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Living with disability
Introduction

7.1 In the preceding chapters, we have described the different stages at which critical care deci-
sions may have to be made for fetuses or the newborn. The emphasis and structure of this
chapter are different. We aim simply to provide an overview of the complex practical issues
that often need to be dealt with when a child with known or predicted disabilities is finally
able to leave hospital, up to early adulthood, irrespective of the cause of the disability. Caring
for a child with disabilities is likely to entail the need for support from a variety of sources,
including healthcare, social services and educational systems. Many children will be cared for
at home, which can place additional demands on their parents and family. Our descriptions
are general and we have not distinguished between disability arising as a consequence of
critical care decisions and from other causes, except where we refer to studies on extremely
premature or low birthweight babies. As before, we use hypothetical examples1 to illustrate
issues which may arise. We go on to describe educational and social provision, to note some
of the healthcare, educational and other costs involved and explain the legal background.

Perceptions of disability

7.2 Many children do not have health difficulties after starting life in a neonatal unit. Some may
have minor problems which are readily overcome. However, parents and families may have to
persevere and make adjustments when a child has more significant disabilities. All parents
look forward to the achievement of developmental milestones but when babies have condi-
tions that are likely to lead to disability, parents anticipate these stages more hesitantly, not
knowing if their child will eventually attain the next developmental level.

7.3 After the critical care period, the healthcare professionals involved with a baby in the peri-
natal or neonatal period will provide advice to families before he or she leaves hospital if
there is a prognosis of disability. However, they may have little first-hand experience of the
lives of disabled children and adults on which to draw. This can lead to underestimation of
the achievements and quality of life which many disabled people experience. In some cases,
parents may be presented with overly negative images of the future lives of their children,
which are not balanced by more positive information about the day-to-day lives of disabled
people.2

7.4 Once discharged from the neonatal unit, parents may find the outside environment tough
and unsupportive. If they encounter difficulties in trying to get extra support from local serv-
ices to improve their child’s physical or mental wellbeing or help to prevent further health
problems, this is likely to add to their anxieties. Research has shown that accessing the rele-
vant support or care can be very difficult, as a coordinated approach across services is not in
place in the UK.3 Support may not be tailored to the needs of the child or the family, and
information for parents on services is often inadequate.4 Parents express concerns about
increased rationing of state provision and can fear that their children might be “squeezed

1 These examples are representative of cases that occur in real life. We acknowledge that the choice of the issues that we discuss after
each example may influence how the examples themselves are perceived by different readers, depending upon the reader’s own
worldview.

2 Wyatt J (1998) Matters of Life and Death: Today’s healthcare dilemmas in the light of Christian faith (Leicester: Inter-Varsity Press);
Jane Campbell (2005) former Chair of Social Care Institute for Excellence (SCIE) and a Disability Rights Commissioner, contributing to
the Disability Rights Commission’s Disability Debate; see also Eiser C (1997) Children’s quality of life measures Arch Dis Child 77:
350–4.

3 Joseph Rowntree Foundation (1999) Supporting Disabled Children and their Families, available at: http://www.jrf.org.uk /KNOWL-
EDGE/findings/foundations/N79.asp, accessed on: 14 Aug 2006.

4 Ibid.
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out of services because they are too expensive”.5 It is testing for articulate, confident parents
to seek out and find support and resources, and for other parents who are not confident in
or used to dealing with the authorities this can be particularly challenging. Research suggests
that parents from ethnic minorities with a disabled child may encounter barriers to obtaining
access to support services and are particularly poorly served.6

Some examples
The developing child with problems from birth
7.5 In the previous chapter we considered the example of Danielle, who was diagnosed with

severe spastic diplegia cerebral palsy (see Case 6). We now revisit Danielle’s situation to exam-
ine her development as she gets older. We then consider the case of Gareth who was born at
28 weeks of gestation.

Case 9: Danielle – the developing child

Case 10: Gareth – coping with disability as a child grows up

5 Personal communication to Council for Disabled Children (2005).

6 Joseph Rowntree Foundation (1999) Minority Ethnic Families Caring for a Disabled Child, available at: http://www.jrf.org.uk /
knowledge/findings/socialcare/539.asp, accessed on: 14 Aug 2006. For a detailed account of life for a child with complex needs, see
Department of Health (2005) National Service Framework for Children, Young People and Maternity Services (London: Department of
Health), Complex Disability Exemplar, available at: http://www.dh.gov.uk /assetRoot /04/12/38/15/04123815.pdf, accessed on:
14 Aug 2006.

Danielle
Danielle had severe spastic diplegia, a form of cerebral palsy affecting the legs.* She also developed a squint and was
very short-sighted. Her IQ was within the normal range. From research, and contact with local parent support groups
and professionals, her parents found out that treatments including leg braces, gait analysis, botulinum toxin injec-
tions, hyperbaric oxygen treatment, could help to manage Danielle’s condition. Danielle was treated and advised
by various specialists, including physical therapists, paediatricians, neurologists, neurosurgeons and orthopaedic
surgeons.

Danielle learnt to walk, albeit with a crouched gait, but found it difficult and had a tendency to walk on her toes. This
was partly corrected with gait analysis and surgery when she was five years old. Her sight problems were overcome
with surgery and special glasses. Danielle attended mainstream schools with a specially trained personal assistant who
gave her one-to-one support. She was able to continue at school until she was 16, when she attended her local fur-
ther education college to study information technology (IT). She went on to do a degree in IT and business studies at
her local university. Both the college and the university provided coordinators to support disabled students and made
arrangements to accommodate her and adapt her equipment. She was able to access a range of special allowances,
including the Disabled Students’ Allowance and was given individual support for her personal care needs. If Danielle
fulfils her ambition to work, she will be eligible for Department of Work and Pensions support (for example, Access
to Work or Pathways to Work, which can fund personal assistance, travel, and any special equipment, including equip-
ment for the employer).

* For further information see the website of Cerebral Palsy Source:
http://www.cerebralpalsysource.com/Types_of_CP/diplegia_cp/index.html, accessed on: 15 Aug 2006.

Gareth
Gareth was born prematurely at 28 weeks to parents in their early 40s with one older child and no other close rela-
tives. Initially Gareth’s parents were relieved to get him home, and were especially pleased when he no longer
required extra oxygen to breathe properly. However, with time, Gareth developed physical disabilities that prevented
him from moving unassisted and he also had profound multiple learning disabilities. Caring for him proved to be
physically very demanding. The parents found they had less time for their daughter who began to have problems at
school. They failed to get any assistance from the social services or their general practitioner with caring for him
because resources were scarce in their area, so they both temporarily gave up work for this purpose. Eventually
Gareth’s father left the family and Gareth’s mother, Helen, found it very difficult to manage her son’s need for per-
sonal care on her own. However, she joined a local parent support group which gave her practical advice on local serv-
ices. After resuming contact with her social worker, she obtained a ‘children in need’ assessment by the local
authority’s Children with Disabilities Team. The outcome of the assessment was that Helen was offered a direct pay-
ment to pay for some extra support and a place for Gareth on a local holiday scheme.
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7.6 We have noted previously that disability is at least partly a socially conditioned state (see
paragraph 3.29). Equal respect for people with and without disability (see paragraph 2.39),
and the requirement of consistency (see paragraph 2.42) demand that social policy be organ-
ised in such a way that appropriate assistance is provided to disabled people and their fami-
lies to lead life with dignity. In Danielle’s case this demand seems satisfied, and support has
been provided through a range of medical and behavioural interventions, and social security
schemes. However, in Gareth’s case, the fragility of appropriate care and support shows how
regional differences can have an impact on provision of services.

7.7 Both Danielle’s and Gareth’s cases illustrate how the outcomes of some critical care decisions
are not confined to the neonatal unit, but are experienced by those caring for disabled peo-
ple throughout their lives. Moreover decision making during the neonatal period can lead to
very different outcomes that can not always be accurately predicted. Gareth’s case, in partic-
ular, highlights the important role that joint decision making plays at various stages after
leaving the hospital, both for clear-cut major decisions concerning Gareth’s adult life (involv-
ing the Children’s Services Department of the local authority, the school and LEA, and the
local Community and Mental Health Service) and for a great number of smaller day-to-day
decisions. For example, his mother was able to discuss Gareth’s needs with staff at the special
school, the clinical psychologist, the community nurse from the local Learning Disability Team
and a local family with expertise in managing challenging behaviour. Thus, just as joint deci-
sion-making processes are at the core of best practice in the clinical context, they are equally
important once a baby has been discharged from hospital. Despite help, Gareth’s mother
experienced repeated episodes of severe depression, and Gareth was finally transferred to a
remote care home. There can never be a guarantee of total success, but the provision of sup-
port can provide crucial help to people in extremely difficult situations.

7.8 Disabled children will usually express views on their own healthcare and education. It must not
be assumed that simply because they are affected by some degree of physical or mental
impairment, they are any less entitled to do so. Article 12 of the UNCRC requires that those
views be given “ . . . due weight in accordance with the age and maturity of the child”. While
many adults are uneasy about the right of a child to self-determination, others believe that
this right is the ‘key’ to all other rights, and that even young children are capable of reasoning

Helen also asked the Local Education Authority (LEA) for an assessment of Gareth’s special educational needs (SEN).
The LEA decided that Gareth should have a statutory assessment and then issued a Statement of Special Educational
Needs. Initially he attended a mainstream nursery school, with additional support. He subsequently moved to a spe-
cial school where he could also receive regular physiotherapy, and speech and language therapy on site. The school
had a good reputation for working with children with profound and multiple learning disabilities. It was developing
an ‘extended school’ programme and offering a range of after-school activities. Helen felt that the school would ben-
efit Gareth and enable her to return to work part-time. Their lives fell into a stable pattern for several years and
Gareth made good progress.

When Gareth reached adolescence his behaviour became problematic. He started to harm himself and show signs of
autistic behaviour. Helen found this very hard to cope with and became severely clinically depressed. There was a risk
of the family breaking down and Gareth being taken into care, so support by a clinical psychologist and a community
nurse from the local Learning Disability Team was provided. With some difficulty, the local authority found a local
family with expertise in managing challenging behaviour who were willing to act as a ‘link family’ for Gareth and pro-
vide regular short breaks in their family home. The local authority funded these short breaks and gave additional
training to the link family. Gareth enjoyed his visits and Helen began to feel much better. When Gareth was 14, the
LEA initiated his Transition Plan. It was agreed that Gareth would probably remain at school until he was 19. The plan-
ning process also involved Gareth’s social worker, who liaised with the relevant managers in adult services to ensure
continuity of social care and support. The social worker also contacted the local Learning and Skills Council with ref-
erence to possible courses and any necessary support when Gareth left school. The local Community Mental Health
and Learning Disability Teams were also consulted about options for Gareth’s support in adult life.

When the family offering short-break care said they could no longer cope with Gareth, Helen became depressed
again and was no longer able to care for her son who was given an emergency placement. This was in a private resi-
dential home, 200 miles away from where Helen and her daughter lived. Gareth’s local authority had some concerns
about the quality of care being offered, but no better option could be found.



and forming sensible opinions and therefore should be involved in decisions affecting them.7

In the UK, older children acquire a right to give consent to their medical treatment once a child
is sufficiently mature and intelligent to understand what is proposed.8 At the age of 16, all
young people gain a statutory right to give consent to treatment.9 Paradoxically, however, the
English courts have held that no minor (anyone under the age of 18) can refuse treatment10

(see paragraph 8.22). We present some views from a child’s perspective below.

7.9 Assumptions are sometimes made that life with mental or physical impairments must very
hard to bear. Nevertheless, as we have noted (paragraph 5.37), many individuals born pre-
maturely or at low birthweight who have disabilities, such as Danielle, rate their quality of
life as good, with, typically, positive perceptions of their health and abilities, their self
esteem, and their health-related quality of life.11 However, disabled children who were born
prematurely have been found to have lower than average scores for cognition and academic
achievement and to be at risk of various behavioural and emotional problems, including
attention deficit hyperactive disorder (ADHD).12 It is likely that Danielle’s relationships with
other children would be adversely affected as a result of her disability, especially if her school
was some distance away, making it difficult to spend time with her school friends.
Additionally she might not have been able to access the same leisure and social facilities as
other children,13 which could discourage her and her family. Finally, if other children reacted
to her because of her disability by staring or making comments, Danielle may well have found
this distressing.14

7.10 While research on the experiences of children like Danielle can help us gain a better under-
standing of how they might be affected by disability, it is very much more difficult to gain
insights into the situation of children such as Gareth, who are more severely affected and less
able to communicate. It is probably not possible to appreciate what they understand of their
existence and how they value it. In Gareth’s case, it is fair to assume, however, that he would
have been unsettled and probably adversely affected by his eventual separation from his
mother.

7.11 The example of Gareth illustrates how difficult it can be for parents to cope. Depending on
their family circumstances, they may be able to turn to relatives for support, as well as the local
community and services, or voluntary or parent support groups. Support may be practical,
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7 Alderson P (2000) UN Convention on the Rights of the Child: Some common criticisms and suggested responses Child Abuse Rev 9:
439–43; Alderson P (1993) European Charter of Children’s Rights Bull Med Ethics 92: 13–15.

8 Gillick v West Norfolk and Wisbech Area Health Authority [1984] QB 581, [1984] 1 All ER 365; on appeal [1986] AC 112, [1985]
1 All ER 830, CA; revsd [1986] AC 112, [1985] 3 All ER 402, HL.

9 Family Law Reform Act 1969 s. 8.

10 Brazier M (2003) Medicine, Patients and the Law (London: Penguin), pp 368–70; see Re W (a minor) (medical treatment) [1992]
4 A11 ER 627, CA.

11 Watts JL and Saigal S (2006) Outcome of extreme prematurity: as information increases so do the dilemmas Arch Dis Child Fetal
Neonatal Ed 91: 221–5; Cooke RWI (2004) Health, lifestyle, and quality of life for young adults born very preterm Arch Dis Child 89:
201–6; Dinesen S J and Greisen G (2001) Quality of life in young adults with very low birth weight Arch Dis Child Fetal Neonatal Ed
85: F165–9; Saigal S, Stoskopf B, Streiner D et al. (2006) Transition of extremely low-birth-weight infants from adolescence to young
adulthood: comparison with normal birthweight controls J Am Med Assoc 295: 667–75.

12 Watts JL and Saigal S (2006) Outcome of extreme prematurity: as information increases so do the dilemmas Arch Dis Child Fetal
Neonatal Ed 91: 221–5; Hack M, Flannery DJ, Schluchter M, Cartar L, Borawski E and Klein N (2002) Outcomes in young adulthood
for very low birth weight infants N Engl J Med 346: 149–57; Bhutta AT, Cleves MA, Casey PH, Cradock MM and Anand KJS (2002)
Cognitive and behavioural outcomes of school-aged children who were born preterm J Am Med Assoc 288: 728–37.

13 Watts JL and Saigal S (2006) Outcome of extreme prematurity: as information increases so do the dilemmas Arch Dis Child Fetal
Neonatal Ed 91: 221–5.

14 Scottish Executive (2002) Children’s Experiences of Disability: A positive outlook (Edinburgh: Scottish Executive), available at:
http://www.scotland.gov.uk /Resource/Doc/46951/0013975.pdf, accessed on 24 Aug 2006.



financial, faith-based, and entail respite, counselling, and peer support. However, soon after
birth when parents are usually involved in decisions about the care of their baby, it is very
unlikely that they will have much insight into the support that would be available to them or
how they may be affected if they have a disabled child (see Boxes 7.1 and 7.2). It takes time to
seek out and assimilate this information.

7.12 There is a substantial body of research15 on the quality of life experienced by families with
young disabled children. The Council for Disabled Children has provided the Working Party
with comments from some parents on their experiences (Box 7.2).
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Box 7.1: Living with a disabled child
There are approximately 772,000 disabled children in the UK, 90% of whom live at home with their families. The aver-
age income for families with disabled children is 24% lower than the UK average; 22% have incomes that are less than
half the UK average. Only 16% of mothers with disabled children are employed, compared with 61% of other moth-
ers. Estimates indicate that it costs up to three times as much to bring up a disabled child compared with a child with-
out disability. With lower incomes and higher outgoings, many families with disabled children are in debt, and 55%
of disabled children grow up in or almost in poverty.* The National Service Framework expresses the Government’s
intention that: “Children and young people who are disabled or who have complex health needs [should] receive co-
ordinated, high-quality child and family-centred services which are based on assessed needs, which promote social
inclusion and, where possible, enable them and their families to live ordinary lives.”†

A survey by Contact a Family in 2003 questioned over 2,000 parents with disabled children in the UK about how their
situation had affected their relationship with their partner.‡ In this survey, 31% of parents reported that caring for
their disabled child had caused some problems in their relationship and a further 13% reported that this had caused
major problems. Nine per cent were separated and felt that having a disabled child had led to the separation.
However, 23% of those surveyed felt that caring for their child had brought them closer.

Parents with disabled children may also report health problems associated with their role as a carer. These may be
physical problems, such as back and joint pain from lifting and handling a child, or problems with mental health. A
study on health problems associated with caring carried out by the Department of Health found that 30% of those
caring for a child had symptoms indicating a mental disorder.∫ In total, 76% felt that caring had affected their health
in some way, 71% considered that their responsibilities caused them to worry, and 32% reported depression.
Problems with mental health occurred more frequently when the person being cared for had both physical and men-
tal impairments.

Living with a disabled child can affect other siblings as well as the parents. According to the 2001 Census, about
149,000 children and young people provide unpaid care in the UK, most of them probably for a member of their fam-
ily, although the survey included care for others, such as neighbours or friends. Large-scale studies have not been
undertaken in the UK, but evidence suggests that they could be at a higher risk of health problems, including back
pain and mental health problems. Children may also experience bullying at school as a result of their family situation
and their education and social lives may be affected. The role that these ‘young carers’ play has only recently been
recognised by government.

In 1999, the Government published its first national strategy for carers, which highlighted the need to ‘care about car-
ers’.** Since then, a number of measures for carers, including new legislation (the Carers and Disabled Children Act
2000 and Carers (Equal Opportunities) Act 2004), have been introduced. It is hoped that these national policies and
other initiatives will help families to cope with the pressures that result from caring for a disabled child.

* Statistics from Contact a Family press releases, available at: http://www.cafamily.org.uk/press.html, accessed on: 15 Aug 2006.
† 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.
‡ Contact a Family (2004) No Time for Us: Relationships between parents who have a disabled child. Summary available at:

http://www.cafamily.org.uk/relationshipsurvey.html, accessed on: 28 Oct 2005.
∫ Office for National Statistics (2002) Mental Health of Carers (London: The Stationery Office), available at:

http://www.statistics.gov.uk/downloads/theme_health/Mental_Health_of_Carers_June02.pdf, accessed on: 28 Oct 2005.
** Department of Health (1999) Caring about Carers: A national strategy for carers (London: The Stationery Office), available at:

http://www.carers.gov.uk/supportingcarers.htm, accessed on: 15 Aug 2006.

15 Dobson B, Middleton S and Beardsworth A (2001) The Impact of Childhood Disability on Family Life (York: YPS); Joseph Rowntree
Foundation (1999) Supporting Disabled Children and their Families, available at: http://www.jrf.org.uk /KNOWLEDGE/findings/
foundations/N79.asp, accessed on: 14 Aug 2006; Joseph Rowntree Foundation (1999) Minority Ethnic Families Caring for a Disabled
Child, available at: http://www.jrf.org.uk /knowledge/findings/socialcare/539.asp, accessed on: 14 Aug 2006.



7.13 A practical issue for parents whose baby will develop disability after leaving hospital is how
they will manage their child’s needs for multiple forms of care. Of particular urgency is the
need to secure practical care and family support. Availability varies across the country. It is
likely to depend on local policies and procedures and, in particular, on local arrangements for
joint funding and pooled budgets. These sources of support may fluctuate over time or may
not be available in the long term. The support available can range from home-learning pro-
grammes, such as Portage,16 to short breaks, childcare, provision of equipment and informa-
tion, and assistance with applying for relevant benefits or tax credits. However, the additional
costs of disability (for example, travel to specialist paediatric units, adaptation of the home,
extra heating, time out of employment) can cause poverty and financial insecurity for fami-
lies who might otherwise cope (Box 7.1 and paragraph 7.23).17

7.14 The National Service Framework for Children has introduced standards identifying the serv-
ices and support that children and their parents should receive. Standard 8 states a require-
ment for coordinated high quality child- and family-centred services.18 These standards
represent in many ways an ideal and at present they are neither inspected nor enforced. In
2005, the independent post of Children’s Commissioner, was created. The role of the
Commissioner is to provide a focus for issues concerning all children and young people, espe-
cially the disadvantaged and the vulnerable.19

7.15 The responsibility for organising support for a disabled child and their family falls to the local
authority’s Children’s Services Department (see Box 7.3). Respite care may take a variety of
forms, where it is available. For example, a child may be cared for in his or her own home,
offered respite care in another family’s home, as in the example of Gareth, or cared for at 
a specialist centre. Sometimes, it may not be possible for a disabled child to live permanently
at home with his or her family. In this situation, the child would be cared for in permanent

C r i t i c a l  c a r e  d e c i s i o n s  i n  f e t a l  a n d  n e o n a t a l  m e d i c i n e

1 1 8

Box 7.2: Views from parents and families on diagnosis, making decisions and managing 
difficult or uncertain outcomes.*
Parents and families would welcome the following:

� Up-to-date, clearly written information, available from the initial diagnosis so parents can understand their
child’s situation, make informed choices and obtain appropriate support. Parents can live with uncertainty if it
is accompanied by a willingness to find answers. Many parents fear abandonment by professionals if there is
no obvious intervention or treatment for their child.

� Emotional and practical support which is non-judgemental and which may entail introductions to other fami-
lies or a parent support group.

� Recognition that their child has value even if the prognosis is poor, and that disability is not necessarily an indi-
cator for a low quality of life.

� Recognition of the family’s existing lifestyle, commitments and ambitions.

� Recognition of the importance of social, cultural and religious factors.

* Personal communication from Dr Philippa Russell. The comments were made by a number of parents with disabled children and
other family members who were members of a range of parent support groups or voluntary organisations, including member
organisations of the Council for Disabled Children (CDC). These comments are intended to reflect the diversity of parents’ experi-
ences and concerns.

16 Portage is a home-visiting educational service for pre-school children with additional support needs and their families. See the
website of the National Portage Association, available at: http://www.portage.org.uk /, accessed on: 15 Aug 2006.

17 Emerson E and Hatton C (2005) The Socio-Economic Circumstances of Families supporting a Child at Risk of Disability in Britain in
2002 (University of Lancaster); Dobson B, Middleton S and Beardsworth A (2001) The Impact of Childhood Disability on Family Life
(York: YPS).

18 Department of Health (2001) National Service Framework for Children, Young People and Maternity Services (London: The Stationery
Office), available:
http://www.dh.gov.uk /PolicyAndGuidance/HealthAndSocialCareTopics/ChildrenServices/ChildrenServicesInformation /fs/en,
accessed on: 21 Oct 2005.

19 See website of the Office of the Children’s Commissioner, available at: https://www.childrenscommissioner.org/.



foster care, at a residential children’s home or at a residential school, perhaps with some
home visits. In England in 2004–5, 740 children were taken into local authority care because
of needs arising from their disability.20

Support services

7.16 Care in the family home may be provided on a variety of levels depending upon the needs of
the child and the family. It is usually made available on a regular basis to help the family with
day-to-day life. Carers can enable parents to spend time with their other children, or allow
them to go out or to have a night of uninterrupted sleep. Alternatively they may assist with
catering for disabled child’s particular needs, for example by helping with physiotherapy or
washing, dressing and moving.

7.17 Families may receive short break services, typically provided in specialist residential centres or
by a link family or foster carer, to enable them to take a break from caring for their disabled
child from time to time. A recent report by MENCAP about children with severe learning dis-
abilities reported that short breaks are vital in enabling families to have a good standard of
family life, but that six in ten families surveyed were not receiving short breaks that met their
needs.21 The provision of specialist centres varies across the country, and includes children’s
homes, children’s hospices and short break centres. There are approximately 40 children’s hos-
pices and two babies’ hospices in the UK, each of which provides specialist respite, emer-
gency, palliative and end-of-life care for children with life-limiting conditions.22 There is
currently under-provision of these hospice services in the UK,23 although new Government
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Box 7.3: Responsibilities of the local authority’s Children’s Services Department
Healthcare is the responsibility of the NHS. Parents must approach different agencies for other needs. The responsi-
bility for organising support for a disabled child and his or her family falls to the local authority’s Children’s Services
Department. All disabled children are entitled to an assessment by the relevant Children’s Services Department to
determine their needs and to decide which services could be provided to ensure they are met.* Assessments should be
reviewed regularly, particularly when a child’s circumstances change.+ The local authority has a duty to provide or
arrange services once needs have been identified and services to meet them have been agreed to be necessary.
However, it can enforce its own criteria for eligibility and take account of resource constraints when making alloca-
tions.‡ The parents or other carers of a disabled child are also entitled to an assessment (a carer’s assessment) by social
services, in which their wellbeing and commitments are considered, along with any services that could be provided to
make it easier for them to care for a disabled child, such as respite care.

* Department of Health and Department for Education and Skills (2000), Framework for the Assessment of Children in Need and
their Families (HMSO); Department for Education and Skills (2006) Common Assessment Framework: Practitioners and Managers’
Guides, available on www.everychildmatters.gov.uk.

† Contact-a-family (2006) A Guide to Assessment and Services in England and Wales (London: Contact a Family), available at:
http://www.cafamily.org.uk/assess.pdf, accessed on: 24 Aug 2006; Contact-a-family (2004) A Guide to Assessment and Services in
Scotland (London: Contact a Family), available at: http://www.cafamily.org.uk/AssessScot.pdf, accessed on: 24 Aug 2006.

‡ Ibid.

20 Department for Education and Skills (2006) Statistics of Education: Children looked after by local authorities, year ending 31 March
2005, Volume 1: National tables (Norwich: HMSO), available at: http://www.dfes.gov.uk /rsgateway/DB/VOL/v000646/vweb01-
2006.pdf, accessed on: 27 June 2006.

21 MENCAP (2006) Breaking Point – Families still need a break (London: MENCAP). Anecdotal evidence suggests that individuals with
high levels of need often receive low levels of support, perhaps because finding and providing appropriate support is more difficult
when a child has multiple or complex needs (personal communication, MENCAP).

22 Association of Children’s Hospices (2004) Children’s Hospice Services: A guide for professionals (Bristol: Association of Children’s Hospices).

23 According to the Association of Children’s Hospices there are between 15,000 and 20,000 children aged 0–19 living in the UK with 
life-limiting and life-threatening conditions, of whom about 4,000 a year typically use hospice services. There are many reasons why
the remainder do not use services, but there are concerns over the lack of provision and funding, see Association of Children’s
Hospices Factsheet, available at: http://www.childhospice.org.uk /sections/media /documents/ACHFactSheetNov2005.pdf, accessed
on: 4 Aug 2006; Joy I (2005) Valuing Short Lives: Children with terminal conditions (London: New Philanthrophy Capital). The two ded-
icated hospices for babies, based in Liverpool and Middlesbrough, are typically involved in the care of approximately 60 babies each
year, most of whom live in the vicinity, although in some cases babies travel a considerable distance to use the services (personal
communication, Zoe’s Place Baby Hospices). The demand seen by these hospices suggests that greater provision of this type of spe-
cialist service in other areas of the country would benefit many families.



funding of £27 million for children’s hospices, along with a review of the long-term sustain-
ability and funding of children’s palliative care, may go some way to address this.24 Planned
short breaks and placements with link families are organised by both local authorities25 and
charitable groups.26 This type of care is thought to be beneficial in providing children with a
stable family environment and for helping their families to cope and to stay together.27 A
recent survey of services providing foster or shared care for over 9,000 disabled children in the
UK found that there were many more who could benefit, including at least 3,000 children
waiting for a suitable carer to be found.28 The survey highlighted problems with recruiting
carers and shortages of resources and staff to support these services.

Education provision

7.18 Disabled young people are twice as likely not to be in education, employment or training
aged 16 as non-disabled young people of the same age. Twenty per cent of disabled young
people aged between 16 and 24 have no qualifications, compared with 9% of non-disabled
people of the same age.29 Children and young people with disabilities or special educational
needs (SEN) have the same entitlements to education as their non-disabled peers. The Special
Educational Needs and Disability Act 2001 gives parents the right to express preferences
about the education of their children with disabilities or SEN and strengthens their rights to
request mainstream education. It also amends the Disability Discrimination Act (DDA) 1995 to
place disability discrimination duties on schools and associated education services.30 The SEN
Code of Practice explains the statutory framework for provision, with Removing Barriers to
Achievement setting out the Government’s strategy for children with SEN and disabilities.31

The strategy focuses on four key areas, namely early intervention, removing barriers to learn-
ing, raising expectations and achievement and working in partnership. The Early Support
Programme is the national Government mechanism for achieving better, well coordinated
services with a family focus for very young disabled children and their families across England.
It has been widely endorsed by parents and professionals and will be brought into main-
stream use during 2006/2007.32

7.19 Disabled pupils may be educated in special or mainstream schools (some of which have spe-
cially resourced provision for children with SEN or disabilities). Some disabled pupils may
attend independent or ‘non-maintained special schools’ (the majority of which offer residen-
tial provision, usually for older children with a specific impairment or SEN). Young children
can attend children’s centres, nursery classes and schools and take part in a range of pre-
school activities. In response to legislation on disability discrimination, a growing number of
schools provide after-school (extended school) and other after-hours facilities both to assist
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24 Department of Health (May 2006) Press release: Government announces funding boost for children’s hospices, available at:
http://www.dh.gov.uk /PublicationsAndStatistics/PressReleases/PressReleasesNotices/fs/en?CONTENT_ID�4135439&chk�0ApNil,
accessed on: 7 Sept 2006.

25 Examples include Kent (http://www.kent.gov.uk /NR /rdonlyres/E8F3AB27-062D-412B-9A8F-
FCB85C450CEC/605/childrendisleaflet.pdf, accessed on: 27 June 2006) and Edinburgh
(http://www.edinburgh.gov.uk /Fostering/CO/RespiteFosterCare/RespiteFosterCare.html, accessed on: 27 June 2006).

26 Examples include NCH, The Children’s Charity, see: http://www.nch.org.uk /getinvolved/index.php?i�111#28, accessed on: 27 June
2006.

27 Shared Care Network (2006) Still Waiting? Families of disabled children in the UK waiting for short break services (available at:
http://sharedcarenetwork.org.uk /scn /files/Still_Waiting_-Full_Report.pdf, accessed on: 27 June 2006).

28 Ibid.

29 Labour Force Survey 2004.

30 Disability Rights Commission (2003), Code of Practice for Schools (Part 4 of the DDA 1995), available from www.drc-gb.org.

31 DfES (2001) SEN Code of Practice (DfES Publications); DfES (2005) Removing Barriers to Achievement: The Government’s Strategy
for SEN (DfES Publications).

32 Early Support Programme materials are available at www.earlysupport.org.uk.



working parents and to offer additional leisure, sporting, cultural and study opportunities to
pupils. Disabled children and young people up to the age of 18 will have new rights to child-
care and extended schools services under the Childcare Act 2006.

7.20 In January 2006, there were just over 1.5 million children in English schools with special edu-
cational needs, ranging from those with relatively minor impairments to those with severe
and profound disabilities (19% of all enrolled school pupils).33 Almost 90,000 children were
enrolled at special schools. Regional variations are currently seen in the patterns of main-
stream inclusion; in 2004, for example, pupils with statements of SEN in South Tyneside, the
most segregated area in England, were 24 times more likely to receive a segregated educa-
tion than those in Newham, London, the least segregated area.34 Statistics from 2002 for 15-
year-olds in England show that young people attending a special school were over ten times
more likely not to have any GCSEs than those attending mainstream schools. There is debate
about the wide local variations in policies on inclusion, and on the range and quality of pro-
vision available to disabled children and in the range of support services available to schools
(in particular for disabled children with low incidence disabilities or SEN).35

The costs of disability

7.21 The examples of Danielle and Gareth show plainly that caring for a child with disability can
be very resource-intensive, not least for the child’s family. As we have said, childhood disabil-
ity can arise for many reasons, but a number of studies have specifically examined the conse-
quences of prematurity and low birthweight. Premature birth increases costs for the health
services, special education and social services, and the families and carers of the children. The
problems arising from prematurity can be lifelong and place complex demands in an educa-
tional or work setting.36 Several studies have considered the economic implications for
healthcare services and educational assistance which are required to meet the needs of car-
ing for a disabled child.37 We have explained that premature or low birthweight babies are
more likely to be re-hospitalised than babies born at full term or at normal birthweight, and
healthcare costs in the first year are significantly higher for premature babies (see paragraphs
5.45–5.46). During childhood, premature and low birthweight children make more use of
hospital and family practitioner services.

7.22 Disability in children born prematurely or at low birthweight can have other long-term con-
sequences that require evaluation from an economic perspective. Although placing children
with physical impairments or learning disabilities in institutions is practised in many countries,
the costs of doing so have not been widely reported. Economic studies of premature birth

C r i t i c a l  c a r e  d e c i s i o n s  i n  f e t a l  a n d  n e o n a t a l  m e d i c i n e

1 2 1

C
H

A
P

T
E

R
 

7
L

I
V

I
N

G
 

W
I

T
H

 
D

I
S

A
B

I
L

I
T

Y

33 Department for Education and Skills (2006) Special Educational Needs in England – January 2006 (London: Department for Education
and Skills), available at: http://www.dfes.gov.uk /rsgateway/DB/SFR /s000661/SFR23-2006v2.pdf, accessed on: 24 Aug 2006.

34 Centre for Studies on Inclusive Education (2005). Evidence to the Education and Skills Committee Inquiry into Special Educational
Needs, available at: http://inclusion.uwe.ac.uk /csie/edskillscom%20sen%20inqry%20sept%2005.pdf, accessed on: 21 Oct 2005.

35 House of Commons Education and Skills Committee (July 2006) Report on Special Educational Needs, Third Report of Session
2005–2006.

36 Hack M, Youngstrom EA, Cartar L et al. (2004) Behavioral outcomes and evidence of psychopathology among very low birth weight
infants at age 20 years Pediatrics 114: 932–40; Skuse D (1998) Survival after being born too soon, but at what cost? Lancet 354:
354 –5.

37 Walker DB, Feldman A, Vohr BR, et al. (1984) Cost-benefit analysis of neonatal intensive care for infants weighing less than 1000
grams at birth Pediatrics 74: 20–4; Walker DB, Vohr BR and Oh W (1985) Economic analysis of regionalized neonatal care for very 
low-birth-weight infants in the state of Rhode Island Pediatrics 76: 69–74; Pharoah PO, Stevenson RC, Cooke RW et al. (1988) Costs
and benefits of neonatal intensive care Arch Dis Child 63: 715–18; Chaikind S and Corman H (1991) The impact of low birth weight on
special education costs J Health Econ 10: 291–311; Stevenson RC, Pharoah PO, Cooke RW et al. (1991) Predicting costs and out-
comes of neonatal intensive care for very low birthweight infants Public Health 105: 121–6; Javitt J, Dei Cas R, Chiang YP (1993)
Cost-effectiveness of screening and cryotherapy for threshold retinopathy of prematurity Pediatrics 91: 859–66; Lewit EM, Baker LS,
Corman H et al. (1995) The direct cost of low birth weight The Future of Children 5: 35–56; Stevenson RC, Pharoah PO, Stevenson
CJ et al. (1996) Cost of care for a geographically determined population of low birth weight infants to age 8–9 years II Children with
disability Arch Dis Child Fetal Neonatal Ed 74: F118–21.



and low birthweight have tended to overlook the costs, for example of day-care services and
respite care, as well as those borne by local authorities, voluntary organisations and by fami-
lies as a result of modifications to their everyday activities.38 In addition to the costs of travel,
childcare and accommodation, potential costs faced by families and informal carers include
additional expenditure on health goods, including alternative therapies, and non-health
goods, such as food, laundry, clothing, heating utilities and repairs to the home. A study on
spending by parents with disabled and non-disabled children showed that parents of dis-
abled children spent on average £66 per week excluding food, which is almost twice as much
as parents of non-disabled children.39

7.23 If the local authority does not provide what is required in terms of adaptations to homes and
respite care, parents will often take out loans to meet these costs (see Box 7.1).40 Parents car-
ing for a child with severe disabilities are less likely to be able to sustain employment, espe-
cially when there are other children to be cared for, leading to a loss of earnings. Many
mothers who intended to return to work after a birth either postpone doing so, reduce their
hours or leave the workforce altogether to care for their child, resulting in a reduction in fam-
ily income of perhaps 20–32%.41 A recent study found that families with disabled children
were four times more likely to owe over £10,000 (excluding any mortgage) than families
without disabled children.42 The paucity of routinely collected epidemiological data makes it
difficult to follow up children to provide estimates for long-term costs of premature birth and
low birthweight. However, as the survival profile for premature and low birthweight children
improves and further information on developmental outcomes during adolescence and
adulthood becomes available, opportunities for research into economic factors should
increase.

Disability legislation
Legal rights of disabled children
7.24 Over the past 30 years the law has taken an increasingly rights-based perspective on children,

as exemplified in the United Nations Convention on the Rights of the Child (UNCRC) and the
Children Act 1989 (see paragraphs 3.44 and 8.2). Article 23 of the UNCRC, which is legally
binding in the UK although not directly enforceable in UK courts, is devoted to the rights of
disabled children and is widely summarised as ‘the right of the handicapped child to special
care, education and training designed to help them achieve greatest possible self-reliance
and lead a full and active life in society’. The Children Act 1989 states that “Every local author-
ity shall provide services designed (a) to minimise the effect on disabled children within their
area of their disabilities; and (b) to give such children the opportunity to lead lives which are
as normal as possible.”43 In addition, the Disability Discrimination Act 1995 makes it unlawful
to discriminate against a disabled person in access to and provision of services by treating him
or her less favourably than other people without a disability.
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38 McCormick MC, Bernbaum JC, Eisenberg JM et al. (1991) Costs incurred by parents of very low birth weight infants after the initial
neonatal hospitalization Pediatrics 88: 533–41; Petrou S, Henderson J, Bracewell M, Hockley C, Wolke D and Marlow N, for the
EPICure Study Group (2006) Pushing the boundaries of viability: The economic impact of extreme preterm birth Early Hum Dev
82: 77–84.

39 Dobson B, Middleton S and Beardsworth A (2001) The Impact of Childhood Disability on Family Life (York: YPS).

40 Personal communication, Dr Janice McLaughlin, Policy, Ethics and Life Sciences Research Centre (PEALS), Newcastle.

41 Two studies have suggested decreases of 20–32% in total family income. See Ladden M (1990) The impact of premature birth on the
family and society: transition to home Part 2. Pediatr Nurs 16: 620–2, 626; Gennaro S (1996) Leave and employment in families of
preterm low birthweight infants Image J Nurs Sch 28: 193–8.

42 Harrison J and Woolley M (2004) Debt and Disability: The impact of debt on families with disabled children (York: Contact a Family &
Family Fund).

43 The wording of the Children (Scotland) Act 1995 is very similar.



7.25 However, critics argue that for children in general, despite the development of a rights-based
approach and a small number of new initiatives aimed at children and their families, the UK
Government is not showing a “general commitment to promoting the rights of all chil-
dren”.44 The situation for disabled children is believed to be particularly poor. Research has
shown examples of various service providers, including education and social services, failing
to fulfil their duties towards disabled children, suggesting that such children remain “invisi-
ble under law”.45 This perhaps indicates that the legislation that is now in place needs to be
applied more widely and consistently if children are to benefit from their newly recognised
rights. Parents consulted by the Council for Disabled Children thought that recourse to the
courts could be the right action when there was a lack of agreement about what was best for
a child in terms of extra help from health, educational or social services.46 One mother com-
mented,

“if we talk about children’s rights, we sometimes have to go to Court in order to protect
them. But going to lawyers doesn’t always get the best solution – they often don’t under-
stand disability either. It becomes adversarial and people forget about the child at the centre
of the battle. What matters is to get really good advice right from the start. Why not media-
tion? We parents often have to go to Court just to get someone to listen to us seriously –
what a waste!”

However, most of the parents and families thought that with the right support and respect
they could resolve any difficulties or disagreements regarding their child’s care.

Disability Discrimination Act

7.26 We noted in Chapter 3 that the Disability Discrimination Act 1995 protects disabled people
(children and adults) from discrimination in access to goods and services, employment, prop-
erty and estates and education (paragraph 3.30). It is amended by the DDA 2005 which fur-
ther clarifies what constitutes disability.47 Most importantly, the DDA (2005) introduces a new
Disability Equality Duty (DED) for the public sector. Consequently, from December 2006, all
public bodies will have a duty to promote disability equality for disabled people. Public bod-
ies including local authorities, government departments, schools, universities and hospitals
will be affected. This is a positive duty which marks a shift from a legal framework that relies
on individual disabled people challenging discrimination to one in which the public sector as
a whole becomes a proactive agent of change.

7.27 It is important to recognise that despite the progress made in treating babies who are pre-
mature or who have a serious condition at birth, a proportion of the survivors will have dis-
abilities and for some of these individuals those disabilities will be severe. We take the view
that the recent legislative changes will improve the chances for children such as Danielle to
have a fulfilling life in the community and to prevent the deterioration of cases such as that
of Gareth. The most difficult situations that are likely to remain unaddressed are
those of school leavers with complex disabilities (physical or learning) and health
problems, as these disabilities have a far more severe adverse effect on life
chances. Young people affected in this way have no prospect of employment and their par-
ents often have to cease employment work because of the lack of support. These parents can
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44 Fortin J (2003) Children’s Rights and the Developing Law (London: LexisNexis).

45 Corker M and Davis JM (2000) Disabled children: (Still) invisible under law, in Law, Rights and Disability, Cooper J (Editor) (London:
Jessica Kingsley Publishers).

46 Personal communication to Council for Disabled Children (2005). We note that mediation processes, which we discuss in the context
of resolving disagreements over critical care decision making (Chapter 8), may be of benefit here too.

47 As we say in the Glossary, many definitions of disability exist. In this Report, we use the definition provided in the Disability
Discrimination Act 1995.



become so concerned for their child’s future that they come to hope that their child will die
before them.48 In the view of the Working Party, this state of affairs is unacceptable. In
Chapter 2 we reached the conclusion that the State should be expected to bear some of the
additional costs of supporting families in their care of children with disabilities, as it would be
unreasonable to expect families to bear these costs alone. We argued on grounds of consis-
tency that the State should not think it permissible to enable many of the babies who are the
subject of this Report to survive, but be excused the discharge of its resultant obligation to
support their care.
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48 Personal communication from Dr Philippa Russell.




