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We all want to live in a world of opportunity – to be
able to live our own life, play our part and be valued
for the person we are. At Scope we’re passionate
about possibility.  It inspires us every day and
means we never set limits on people’s potential.

We work with disabled people and their families 
at every stage of their lives. From offering day 
to day support and information, to challenging
assumptions about disability and influencing
decision makers - everything we do is about
creating real and lasting change.

We believe that a world where all disabled people
have the same opportunities as everyone else
would be a pretty incredible place for all of us.
Together we can make it happen.

In August 2012 over 620 parents and carers of disabled
children took part in our keep us close survey and told us
about their experiences. All quotes in the report come from
the survey and the conversations we have had with these
parents aerwards.
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1. Introduction
There are around 700,000 disabled children in England.1 One in fifteen families with dependent
children has at least one disabled child2 and large numbers of these families feel that they are
close to crisis point. Our research has found that a major reason for this is lack of support and
services at a local level. The Government has an opportunity through the Children and Families Bill
to address this problem. In this paper we set out the challenges that families have told us they face
in getting the support they need locally and the impact this has on their family lives. Lastly we
outline what Government needs to do now to rectify this problem.

Families with disabled children have told us that they are facing seemingly never-ending struggles 
to receive the support that they desperately need. They say that trying to access the services they
need locally feels like a battle. In response to a recent Scope survey3, around six in ten parents 
said they were not able to get services that they and their child need in their local area (62%). Many
families find that they are forced to travel outside of their local area to find the support they need.

These families want to use services that many families take for granted, for example: childcare 
so that the parents can work; short breaks that enable families to have a rest and for a disabled
child to enjoy a leisure activity; therapeutic services to support development such as speech and
language; or the right educational setting so a child can learn and reach their potential 

Our survey shows that the challenges that parents face accessing local services has a severe and
negative impact on families and their quality of life. Eight in ten families who could not get local
services reported feeling anxious and stressed (80%) and just over half (51%) said they missed out
on doing family activities together such as days out or celebrating birthdays. Families were often
forced to make difficult choices, in some instances be apart so that they could receive all the
support they needed.

“The decision to send our child to a facility an hour away was a hard one, as we are 
a close family who does everything together, but the education and therapy services
just were not available anywhere nearer. He is happy and enjoys college but it is
really hard having him so far away. The logistical and cost implications are huge. My
working life has been seriously curtailed, putting great financial stress on the family.”

Mother, South East, 2012

Families want the right services and support for their child and are prepared to travel to find them,
or even be separated from their child. But the message we heard from the parents we spoke to
was that travelling to services outside of their local area places enormous pressures on their family
life and that having the right services closer to home would significantly improve their quality of life.
Families should not have to be forced apart to access the support they need. All disabled children,
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1 Office for Disability Issues (2010/2011) Disability Facts and Figures, http://odi.dwp.gov.uk/disability-statistics-and-research/disability-facts-and-figures.php; Office for
National Statistics (2012) Population Estimates, http://www.ons.gov.uk/ons/taxonomy/index.html?nscl=Population+Estimates 
2 Scope calculation based on Buckner L. and Yeandle S. (2006) Managing more than most: A statistical analysis of families with sick or disabled children, Leeds: University
of Leeds, updated and combined with Office for National Statistics (2010) Families and households in the UK, 2001 to 2010, http://www.ons.gov.uk/ons/rel/family-
demography/families-and-households/2001-to-2010/index.html
3 Unpublished: Over 620 parents and carers of disabled children took part in our survey during August 2012. The sample covered a good range of geographical regions 
and types of area, as well as impairment type. The most common impairments were learning, understanding or concentrating (83%), social or behavioural (67%) and
intellectual delay (66%). Respondents were mostly female (90%) and in the lower income brackets (12% £0 – 9,999, 29% £10 – 19,999, 27% £20 – 29,999).



young people and their families should be able to use good inclusive and accessible services as
close as possible to where they live.

The Government is introducing a new Children and Families Bill, which seeks to change some of
the difficulties that parents of disabled children and young people face in trying to use the services
that they need. There is much to be welcomed in the proposed Bill, not least the requirement for
local authorities to publish a ‘Local Offer’ of services they expect to be available in the local area
and a new duty on local agencies to jointly plan and commission services for disabled children. 
As these changes will affect just under half a million families (460,000)4 it is important that they are
the right ones. However, from talking to families with disabled children we do not think this will be
enough to ensure that there are good inclusive and accessible local services. It will not remove the
need to travel to get the support they need, or in some instances to make the difficult decision to 
be away from their child.

To make sure that families can stay and grow together, in their local communities, Scope is calling
on the Government to include a ‘Provide Local Principle’ in the Children and Families Bill to ensure
that services in a local area are inclusive and accessible; and that where these services do not
exist, there is a duty on local agencies to commission and ensure delivery of them in the local area.

“It would be mind-blowing. It would mean togetherness and building relationships. 
It would just be heaven-sent, that once in our life, we could do things normally. 
But it’s a dream isn’t it, it can never happen.”

Mother, London, 2012

2. Local services – the case for change
The evidence – what we know about the struggles families with disabled children face in finding and
accessing support

There are around 700,000 disabled children in England5 with about one in fifteen families with
dependent children having at least one disabled child.6 This means that just under half a million
families (460,000) will be affected by the changes in the Children and Families Bill.7 

Available evidence on the difficulties families with disabled children and young people encounter in
trying to access local services and support is compelling. In addition, our recent survey of over 600
families with disabled children offers further insight into the impact this has on families and their
quality of life.

4

4 Scope calculation based on Buckner L. and Yeandle S. (2006) Managing more than most: A statistical analysis of families with sick or disabled children, Leeds: University
of Leeds, updated and combined with Office for National Statistics (2010) Families and households in the UK, 2001 to 2010, http://www.ons.gov.uk/ons/rel/family-
demography/families-and-households/2001-to-2010/index.html
5 Office for Disability Issues (2010/2011) Disability Facts and Figures, http://odi.dwp.gov.uk/disability-statistics-and-research/disability-facts-and-figures.php; Office for
National Statistics (2012) Population Estimates, http://www.ons.gov.uk/ons/taxonomy/index.html?nscl=Population+Estimates 
6 Scope calculation based on Buckner L. and Yeandle S. (2006) Managing more than most: A statistical analysis of families with sick or disabled children, Leeds: University
of Leeds, updated and combined with Office for National Statistics (2010) Families and households in the UK, 2001 to 2010, http://www.ons.gov.uk/ons/rel/family-
demography/families-and-households/2001-to-2010/index.html
7 Ibid.



Having access to necessary health, social care and educational services is crucial for all families so
that they are able to support their child’s well-being. It is especially important for families with disabled
children who may need additional information and help such as learning support to enable their child
to develop and reach their potential, or health services to help manage their child’s condition. 

We have been talking to families about their experiences and the difficulties they face in getting the
support they and their children need such as: childcare so that the parents can work; short breaks
that enable families to have a rest and for a disabled child to enjoy a leisure activity; therapeutic
services to support development such as speech and language; or the right educational setting so
a child can learn and reach their potential. 

Parents told us that there is a lack of local services that provide the support they and their children
need, with over six in ten (62%) telling us that they were not able to access all the services they and
their child need in their local area. Almost 50% of parents or carers said that they had to wait a long
time to access services locally with only one in seven (14%) saying that they could get all the services
they need. Only one in ten (10%) parents told us that the process of getting local services was simple. 

“To be honest I could write a book about all the services which could have or should
have helped us but couldn’t or wouldn’t or were just not available.”

Mother, South West, 2012

The stories that they shared with us show that they are currently facing seemingly never-ending
struggles to receive the support that they desperately need. Below we explore the battles that
families fight to access local services.

Families find local services non-inclusive and inaccessible 
Under the Equality Act 20108 organisations should be proactive
and responsive in making sure the public services they provide
are inclusive and accessible. However, services for disabled
children are often developed, planned and commissioned
separately from other community services and consequently miss
more strategic opportunities to create joined up support and 
a more inclusive society.

Families with disabled children encounter long and exhausting
battles to get services that are fundamental to their well-being but 
it is not just services relating to their child’s impairment or condition
that parents encountered difficulties with. Despite duties in the
Equality Act, parents told us that local activities or services were
either inaccessible, or that there was no support service to enable
disabled children to join in with local activities like youth groups or
playing in the park with their peers.

5
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“I believe he has a right to join groups like other children (scouts etc). There is 
a service which supports children in accessing groups but does not provide
continuing support to allow the child to attend, i.e. the available service works 
on confidence so the child feels able to go to groups but no services for children 
like my son who need help with toileting and in terms of keeping him safe.”

Mother, Scotland, 2012

Nearly one fifth (17%) of families who used leisure services such as swimming sessions and play
days travel over 20 miles to get to these services with a quarter of families travelling for over an
hour to get there and back. The lack of inclusive and accessible services was also raised in
conjunction with either having to juggle the different needs of their other children, or wanting all
their family to able to spend time together.

“My child’s sibling in particular has not been able to go to parks, swimming, cycling
because the venues are unsuitable for our son’s disabilities. As a family we rarely 
go out.”

Mother, North West, 2012

Families experience poor coordination of local services
Past research shows that families with disabled children are unable to access the services they
desperately require within their local area. In a survey of parental experiences of services for
disabled children, one in four parents said they had received few or none of the services they
required in the last twelve months.  A quarter (25%) also said that there was a lack of both
educational and care and family support services available.9 Likewise, less than half (40%) of
parents surveyed about childcare believed that there were providers in their local area that could
cater for their child’s illness or disability, with even fewer (34%) feeling that services were available
at times at times that fitted around their other daily commitments.10 

This is a view that is backed up by providers of services. Interviews with providers of support
services for disabled children with low incidence needs including national representatives from a
wide range of voluntary organisations, local authorities and from the independent/non-maintained
school sector found that there were huge gaps in local services for young disabled people. The
service rated as least available was a suitable range of short break or respite opportunities.11 Local
educational authorities report that the greatest challenge they face in providing for families with
disabled children was the lack of appropriate placements within the local authority12

Local authorities are expected to cooperate with various partners when planning local services for
children.13 This has not worked well in practice, in part because the duties on local agencies are not 
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9 Department for Children Schools and Families (2010) Parental Experiences of Services For Disabled Children,
http://www.education.gov.uk/rsgateway/DB/STR/d000902/index.shtml
10 Department for Education (2010) Childcare and Early Years Survey of Parents, http://www.education.gov.uk/rsgateway/DB/STR/d001073/index.shtml
11 Department for Education and Skills  (2006) National Audit of Support Services and Services for Children with Low Incidence Needs,
https://www.education.gov.uk/publications/standard/publicationDetail/Page1/RR729
12 Fletcher-Campbell, F. and Pather, S. (2003) Outcomes and destinations of pupils on return from out-authority special schools, Local Government Association research
report 47, National Foundation for Educational Research, http://www.nfer.ac.uk/research/downloads/LAS.pdf
13 The Children Act 2004 (http://www.legislation.gov.uk/ukpga/2004/31/contents) places a duty to cooperate on local authorities and sets out the partners that they are
expected to work with.



strong enough to ensure that they fill gaps in services. And although local authorities and local
health agencies have responsibility to carry out assessments of the health and wellbeing of the
local community to aid local area commissioning, a disconnection from key decision-makers, poorly
linked to local communities has reduced the effectiveness of this.14

Furthermore, there is evidence that most local area assessments focus on rates of death and
illness and only occasionally include the assets, strengths and capacities of local people and
communities.15 Community engagement in these assessments is also variable,16 so families of
disabled children are not able to be part of shaping local support or services in their local area. 

Education, health and social care services focus on different targets for child and family well-being.
In addition commissioners of services for children operate with separate budgets within different
accountability routes and planning structures. This forces families to negotiate each aspect of
support for their child separately. It can also mean that disabled children with complex needs are
excluded from services through a lack of joined-up working between local authorities and health
agencies.17 Families can be left feeling that their child, and indeed the whole family, are
‘compartmentalised’ and that no one sees the whole picture of what is needed to support them all
to grow and develop, or the type of support they need as a family. 

The result is that many parents feel professionals within different services types pass them around
making it difficult for them to know who is responsible for service delivery. In a recent survey18

parents stressed the importance of integrating services, for example social care with other services
such as education and health support to reduce the stress that families experience and enabling
easier access to other services. Lack of coordination also makes keeping services difficult. Parents
told us that as services change to meet new support needs, continuity becomes a problem. 

“My daughter frequently slips off their lists even though she has a lifelong 
or life-limiting condition.”

Mother, South West, 2012

Unable to find inclusive and accessible facilities in their local area, families then face many
obstacles trying to find alternative services that are necessary for the well-being of their disabled
child. Many parents we spoke to felt in desperate need of a whole range of services including short
breaks or Speech and Language Therapy, yet reported that their battles to get these services had
been unsuccessful. 

Parents feel that they have to be persistent and tireless if they are to get the services they need for
their child. Just under half (49%) of parents told us that they had to wait a long time to receive any
services; 60% described it as feeling like a battle. These battles are either incredibly lengthy or
never-ending, and pose a constant problem.

7

14 Local Government Improvement and Development (2011) Joint Strategic Needs Assessment: A springboard for action; Local Government Group.
15 Ibid.
16 Ibid.
17 Every Disabled Child Matters (2011) Raised Expectations: Parental experiences of short breaks; London: EDCM, http://www.edcm.org.uk/campaigns-and-policy/short-
breaks/short-break-tracking.aspx.
18 Every Disabled Child Matters (2012) Special Educational Needs and Disability Reform: Making it work for all disabled children; London: EDCM
/media/41209/send_reform_making_it_work_for_all_disabled_children.pdf



“At first it was like banging your head against a brick wall
and people didn't understand but eventually aer years
and years we have accessed some useful services.”

Mother, East Midland 2012

Worryingly, some families are not able to access services at all.
They felt as if they were refused services for no good reason, and that only articulate families or
those who could act as their own advocates are successful in accessing services. Families told us
that they feel as if the necessary services are couched in bureaucracy, making it difficult to obtain
access. They talked about the difficulties of liaising with more than one service or professional and
of coordinating services. 

Families forced to use a Statement of Special Educational Need as a route to support
Insufficient specialist training for teachers in Special Educational Needs (SEN) and disability often
leaves teachers without the necessary skills to meet the needs of disabled children. This can also
result in extensive "informal" exclusions where parents are called into school to help their child with
basic tasks, or to remove their child when they find a particular activity or lesson difficult. 

“My son has to manage with what he gets – oen I am taking him home early because
they cannot and will not manage. Plus changing him – they treat him like a baby
against my wishes and the incontinence nurse.”

Mother, East Midlands, 2012

Frustrated at not being able to access support, some parents found that the only way to gain the
support they need is to go through the formal process to get a Statement of Special Educational
Need, also known as a ‘statement,’ for their child. This was not just about securing the right
educational input for their child but was also about coordinating other therapies and support.19

For some families this process is a good experience and means they are assured the services they
need, however others struggled to find their way around a very complex system.20 Parents told us
that it is stressful and difficult because of a lack of information, poor support and negative attitudes.

“It was very difficult doing the assessment process. Nobody wants to read about what
their child can’t do when you want them to be the same as other children their age.”

Parent, 2012

Although families can benefit from the security offered by a statement, they also say that they have
to be very actively engaged with the system and work hard to make progress for their child.21

8

19 HM Treasury and Department for Education and Skills (2007) Aiming high for disabled children: better support for families,
https://www.education.gov.uk/publications/standard/publicationDetail/Page1/PU213.
20 Department for Children Schools and Family (2009) Parental Confidence in the Special Educational Needs Assessment, Statementing and Tribunal System -
Qualitative Study, https://www.education.gov.uk/publications/standard/publicationDetail/Page1/DCSF-RR117.
21 Broach, S., Clements, L., and Read, J.(2010) Disabled Children: A legal handbook, London: Legal Action group,
http://www.lag.org.uk/Templates/System/Publications.asp?NodeID=93342&Mode=display.
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“I initiated the Statementing process and got what I felt was needed in place. Five
years on, this remains in place and the school have admitted the placement would
have failed had I not fought. It caused a lot of stress and anxiety at a time when we
were already having to cope with difficult circumstances.”

Parent, 2012

Getting a statement is not always the end of the process and the battle can continue. When we
asked parents about the process of getting their child into the school or college that they attend, 
a number of them told us they were forced to go to a First-Tier Tribunal.

“The Tribunal ordered it (at our request) as the Council could not provide a suitable
education in their own schools.”

Mother, North West, 2012

Families forced to travel to access the support they need
Recent changes to funding settlements for local areas have affected local services for disabled
children and their families. Early intervention services are currently being harder hit by cuts to local
authority budgets than many other statutory services. Local authorities say there has been a
reduction in some services including children’s centres and short breaks for disabled children.22

Many voluntary organisations that might have previously stepped in and offered alternative services
have also been hit by funding cuts and are reducing the range of services that they can offer families.

The unavailability of adequate local services means that families with disabled children are forced
to travel outside their local area for appropriate health and social care, as well as schooling. Our
survey reveals that many families need to travel on a regular basis – with one telling us that they
had to travel to an average of four or five appointments per week. These appointments can be in
different places to each other, and at a distance from the family home. 

We asked families about how far they had to travel, as well as how often they did so and how much
time this took them to get to services that they used including: their child’s nursery, playgroup or
children’s centre; therapy services such as Speech and Language Therapy; healthcare; and short
breaks or residential play-schemes. A quarter of families with children in education (25%) told us
that their child’s school or college was outside of their local area, with one in three families (29%)
travelling for over an hour (round-trip) to reach it. And one in two families who use short breaks and
residential play-schemes have to spend an hour getting there and back. A similar picture emerged
for attending GP or hospital appointments. 

“A one hour appointment can mean we are out from 9am to 5.30pm.”

Mother, South East, 2012

9

22 National Council for Voluntary Organisations (2011) Counting the Cuts, www.ncvo-vol.org.uk/sites/default/files/counting_the_cuts.pdf



Families forced apart
Non- inclusive or inaccessible local services, difficulties accessing or coordinating specialist
services and the need to travel to available services can lead to parents deciding that the best way
to ensure that their child gets the right support is for them to live away from home. 

“My eldest son is moving 300 miles away. He desperately does not want to go, but his
life here is not his own. We live in a part of the country which seems to be completely
forgotten about; we have no accessible short breaks services or SEN groups.” 

Mother, North West, 2012

The parents we spoke to highlighted that this is a difficult choice. 

“The decision to send our child to a facility an hour away was a hard one, as we are 
a close family who does everything together, but the education and therapy services
just were not available anywhere nearer. He is happy and enjoys college but it is
really hard having him so far away. The logistical and cost implications are huge. My
working life has been seriously curtailed, putting great financial stress on the family.”

Mother, South East, 2012

Out of a total of 224,210 pupils with a statement in all schools in England
in 2011, there were 16,286 pupils with a statement of special educational
needs attending school outside their resident local authority.23 In addition,
a report found that about 750 out of 1500 children whose primary need
was disability, were looked after in residential social care services that was
outside of their local authority area.24

The process involved in sending a child away from home is often long and
fraught, but perceived by many parents to be necessary, since their child’s
needs could not be met closer to home. 

This section has highlighted the battle that families told us they
experienced trying to access services close to where they live, of finding
that local services are not inclusive or accessible, being passed between
professionals, being forced to get a statement for their child so that they
can access specialist services and even then, in some cases, needing to take their case to the
First-Tier Tribunal to be assured services. 

Parents also told us that often the only way they could find the services they needed was by
travelling outside of their local area to them, or in some instances to take the very difficult decision
to be apart from their child. The following section looks in more detail at what families told us about
how this affects their families and their quality of life.
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23 Department for Education (2011) School Census, http://www.education.gov.uk/researchandstatistics/stats/schoolcensus/a0064400/school-census-2011
24 Pinney, A. (2005) Disabled children in residential placements, London: Department for Education and Skills, dera.ioe.ac.uk/6188/1/index.html%3Fid%3D1276



3. Impact on family lives – why it’s important
The battles and challenges that families with disabled children face, and the time they have to spend
travelling to access services have negative impact on families and their quality of life. When asked
about the impact of not being able to access all the services that they need in their local area, 80%
of families who could not access all the services they need locally told us that they had suffered from
anxiety and stress. Over half (51%) reported that it had had an impact on their working life, and that
it had meant them missing out on doing family activities together. Worries about siblings (44%),
parents’ relationships (43%), and financial pressures (36%) were also mentioned. 

In this section we explore what families told us about the impact of not being able to access local
services has had on them and their families in further depth.

Parents feel anxious and stressed 
The struggle to access services locally, or juggle every-day life alongside travelling (in some cases
hundreds of miles) each week inevitably causes great stress for families. Just under two thirds
(64%) of families said that trying to access local services has caused them anxiety and stress. Even
more (79%) told us that not being able to do so has caused them anxiety and stress. Compared to
this, only 15% of parents who were able to use local services reported these negative affects;

Parents told us that sources of stress included:

Guilt: Parents felt guilty because they could not obtain access for, or could not realistically make
the journeys to services that would improve their child’s quality of life.
Exhaustion: Parents felt trapped, overwhelmed and in need of a break from the time and 
energy involved in attending their child’s appointments. A lack of adequate short breaks 
exacerbated this problem.
Worry: Parents and carers worried that if their child would need them quickly they are very far 
away (those whose child attends a local school found it a comfort to know they could get to 
child quickly in an emergency)
Impossibility: Many reported literally needing to be in two places at once due to having 
different children needing to be in different places; either at different schools or appointments, 
or parents needing to be both at work and appointments

Research has found that parents of disabled children often experience greater stress than parents
of non-disabled children.25 They often have additional or protracted caring responsibilities for their
child, on top of which they also have to deal with a wide range of health, education and social care
agencies.26 This, frequently on-going, stress puts increased pressure on family members which
impacts upon the experiences of the family and quality of life of its members.27
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25 Contact a Family (2004) Flexible Enough? Employment patterns in families with disabled children: http://www.cafamily.org.uk/pdfs/FlexibleEnough.pdf
26 HM Treasury and Department for Education and Skills (2007) Aiming high for disabled children: better support for families,
https://www.education.gov.uk/publications/standard/publicationDetail/Page1/PU213.
27 Mencap (2006) Breaking Point: Families still need a break: http://www.mencap.org.uk/document.asp?id=297 children: better support for families,
https://www.education.gov.uk/publications/standard/publicationDetail/Page1/PU213.
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“The stress of looking aer a disabled child is bad enough without having to
constantly fight to obtain the services they need and to transport them there.”

Mother, South West, 2012

Many parents commented on the logistics or complicated arrangements necessary to get children to
appointments, school and activities on time. Travelling long distances is demanding and for children
who tire easily, or get distressed by being contained for long periods, these journeys can be even
more stressful. Many parents we spoke to said that their child’s condition meant that travelling is
especially traumatic, tiring and caused them anxiety. Sometimes the distance and stress that
travelling would cause the child is prohibitive, and so families feel that they have to settle for less.

“My child doesn't travel very well so if something isn't local it's almost impossible 
to access any services.”

Mother, Wales, 2012

Families feel isolated 
Families with disabled children are vulnerable to social exclusion and feelings of isolation. Social,
emotional and financial isolation causes almost three quarters (72%) of families with disabled
children to experience poor mental health such as anxiety, depression or breakdown.28

Parents told us that the wide dispersal of services they use means that they are unable to develop
any substantial support networks in their local area or socialise with other families with disabled
children and share knowledge with each other. This leaves them feeling lost and alone. One parent
said that if all the services they needed were available locally:

“We as a group of carers would be able to meet, share experiences, form campaign
groups and organise play dates.”

Mother, East Midlands, 2012

Parents also said that being disconnected from basic social networks has a significant negative
effect upon their disabled child. The sheer quantity of time spent travelling to necessary services, 
or being trapped at home because such services as accessible childcare, play schemes and short
breaks are too far away, leads to social isolation for both parents and children. The fact that
disabled children are unable to attend their school’s social events, since parents find travelling to
such occasions difficult, furthers their isolation. 

In one study disabled children expressed how painful it was to be left out of ordinary activities
because their needs could not be met.29 At worst, this can result in the social exclusion of the whole
family. Families we surveyed expressed the same feelings of loneliness and isolation;

12

28 Contact A Family (2011) Forgotten Families, http://www.cafamily.org.uk/professionals/research/reducing-stigma-and-discrimination/
29 Bundred, S (2003) Services for disabled people: A review of Services for Disabled Children and their Families,  Audit Commission, http://www.audit-
commission.gov.uk/nationalstudies/localgov/disabledchildren/Pages/default.aspx



“Because we are not able to access certain services, we are very isolated. To access
certain services would cost a great deal, we do the best we can but £80.00 return to
get my son to the school youth club via taxi is too much. Because I don’t drive and
am on income support, we live a rather lonely existence.”

Mother, South East, 2012

Parents feel as if there is both a physical and emotional distance between themselves and their
family, friends, and other families in a similar position. Some said that they felt that using their
extended family or friends for general childcare support was not possible due to school being
unreasonably far away. For example they felt as if the long journeys were not acceptable for
grandparents to make. 

“It does have its problems as it is too far for grandparents to pick up 
or drop off so means we have to juggle to get her there and fit in going to work.”

Mother, North East, 2012

Parents struggle to work
A number of studies30 explore the range of difficulties that parents of
disabled children have in accessing paid employment due to caring
responsibilities and lack of accessible childcare. For many, work is
currently not an option. A lack of suitable and affordable childcare,
inadequate support services, non-inclusive after school activities,
inflexible working conditions, schools that do not understand their
child's needs and the demands of hospital and other appointments all
combine to make work financially and practically impossible. This is
borne out by the figures that show that couples with a disabled child are
twice as likely as couples with non-disabled children to be out of work;31

women with disabled children are less likely to be in employment and
less likely to be working full time than mothers with non-disabled
children.32 Mothers with disabled children have one of the lowest
employment rates of any group in society.33

Due to a lack of adequate local services, many parents we talked to spend several hours each 
day taking their disabled child to school or appointments resulting in parents reducing their 
working hours, scaling down to part-time work or quitting their job entirely. They told us that many
appointments or support services were not available outside of working hours and that the time
they spent travelling was completely prohibitive of any career advancement. Over half (51%) 
of respondents agreed that not being able to access services their child needs locally had had 
a negative impact on their job or working life. 
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“It means I cannot have a job as I would have to work term time and school hours and
have an employer who was flexible about the many hospital and other appointments
we have to attend.”

Mother, North West, 2012

A lack of appropriate childcare reinforces this problem. Nearly two thirds (62%) of local authorities
in England have cut their budgets for childcare and play services since 2011, and almost 50% are
offering a reduced level of holiday childcare services. One study found that one in three parents of
disabled children received no holiday childcare during the summer holidays34 and a further survey
found that one in ten families were refused a place in childcare services because of their child's
disability.35

Childcare costs are considerably higher for disabled children than for non-disabled children.36

Some disabled children may need as much support as they grow older as they do when very
young. Most 15 year olds can be expected to be quite independent but many parents of older
disabled children still have to source and pay for child minding and after school support. The need
to find appropriate services and support over a much longer period of time, and the extra costs
associated with this are not insignificant for parents of disabled children. 

Families miss out on spending quality time together
Many parents of disabled children report that they find it difficult to find time within their daily 
routine to engage in positive familial activities. Research suggests that the low level of quality
family time was in large part due to the time pressures families faced in meeting the needs 
of disabled children. This was particularly the case in families who said they had fewer support
networks and mechanisms around them.37

Over half (51%) of families we spoke to who could not access all the services they need locally
said this meant that they miss out on celebrating birthdays or spending family days out together.
For 44% this also meant they were not able to spend as much time with their other children and
over 40% missing out on spending time with extended family and friends. 

Sometimes, due to the time, energy and money that travelling to faraway services takes up, or
because of there is no other suitable local educational services38 families have made the difficult
choice to send their child to live away from home. These decisions can be distressing for all family
members. A study found that nearly two thirds (63%) of parents could not visit their child as much
as they wanted to due to the distance of the residential placement from home.  Over a third (35%)
said that it was because of the costs involved in visiting.39 Parents we surveyed described the
repercussions of this sort of permanent distance;
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35 Department for Children, Schools and Families (2008) The Childcare and Early Years Survey of Parents, National Centre for Social Research,
https://www.education.gov.uk/publications/standard/publicationDetail/Page1/DCSF-RR136
36 Department for Education (2011) Qualitative research into families’ experiences  and behaviours in the Childcare Affordability Pilots (CAP09); Disabled Children’s Pilot
https://www.education.gov.uk/publications/standard/publicationDetail/Page1/DFE-RR103
37 Pryer, M. and Bush, M. (2009) Disabled Families in Flux: Removing barriers to family life; Family Audit 2009, London: Scope, http://www.scope.org.uk/help-and-
information/publications/disablism-audit-2009-disabled-families-flux
38 Abbott. D and Heslop (2009) Out of Sight Out of Mind? Transition for young people with learning difficulties in out-of-area residential special schools and colleges,
British Journal of Special Education 36 (1) 45 - 54
39 McGill, P., Tennyson, A. & 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, 36 (4): 597-616



“My child has to attend a residential special school as there are no schools in the local
authority or even neighbouring authorities that are suitable. His school is excellent
and offers all the therapy he needs, but he misses out on spending time with
extended family, which he previously saw several times a week. He misses out 
on events such as family birthdays and gatherings.”

Mother, London, 2012

The parents we spoke to felt they had less involvement with the education their disabled child was
receiving so far away from their home. They also felt that their child had no friends in their local
area as a result of attending an out-of-authority school, which they felt impacted on self-esteem
and personal development.

Family relationships suffer
Families unable to access local services reported that the stress of dealing with this affects their
closest relationships. Over two-fifths (43%) of parents who could not access all the services they
need locally said this has put pressure on their relationship with their partner. Only 15% of those
who were able to access locally said that they had encountered the same problem.  

Many parents reported that the stress of travel and constantly battling to obtain access to the
necessary services made family life fraught and stressful, piling pressure on families and bringing
them close to breaking point. Parents talked about on-going fatigue and depression affecting
relationships with partners, their disabled child and other children in the family. One parent said that
due to a relationship breakdown, their child had to spend even more time travelling between
parents, as well as to appointments.

The families we contacted also told us about the impact on their child’s relationships with their
other children. Because families must search farther afield for schools and other services, disabled
children spend less time with their siblings. 

“Not being able to send both my children to the same school is very stressful and has
upset both of them - they miss the bonding and common experiences, we have almost
no contact with the school our disabled child goes to. It’s like having two only children.” 

Mother, London, 2012

Over half (51%) of families we spoke to who could not access all the services they need locally
said that this meant that they miss out on such things as family days out together.  Parents told us
how aware their children were of these missing elements in family life.

“There are no leisure activities for my disabled son and his able bodied sibling. 
They would both love to spend time at the park but none of our local parks have
wheelchair accessible equipment.” 

Mother, West Midlands 2012
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Lack of local services is costly for families 
A recent report showed that four in ten disabled children live in poverty,40 with further research
showing that these differences in financial circumstance are due to direct extra costs such as aids,
adaptations, transport, heating and childcare.41 Changes being made through welfare reform include
a reduction in additional support for most families with a disabled child from £57 to £28 a week, 
a loss of about £1,500 a year, which is set to affect around 100,000 disabled children. This is likely
to have a devastating impact on how easily families can afford to access services for their child.

Over a third (37%) of families who could not access all the services they need locally told us that
this affected them financially with less than one sixth (15%) of those who could having the same
concern. Reductions in their available income will only make this more difficult. One report found
that the largest proportion of the minimum essential budget for disabled children goes on transport
costs.42 Other research found that a third of families with a severely disabled child had to seek
grants to cover their transport related costs.43 Apart from fuel costs, they found that a specially
made car safety seat costs on average £600 compared to a regular child’s car seat which costs
around £150.44

For the families travelling hundreds of miles per year to access services for their disabled children,
the cost implications are particularly stark. Some families not only have to travel to these services
but due to the distance from home and the stress of travelling, need to also stay overnight. These
travel requirements are cumulative, for families accessing one or more of the services we asked
about, the average distance travelled is nearly 4000 miles a year which would cost around £360 
in petrol,  or considerably more if other means of transport are used.45 One parent described their
situation as if they were fighting a strategic battle with their local authority, worried that highlighting
insufficiencies in their support might undermine it altogether:

“Having to take my son 20 miles daily to therapy is expensive. I would like to ask the
LA to pay my petrol costs but I know if I do they will reopen his Statement and I will
have to face another tribunal to keep the services, so I don't want to rock the boat.”

Mother, North West, 2012  

The situation can be worse for families reliant on public transport. A survey conducted by
Barnardo’s has suggested that only half of parents with a disabled child have access to private
transport, with lone parents being the least likely to own or have access to their own car.46 The
families we surveyed told us that public transport was inadequate since it took too long or caused
their child distress, and that the price of taxis was prohibitively high.
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46 Sharma, N. (2002) Still Missing Out?: Ending Poverty and Social Exclusion, Essex: Barnado’s, www.barnardos.org.uk/still_missing_out__version_2__-_pdf.pdf



“Not being able to access the fun things for my child has le us isolated and almost
housebound for most of the month. It is difficult to access things as we don't drive
and no thought is put in to the placement of services for disabled families who need
to use public transport. It is always assumed we drive. Therefore public transport
costs a fortune and takes at least twice as long. Services are a distance away, 
so if you don’t drive it means you just don’t go to services at all, which means being
housebound and being further isolated.”

Mother, East Midlands, 2012

The average time spent travelling to services is 219 hours per year. The worst-case scenario was
one family travelling nearly 18, 000 miles a year (345 miles a week) or nearly 700 hours per year to
access the various services their child needed.47

This section has looked in some detail at what families told us about how the battles and
challenges that they face in trying to find inclusive and accessible local services, the time they have
to spend travelling to access alternative services and, in some instances, how the misery of being
apart from their child impacts on families and their quality of life. It reinforces the need for changes
to be made to local services. It has provided a brief over-view of some of the reasons why disabled
children and their families are being failed by the current support system. The next section presents
a solution to these problems and offers the Government a way to improve the system for disabled
children and their families.

4. What can the Government do to improve
local services for disabled children? 
Families have told us about the battles that they experience trying to
access the support they need close to where they live, of finding that
local services are not inclusive and of being passed between
professionals. Finally they described being forced to push for a
statement for their child to be assured services. Parents also told us that often the only way they
could find the services they needed was by travelling outside of their local area to them, or in some
instances to take the very difficult decision to be apart from their child.

Parents have also told us how the challenges that they face in using local services impacts on their
lives. How the time they have to spend travelling to access services leaves them feeling anxious
and stressed, guilty about the decisions that they make and the impact of the actions they are
forced to take on the whole family including siblings. It reinforces the need for changes to be made
to local services to improve the situation for disabled children and their families. 
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There is a pressing need for local arrangements for providing services and support for disabled
children and their families to be reformed. Local authorities and other local agencies need to be
better at focusing on the support needs of local families and commissioning the right services to
meet those needs. They also need a greater compulsion to ensure that local services are inclusive
and accessible to reduce the need for families to search for specialist services for their child. 

Families should not be forced apart to get the support they need. All disabled children, young
people and their families should be able to use good inclusive and accessible services as close 
as possible to where they live.

The Children and Families Bill 
The Government has recognised that there is a need for change and first set out its programme 
of reform for disabled children and those with SEN in the green paper Support and Aspirations.48

It is now introducing a new Children and Families Bill, which seeks to address the difficulties that
parents of disabled children face in trying to access the services that they need. We welcome 
the requirement on local authorities to publish a ‘Local Offer’ of services that they expect to be
available in the local area and the duty on local agencies to jointly plan and commission services
for disabled children. 

However, we know from what families have told us about services in their local area that this will
not be enough to ensure that local services are in place for families with disabled children when
they need them. About 13% of children with SEN in England have a statement,49 which suggests
that many children with less complex needs will fail to reach the threshold for the new Education,
Health and Care Plan proposed in the Bill. This will mean that they are increasingly reliant on the
services contained in the ‘Local Offer’. Without a legal duty to provide what is set out in the ‘Local
Offer’, there is no guarantee that the services it contains will be provided to families. Furthermore,
without an appropriate legal duty, parents and young people will not be able to challenge their 
local authority if the services described in the ‘Local Offer’ are not delivered. 

The coalition Government started their term in office by saying that strong and stable families 
of all kinds are the bedrock of a strong society and that they wanted our society to be more 
family-friendly.50 They also stated that “it is our moral duty to support all children to be productive,
healthy and happy members of society, and we are determined to achieve this goal.”51 We want 
to see the Government’s aspiration for a family-friendly society firmly extended towards families
with disabled children, so that they do not have to battle to access even the most basic support 
and to ensure that they can stay and grow together, in their local communities.

Families are desperate for access to support to be easier and more local to where they live. 
They are waiting for the Government to fulfil its promise to make society more family-friendly for 
all families, to end the battles they encounter trying to access the support they need and to ensure
that they are able to stay and grow together in their local communities.

Therefore, Scope is calling on the Government to include a ‘Provide Local Principle’ in the Children
and Families Bill.
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How will a Provide Local Principle make a difference?

“It would be mind-blowing. It would mean togetherness and building relationships. 
It would just be heaven-sent, that once in our life, we could do things normally. 
But it’s a dream isn’t it, it can never happen.” 

Mother, London 2012

A ‘Provide Local Principle’ in the Children and Families Bill will strengthen the ‘Local Offer’ by
ensuring that services for families in a local area are inclusive and accessible. It will also ensure
that where these services do not already exist, there is a duty on local agencies to commission and
guarantee delivery of them. 

It will mean that all local agencies will need to work together to make local services inclusive and
accessible. The parents we spoke to who were able to access local services talked about the
willingness of knowledgeable professionals within local services to make adaptations and changes
to facilities. Some of the examples that parents shared show that inclusive and accessible practice
is possible. One parent spoke about what had helped them access the services they needed;

“Specialists working with my child within his school environment and the school
Learning Support Assistant’s willingness to provide speech therapy and
Occupational Therapy programmes of support.”

Mother, South East, 2012

A ‘Provide Local Principle’ in the Children and Families Bill will also place a duty on the local
authority and partner agencies to provide the services set out in the ‘Local Offer’. It will mean that
support for family relationships and proximity to home will be essential factors to be included in
planning and evaluating local services, as will support for disabled children and their families to be
fully included in local community activities. Families that we spoke to whose children are able to
attend appropriate local schools said that their child had experienced positive integration and
inclusion, and that this had helped prevent any feelings of isolation;

“Our son enjoys going to school each day with his brother and his friends in the
village. Since starting the nursery at our local village school he has made several
friends which has been important for his acceptance and inclusion in the village
community. He now regularly enjoys playing in the park with friends aer school and
is oen invited for lunch and play dates at the homes of other Nursery children as
well as having friends come home with him aer school. The opportunity to develop
friendships in the village school has had a significant effect on his social skills and
ability to interact with his peers. Because they spend several hours a day with our
son, the other children in the village now know how to communicate and interact
with him; many of the children take pride in being able to sign to him.”

Mother, West Midlands, 2012
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Lastly, a ‘Provide Local Principle’ will also ensure that if a ‘Local Offer’ does not provide sufficient
inclusive and accessible services for families in the local area, then local agencies will need to
rectify that to the satisfaction of all named parties including families and their representatives.

5. Conclusion 
In this paper we have outlined how families are forced to battle
to find and use the support that they and their child need. We
have retold their experiences of being forced to travel, or in
some cases, to be apart from their child to access services. We
have recounted what they have told us about how this affects
their relationships, their ability to work and their social networks.
And lastly, we have shared how isolated and desperate they end
up feeling. 

The struggles that families with disabled children face trying 
to make up for a lack of inclusive and accessible services close
to home are unacceptable. We are pleased that the Government
has already recognised that there are problems with local
services for disabled children and their families and welcome the
changes to be put in place through the Children and Families Bill. However, in its present form the
Bill will not achieve all the Government has set out to do and it will not guarantee good, inclusive
and accessible local services for families.

Therefore we call on the Government to include the ‘Provide Local Principle’ in the Children and
Families Bill to ensure that all services for families in a local area are inclusive and accessible. This
will strengthen the ‘Local Offer’ and help the Government fulfil its commitment to end the battles
that families with disabled children currently face.
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Keep us close 

Ensuring inclusive and accessible good local services for disabled children and their families – 
detail on the ‘Provide Local Principle’

Local services for disabled children and their families – a case for change
Families with disabled children struggle to access the services and support they need locally, even
after often long and difficult battles. This causes unacceptable anxiety and stress for families and 
has a detrimental impact on the quality of time that families spend together, as well as reducing
opportunities including parents’ ability to work, or for the family to create supportive social networks. 

Key findings from Scope Keep Us Close Report

1. Families with disabled children are not able to access the services they need in their local area.

62% of families are not able to access the services they need in their local area.
Just one in 10 families reported that the process of accessing services locally was simple.
Eight in 10 of respondents said trying to access services locally caused them anxiety and stress.

2. Being unable to access local services has a severe, negative impact on families with disabled children

60% of families described the process of trying to access local services as feeling like a battle.
51% of families told us not being able to access local services had a negative impact on 
their ability work.
Half of families said that they miss out on family activities such as days out or birthdays as a result.

3. Families are forced to travel or be apart in order to access the services that they need.

The average distance travelled by families accessing one or more services is over 4300 
miles a year, or 84 miles a week.

There is a pressing need for local arrangements for providing services and support for disabled
children and their families to be reformed Families should not have to miss out on quality time together,
or be forced apart to get the support they need. All disabled children, young people and their families
should be able to use inclusive and accessible services as close as possible to where they live.

The Children and Families Bill – an opportunity for lasting reform 
The Government has recognised that there is a need for change and first set out its programme of
reform for disabled children and those with SEN in the green paper Support and Aspiration.52 It is now
introducing a new Children and Families Bill, which seeks to address the difficulties that parents of
disabled children face in trying to access the services that they need. We welcome the requirement
on local authorities to publish a ‘Local Offer’ of services that they expect to be available in the local
area and the duty on local agencies to jointly plan and commission services for disabled children. 
However, we know from what families have told us about services in their local area that this will
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not be enough to ensure that local services are in place for families with disabled children when they
need them. About 13% of children with SEN in England have a statement,53 which suggests that
many children with less complex needs will fail to reach the threshold for the new Education, Health
and Care Plan proposed in the Bill. This will mean that they are increasingly reliant on the services
contained in the ‘Local Offer’. Without a legal duty to provide what is set out in the ‘Local Offer’, there
is no guarantee that the services it contains will be provided to families. Furthermore, without an
appropriate legal duty, parents and young people will not be able to challenge their local authority 
if the services described in the ‘Local Offer’ are not delivered. 

To maximise the range of services available, there needs to be a further commitment to ensure that
all local services are inclusive and accessible as well as sufficient to meet local needs. This will
reduce the need for families with disabled children to search for specialist services, often out of the
area in which they live; and it will reduce the need to fight through formal avenues for assessments
and statutory plans to ensure access to even basic support for their child.

Therefore we are calling on the Government to include a Provide Local Principle in the Children
and Families Bill.

A Provide Local Principle
A Provide Local Principle will require local authorities and their partners to ensure that services for 
all families in a local area are inclusive and accessible. Each area would need to develop robust
mechanisms for assessing local needs amongst all local families to produce their ‘Local Offer’. 
The ‘Local Offer’ would be developed to ensure that it:
Is sufficient to meet the support needs of all local families;
Increases, maintains and promotes positive family relationships;
Increases, maintains and promotes the child and family’s participation in local community activities;
Increases the proximity of services of services to where families live;
Is financially accessible for families and supports their working lives.

Local agencies would employ the above criteria at all stages of planning, designing, commissioning
and evaluation of services that make up the ‘Local Offer’. Families and their representatives would
be included as partners throughout the process. 

If a ‘Local Offer’ does not provide sufficient inclusive and accessible services for families in the local
area, then local agencies will need to rectify that to the satisfaction of all named parties including
families and their representatives.
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54 This is based on Draft Provisions published in September 2012; http://www.parliament.uk/briefing-papers/SN06420.

Provide Local Principle - The legal duty
Overview - The Provide Local Principle will:

a. Ensure services in a local area are inclusive and accessible;
b. Put a duty on local agencies to introduce new inclusive and accessible services if they don't exist

in a local area.

Statutory wording for the Children & Families Bill: 54

Provide Local Principle
1. The general duty of a local agency, in exercising any function under this Part, is to promote the

provision of inclusive and accessible local services.

2. In exercising a function under Section 2, a local agency must have regard to the following
matters:
(a) ensuring support is sufficient to meet the needs of the child and their family;
(b) increasing, maintaining and promoting positive family relationships;
(c) increasing, maintaining and promoting the child and family's participation in local 

community activities;
(d) increasing the proximity of services to where child and their family ordinarily reside; and
(e) increasing the ease of the child's family in accessing services within their current financial 

circumstances and preferred working arrangements.

3. If a Local Offer excised under Section 11 is deemed insufficient under Section 7 or is exercised
without reference to Clause 2 above, a local agency has an enhanced duty - when exercising
Section 11 - to revise the offer until it is deemed sufficient by consulted parties given in Section
7.3 and local family representatives.

4. “Provision of inclusive and accessible local services" means provision so far as it relates to any
of the following:
(a) The planning;
(b) the design;
(c) the commissioning or funding;
(d) the delivery; and
(e) the evaluation of local services as defined under Section 11.

5. The Secretary of State must publish guidance on inclusive and accessible local services 
as defined under [this Section - above]:
(i) Before publishing guidance, the Secretary of State must consult interested parties and 

bodies representing families with disabled children;
(ii) Local agencies must act under the general guidance of the Secretary of State in the 

exercise of functions given to them under [this Section - above].

The full Draft Legislation on Reform of provision for children and young people with Special
Educational Needs can be read read here: http://www.parliament.uk/briefing-papers/SN06420. 
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We all want to live in a world of opportunity – to be able to live
our own life, play our part and be valued for the person we are.
At Scope we’re passionate about possibility.  It inspires us
every day and means we never set limits on people’s potential.

We work with disabled people and their families at every 
stage of their lives.  From offering day to day support and
information, to challenging assumptions about disability 
and influencing decision makers – everything we do is about
creating real and lasting change.

We believe that a world where all disabled people have the
same opportunities as everyone else would be a pretty
incredible place for all of us. Together we can make it happen. 
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