines must not be allowed to take 
precedence over their needs.

Action for Children demands a political system that puts 
the long-term needs of children first and short-term politics 
second. We call on all the main political parties of the UK to 
give children the commitment they need, for as long as it takes. 

In all four nations of the UK, the Children’s Minister must 1.	
be a permanent Cabinet/Executive‑level position to 
represent and speak on behalf of children and hold all 
parts of government to account.

Before the next general election, a cross-party group must 2.	
establish a 21-year vision for children and young people 
that all the main parties must sign up to. Then, at the 
beginning of every new government, the cross-party group 
must set out or reaffirm its vision, which is binding on all 
parties.

Any new initiative for children and young people must be 3.	
funded for at least six years, with exceptions to be granted 
only by agreement with the Children’s Minister.

Every government department and agency across the UK 4.	
must examine how its policies impact on children and 
young people, and report annually on this to Parliaments 
and Assemblies.

All UK media bodies and organisations with governance 5.	
of media, including Ofcom, the Advertising Standards 
Authority and the Press Complaints Commission, must 
establish a consultation committee made up of children 
and young people.

Moving forward…
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As long as it takes: a new
 politics for children

Action for Children is committed to helping the most 
vulnerable children and young people in the UK break 
through injustice, deprivation and inequality, so they 
can achieve their full potential.

As long as it takes:  
a new politics for children
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