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Key points
•	 Disabled chil dren have the same right as other chil dren to access 

univer sal health services.
•	 Disabled chil dren and young people with an educa tion, health 

and care (EHC) plan which includes health provi sion have a 
specific right to have this provi sion arranged by the National 
Health Service (NHS).

•	 NHS bodies have a duty to engage disabled chil dren and their 
famil ies in decisions about the plan ning and deliv ery of health 
services.

•	 NHS bodies and local author it ies have duties to co-operate to 
ensure that disabled chil dren’s health needs are met.

•	 Disabled chil dren may require a range of special ist health 
services, includ ing therapy services and equip ment.

•	 Where disabled chil dren have partic u larly severe and/or complex 
health needs, the NHS will have the primary respons ib il ity for 
provid ing them with ‘continu ing care’.

•	 Disabled chil dren may also require Child and Adolescent Mental 
Health Services (CAMHS) input.

•	 It is always essen tial to determ ine whether a disabled child can 
and does consent to treat ment, and to know if a child cannot or 
does not consent what the appro pri ate legal route is in each 
indi vidual case.

•	 Children with life-limiting condi tions will require high-quality 
palli at ive care.

•	 The trans ition from chil dren’s to adult health services is vital for 
the well-being of disabled young people and must be prop erly 
planned.

Introduction

5.1 Health services are crit ic ally import ant for many disabled chil dren. It 
is often health services such as GPs, hospital-based services and 
health visit ors that first identify that a child may have an impair ment. 
Disabled chil dren also need and have a right to access the same  
range of univer sal health services provided for other chil dren. 
However, many disabled chil dren also require addi tional special ist 
health services. These will range from thera peutic services such as 
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physio ther apy to equip ment and tech no logy which may assist 
severely disabled chil dren to lead more ordin ary lives.

5.2  Historically, the health needs of chil dren in general, and disabled 
chil dren in partic u lar, were not given national prior ity status. 
However, in around 2009, this began to change with the intro duc tion 
of National Health Service (NHS) oper at ing frame works in England 
that expli citly stated that chil dren should be one of four national 
prior it ies, along side cancer, stroke and mater nity. The health and 
well-being of chil dren was also shown to be a prior ity with the public-
a tion in February 2009 of ‘Healthy lives, brighter futures’, the English 
govern ment’s first-ever strategy for chil dren and young people’s 
health. Since then the Department of Health (DOH) has published 
Improving Children and Young People’s Health Outcomes: a system-wide 
response (February 2013), identi fy ing the need for co-ordinated, 
tailored and integ rated care and prom ising greater effi ciency and 
account ab il ity, with chil dren, young people and their famil ies being 
involved in decisions about their care and the design of services.1 At 
the same time, the govern ment published a pledge, suppor ted by 
many signat or ies includ ing NHS England, the Care Quality 
Commission (CQC), Healthwatch and Public Health England, to 
improve the health outcomes of chil dren and young people, includ-
ing by provid ing better care for disabled chil dren and young people.2

5.3  The prior it isa tion of chil dren and young people’s health needs 
was reflec ted in the first mandate from the govern ment to the NHS 
Commissioning Board (NHS England), the body respons ible for 
super vising and devel op ing health commis sion ing since the reor-
gan isa tion of the NHS in April 2013.3 That mandate, which ran from 
April 2013 to March 2015, asked the NHS England to pursue as part 
of its object ives the support of chil dren with disab il it ies, includ ing 
ensur ing access to services.4 A further mandate published for the 
period April 2015 to March 20165 set an object ive that disabled 

 1 Department of Health (DOH) with Department of Education and others, Better 
health outcomes for children and young people: A system wide response, February 
2013.

 2 DOH, Better health outcomes for children and young people: Our pledge, February 
2013.

 3 Issued under NHS Act 2006 s13A, as added by Health and Social Care Act 
(HSCA) 2012 s23. Under NHS Act 2006 s13A(7), NHS England must ‘seek to 
achieve the objectives specified in the mandate’.

 4 DOH, A mandate from the government to the NHS commissioning board: April 
2013 to March 2015, November 2013.

 5 DOH, A mandate from the government to NHS England: April 2015 to March 
2016, December 2014.

36470.indb   230 19/12/2019   14:56



Health  231

chil dren should have access to the services iden ti fied in their educa-
tion, health and care (EHC) plan (see below) and that ‘parents of 
chil dren who could benefit have the option of a personal budget 
based on a coordin ated assess ment across health, social care and 
educa tion’.6

5.4  Disabled chil dren’s health needs have been addressed through 
the reforms intro duced under Part 3 of the Children and Families 
Act (CFA) 2014,7 despite the fact that the CFA 2014 is primar ily 
focused on chil dren’s special educa tional needs (SEN).8 Some of the 
key require ments of the CFA 2014 relat ing to health9 include:

•	 The duty to assess some disabled chil dren’s health needs as part 
of an educa tion, health and care needs assess ment10 (see para 
5.45 below) and to specify provi sion to meet certain of those needs 
in an EHC plan (see para 5.47 below).11

•	 The oblig a tion to include ‘[h]ealth care provi sion for chil dren and 
young people with special educa tional needs or a disab il ity that is 
addi tional to or differ ent from that which is avail able to all chil-
dren and young people in the area’ within the ‘local offer’ for 
every area (see para 5.31 below).12

•	 Co-ordination duties, includ ing a duty on local author it ies and 
partner commis sion ing bodies to put in place joint commis sion-
ing arrange ments (see para 5.23 below).13

 6 DOH, A mandate from the government to NHS England: April 2015 to March 
2016, December 2014, para 4.13.

 7 See Department for Education/DOH, 0 to 25 SEND code of practice: a guide for 
health professionals, Advice for clinical commissioning groups, health professionals 
and local authorities, September 2014.

 8 See Council for Disabled Children, Using the Children and Families Act 2014 to 
improve outcomes for children and young people with SEN and disability: a brief ing 
for health services for a summary of the health-related elements of the CFA 
reforms. See further Council for Disabled Children, Making it happen: 
Improving outcomes for children and young people with SEN and disability, a 
resource for CCGs to explain the CFA 2014 and its implications for health 
services.

 9 See further the summary annexed to the letter from Jane Cummings for NHS 
England to CCG Accountable Officers dated 10 August 2015 (Publications 
Gateway reference: 02838).

10 CFA 2014 s36.
11 CFA 2014 s37.
12 CFA 2014 s30; and Special Educational Needs and Disability Regulations 

(SEND Regs) 2014 reg 53 and Sch 2 para 12.
13 CFA 2014 s26.
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•	 A duty on health bodies to bring chil dren who have or prob ably 
have SEN or a disab il ity to the atten tion of the appro pri ate local 
author ity.14

•	 The appoint ment of a ‘desig nated medical officer’ (DMO) to 
support each clin ical commis sion ing group (CCG) in meeting its 
stat utory respons ib il it ies for chil dren and young people with SEN 
and disab il it ies (see para 5.17 below).15 The DMO has a partic u lar 
role to support schools with their duties under the Supporting 
Pupils with Medical Conditions guid ance.16

5.5 This emphasis on the health care needs of disabled chil dren is under-
pinned by inter na tional oblig a tions – partic u larly those enshrined in 
Article 25 of the UN Convention on the Rights of Persons with 
Disabilities (UNCRPD) and Article 24 of the United Nations 
Convention on the Rights of the Child (UNCRC). However, despite 
this clear focus nation ally and inter na tion ally, health outcomes for 
disabled chil dren remain prob lem atic. The UN Committee on the 
Rights of the Child has found that inequal ity in access to health 
services remains in the UK, with disabled chil dren in partic u lar 
facing barri ers to the real isa tion of this basic right.17 A 2011 green 
paper18 recor ded that famil ies struggled to get the right support from 
health services and that the system could feel bureau cratic, impen et-
rable and ineffi  cient19 and, in March 2012, a CQC review20 found that 
it could take up to 15 years for chil dren’s disab il it ies to be diagnosed, 
that health service providers often failed to consult disabled chil dren 
and their famil ies and that there was a lack of ‘joined up’ think ing 
between differ ent health providers.

5.6  In 2013, the Chief Medical Officer’s report stated that, ‘[w]hile 
disabled chil dren and young people can lead full and fulfilling lives, 
for many, disab il ity is asso ci ated with limited devel op ment and social 

14 CFA 2014 s23. There is also a requirement on NHS bodies to inform parents 
if it is thought that a particular voluntary organisation is likely to be able to give 
the parent advice or assistance in connection with any special educational 
needs or disability the child may have, see s23(4).

15 SEND Code, para 3.45.
16 Department for Education, Supporting pupils at school with medical conditions. 

Statutory guidance for governing bodies of maintained schools and proprietors of 
academies in England, September 2014; see further chapter 4 at para 4.62.

17 UN Committee on the Rights of the Child, Concluding observations, 2008.
18 Department for Education, Support and aspiration: A new approach to special 

educational needs and disability, CM 8027, TSO, 2011.
19 Department for Education, Support and aspiration: A new approach to special 

educational needs and disability, CM 8027, TSO, 2011.
20 CQC, Healthcare for disabled children and young people, 2012.
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parti cip a tion, and with poor educa tional, health and employ ment 
outcomes’,21 finding in partic u lar that ‘it is widely recog nised that 
there is a serious lack of appro pri ate mental health provi sion’ for 
chil dren,22 of whom approx im ately ten per cent have a clin ic ally 
diagnos able mental disorder.23 Similar find ings were made by the 
House of Commons Health Committee in 2014, which concluded 
that there are ‘serious and deeply ingrained’ prob lems with the 
commis sion ing and provi sion of Child and Adolescent Mental Health 
Services (CAMHS).24 The cuts in funding to CAMHS services are of 
partic u lar concern: Young Minds has repor ted that, in the period 
2010–2013, two-thirds of local author it ies in England reduced their 
CAMHS budget.25 In a 2018 survey of family members of disabled 
chil dren by the Disabled Children’s Partnership26, 75 per cent of the 
respond ents considered that ‘the quality of health services to support 
their chil dren had grown signi fic antly worse in the past few years’. In 
2019, the Children’s Commissioner for England repor ted27 that this 
failure was partic u larly acute for chil dren with learn ing disab il it ies or 
autism: that too many were being admit ted to secure hospit als unne-
ces sar ily and for whom there was ‘shock ing evid ence of poor and 
restrict ive prac tices and seda tion’.

5.7  In addi tion to concerns about inad equate access to health care 
gener ally, since the 1980s there has been consid er able public, profes-
sional and legal debate about decisions to with hold or with draw 
medical treat ments which save or extend the lives of disabled chil-
dren. Prior to that time, it was common prac tice to bring about the 
deaths of some infants with learn ing disab il it ies and phys ical impair-
ments and decisions about ‘select ive non-treatment’ were largely 
confined to the domain of medical prac tice and conduct. Without 
doubt, some decisions and asso ci ated proto cols were under pinned by 
the assump tion that disabled chil dren’s lives were of less value than 

21 Chief Medical Officer, Our Children Deserve Better: Prevention Pays, 2013.
22 Chief Medical Officer, Our Children Deserve Better: Prevention Pays, 2013, 

chapter 9, p6.
23 Chief Medical Officer, Our Children Deserve Better: Prevention Pays, 2013, 

chapter 10, p2.
24 House of Commons Health Committee, Children’s and adolescents’ mental health 

and CAMHS, third report of session 2014–15, p10.
25 Young Minds, Local authorities and CAMHS budgets 2012/2013, 2014.
26 Disabled Children’s Partnership Changes in quality of health and social services 

for disabled children and their families (June 2018): research based on 1,510 
survey responses.

27 Children’s Commissioner for England Far less than they deserve: Children with 
learning disabilities or autism living in mental health hospitals (May 2019).
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their non-disabled peers. In the early 1980s, a number of land mark 
legal judg ments confron ted this prac tice and estab lished that the 
courts were the proper place to determ ine issues of prin ciple in rela-
tion to the right to life of disabled chil dren.28 Since that time, disabled 
people and parents of disabled chil dren have written extens ively 
about the value accor ded to disabled chil dren’s lives and the implic a-
tions of this for medical and health care decisions.29

5.8  There continue to be cases brought before the courts by health-
care providers and parents seeking judg ments on prac tice which 
may result in the death of a child.30 Where these chal lenges concern 
decisions as to the cost-effectiveness of embark ing on expens ive 
treat ments, the courts have held that these are primar ily for the NHS 
and not for courts to make.31 However, when the NHS seeks to with-
draw life-sustaining treat ment (or to embark on a treat ment regime 
that may accel er ate death) then, if there is a dispute between the 
medical profes sion als and the parents or others,32 the court should 
adju dic ate.33 In such cases, the test will be the child’s ‘best interests’ 
– which must be given a wide inter pret a tion, and although the 
guiding prin ciple will be to prolong life, other factors are relev ant 
includ ing the pain and suffer ing caused by the treat ment and the 
quality of the life which will be prolonged. Where this is considered 
to be intol er able, from the point of view of the person concerned, 
then life-prolonging treat ment may not be in their best interests.34 
The views, wishes and feel ings of the parent(s) should always be 

28 For a detailed discussion of these issues, see L Clements and J Read (eds), 
Disabled people and the right to life: the protection and violation of disabled people’s 
most basic human rights, Routledge, 2008.

29 See, for example, J Campbell ‘It’s my life–it’s my decision?: assisted dying 
versus assisted living’, in L Clements and J Read (eds), Disabled people and the 
right to life: the protection and violation of disabled people’s most basic human rights, 
Routledge, 2008.

30 See by way of example, Re Jake (A Child) [2015] EWHC 2442 (Fam); Great 
Ormond Street Hospital v Yates and Gard [2017] EWHC 1909 (Fam); Alder Hey 
Hospital v Evans [2018] EWHC 308 (Fam) and Kings College Hospital NHS 
Foundation Trust v Thomas [2018] EWHC 127 (Fam).

31 R v Cambridge Health Authority ex p B [1995] 1 WLR 898, CA.
32  See, for example, Re B (a minor) (wardship: medical treatment) [1981] 1 WLR 

1421; [1990] 3 All ER 927; An NHS Trust v D [2000] 2 FLR 677; [2000] 2 FCR 577.
33 Glass v UK (2004) App No 61827/00, 9 March 2004; (2005) 8 CCLR 16.
34 See, for example, Portsmouth NHS Trust and Derek Wyatt and Charlotte Wyatt 

[2004] EWHC 2247 (Fam); Re L (a child) (medical treatment: benefit) [2004] 
EWHC 2713 (Fam). The Supreme Court considered the requirements of a best 
interests approach to decisions about end of treatment in Aintree University 
Hospitals NHS Foundation Trust v James [2013] UKSC 67; (2013) 16 CCLR 554.
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taken fully into account in the best interests assess ment, includ ing 
where the parent has signi fic ant learn ing disab il it ies.35

5.9  This chapter sets out the duties and powers govern ing the provi-
sion of health services to disabled chil dren, both in terms of univer-
sal and special ist services. It also considers the duties to provide 
specific services, whether by way of continu ing care to disabled chil-
dren with severe and/or complex health needs, mental health services 
or palli at ive care for chil dren with life-limiting condi tions.

5.10  The prin cipal statute that places oblig a tions on health bodies to 
provide services, the NHS Act 2006, is not (unlike those that govern 
social care and educa tion rights – see chapters 3 and 4 above) drafted 
in specific and indi vidu al istic terms. Nevertheless, it has been held 
by the courts to place funda mental and enforce able oblig a tions on 
health bodies. Furthermore, disabled chil dren with the benefit of an 
EHC plan, as intro duced by the CFA 2014, have a specific right to 
have the health services specified in the plan arranged for them, as 
discussed further below.

The NHS today

5.11 In 2011, the then DOH published the NHS consti tu tion. The version 
currently in force was issued on 27 July 2015 after a consulta tion 
process36 on various amend ments. The consti tu tion sets out what 
service users can expect from the NHS and what the NHS expects 
from them in return – and as such, is an import ant advocacy tool. 
The Secretary of State for Health and Social Care and all NHS bodies 
(such as CCGs, NHS trusts etc) must have regard to the NHS consti-
tu tion when they exer cise func tions in rela tion to the health service.37 
Key aspects of the NHS consti tu tion for disabled chil dren include:

•	 The first prin ciple, that ‘The NHS provides a compre hens ive 
service, avail able to all irre spect ive of . . . disab il ity’.

•	 The state ment, in rela tion to the value of ‘respect and dignity’, 
that ‘We value every person – whether patient, their famil ies or 
carers, or staff – as an indi vidual, respect their aspir a tions and 
commit ments in life, and seek to under stand their prior it ies, 
needs, abil it ies and limits’.

•	 Four state ments of rights:

35 Re Jake (a child) [2015] EWHC 2442 (Fam) at [44].
36 DOH, A consultation on updating the NHS Constitution, February 2015.
37 NHS Act 2006 s1B and Health Act 2009 s2 respectively.
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 – ‘You have the right to access NHS services. You will not be 
refused access on unreas on able grounds’;

 – ‘You have the right to receive care and treat ment that is appro-
pri ate to you, meets your needs and reflects your pref er ences’;

 – ‘You have the right to expect your NHS to assess the health 
require ments of your community and to commis sion and put 
in place the services to meet those needs as considered neces-
sary’; and

 – ‘You have the right not to be unlaw fully discrim in ated against 
in the provi sion of NHS services includ ing on grounds of . . . 
disab il ity’.

•	 The commit ment ‘to make decisions in a clear and trans par ent 
way, so that patients and the public can under stand how services 
are planned and delivered’.

•	 Statements about the right to decent quality of care and 
envir on ment.

•	 Statements in rela tion to the provi sion of care with dignity and in 
a way that respects people’s human rights.

•	 The state ment that ‘You have the right to be involved in plan ning 
and making decisions about your health and care with your care 
provider or providers, includ ing your end of life care, and to be 
given inform a tion and support to enable you to do this. Where 
appro pri ate, this right includes your family and carers. This 
includes being given the chance to manage your own care and 
treat ment, if appro pri ate’.

5.12 The NHS in England is struc tured as follows:

•	 The Secretary of State for Health and Social Care has the over-
arch ing duty38 to promote a compre hens ive health service 
‘designed to secure improve ment in the phys ical and mental 
health of the people of England’. The secret ary of state must 
partic u larly have regard to ‘the need to reduce inequal it ies 
between the people of England with respect to the bene fits that 
they can obtain from the health service’.39

•	 191 CCGs40 are respons ible for plan ning and purchas ing local 
health care services, includ ing second ary health care and mental 

38 NHS Act 2006 s1, as substituted by HSCA 2012 s1.
39 NHS Act 2006 s1C, as added by HSCA 2012 s4.
40 As at October 2019: the function of CCGs is to ‘arrange ‘for the provision of 

services for the purposes of the health service in England’ – NHS Act 2006 s1I.
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health care services.41 This includes chil dren’s health care services, 
chil dren’s mental health care services and mater nity services. 
CCGs have a number of duties relev ant to disabled chil dren, 
includ ing in rela tion to redu cing inequal it ies42 and promot ing 
patient involve ment43. While CCGs have signi fic ant GP repres-
ent a tion, their members include other profes sion als and repres-
ent at ives of the public. CCGs commis sion services from hospit als, 
private and volun tary sector providers and community mental 
health services.

•	 NHS England acts as the commis sion ing body respons ible for 
plan ning primary care and special ist services for which it would 
be ineffi  cient to have local commis sion ing.44 For example, there is 
a clin ical refer ence group within NHS England which deals with 
the commis sion ing of ‘complex disab il ity equip ment’, includ ing 
special ist wheel chair services for disabled chil dren.45 NHS 
England holds the over arch ing duty to continue the promo tion of 
a compre hens ive health service in England concur rently with the 
secret ary of state.46 NHS England also has a number of duties 
relev ant to disabled chil dren, includ ing in rela tion to redu cing 
inequal it ies47 and promot ing patient involve ment.48

•	 Healthwatch England49 and Local Healthwatch50 are inten ded to 
act as ‘consumer cham pion organ isa tions’ to increase patient 
involve ment in health and social care provi sion. Local Healthwatch 
has the power to conduct ‘Enter and Views’ on chil dren’s health 
settings, which involve speak ing to the chil dren and young people 
using the services and observing policies and prac tices in action.51

41 See NHS Act 2006 s3, as amended by HSCA 2012 s13 to transfer the primary 
responsibility for commissioning health services from the secretary of state to 
CCGs.

42 NHS Act 2006 s14T, as added by HSCA 2012 s26.
43 NHS Act 2006 s14U, as added by HSCA 2012 s26.
44 See NHS Act 2006 s1H, as added by HSCA 2012 s9.
45 See: www.england.nhs.uk/commissioning/spec-services/npc-crg/group-d/

d01/.
46 NHS Act 2006 s1H(2).
47 NHS Act 2006 s13G, as added by HSCA 2012 s23.
48 NHS Act 2006 s13H, as added by HSCA 2012 s23.
49 Established under HSCA 2012 s181, amending HSCA 2008 Sch 1 and adding 

ss45A–45C.
50 See HSCA 2012 ss182–189, amending the Local Government and Public 

Involvement in Health Act 2007 in various respects.
51 Healthwatch, Healthwatch, children and young people: The role of local 

Healthwatch, November 2014, p3.
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•	 Public Health England (an exec ut ive agency of the DOH) has 
overall respons ib il ity for address ing health inequal it ies and 
improv ing health outcomes in England.

•	 Monitor (the finan cial regu lator for health services in England 
that sits along side the CQC) acts as an inde pend ent regu lator for 
quality in health and social care in England.52 Monitor has a 
specific over sight role for NHS Foundation Trusts, which are 
inde pend ent legal entit ies with signi fic ant finan cial freedoms. A 
signi fic ant number of hospit als now have Foundation Trust 
status.

•	 Local author it ies are required to estab lish Health and Wellbeing 
Boards.53 The primary purpose of these boards is to encour age 
integ rated working in the provi sion of health and social care 
services ‘for the purpose of advan cing the health and well being of 
the people in [the] area’.54

5.13 The respons ib il ity for commis sion ing chil dren’s public health 
services (as with public health services for adults) now rests with 
local author it ies.55

5.14  The NHS is governed by the follow ing five prin ciples set out in 
the NHS Outcomes Framework:

•	 Preventing people from dying prema turely.
•	 Enhancing the quality of life for people with long-term 

condi tions.
•	 Helping people to recover from epis odes of ill health or follow ing 

injury.
•	 Ensuring people have a posit ive exper i ence of care.
•	 Treating and caring for people in a safe envir on ment and protect-

ing them from avoid able harm.

5.15 A key prac tical ques tion for disabled chil dren and their famil ies will 
be whether their health needs are the respons ib il ity of their local 
CCG or NHS England. In the vast major ity of cases, the CCG will 
hold the respons ib il ity, and where it does not it should refer the child 
and family to NHS England. There is a detailed ‘Manual’ which 
describes which elements of special ised services are directly commis-

52 See HSCA 2012 ss61–71 and Sch 8.
53 See HSCA 2012 ss194–199.
54 HSCA 2012 s195.
55 See the Local Authorities (Public Health Functions and Entry to Premises by 

Local Healthwatch Representatives) Regulations 2013 SI No 351 (as amended).
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sioned by NHS England and which by CCGs, the most recent version 
of which was published in September 2018.56

5.16  One of the NHS England ‘National Programmes of Care’ is for 
‘Women and Children’, which includes many special ist paedi at ric 
health services. There are published ‘Commissioning Intentions’ 
which set out NHS England’s approach to its special ist commis sion-
ing remit.57 An import ant service for many disabled chil dren, which 
remains commis sioned by NHS England, is Tier 4 CAMHS; see 
paras 5.121–5.122 below. These are highly special ised services with a 
primary purpose of the assess ment and treat ment of severe and 
complex mental health disorders in chil dren. NHS England also 
commis sions secure CAMHS services.

5.17  Every CCG is required to appoint a DMO, whose primary role is 
‘provid ing a point of contact for local part ners, when noti fy ing 
parents and local author it ies about chil dren and young people they 
believe have, or may have, SEN or a disab il ity, and when seeking 
advice on SEN or disab il it ies’.58 The DMO should be a senior clini-
cian, often a paedi at ri cian, who will be respons ible for ensur ing that 
assess ment, plan ning and health support is carried out.59

5.18  In addi tion, a number of ‘national change programmes’ are being 
imple men ted which will impact on health services for young people 
with disab il it ies. These include: the Personalised Care programme, 
the Transforming Care programme, the Mental Health Transformation 
programme and the Changing Commissioning Landscape.

Children and famil ies’ views to inform health 
services

5.19 NHS bodies have a duty60 to make arrange ments to ensure that users 
of services are, either directly or through repres ent at ives, involved in:

•	 the plan ning of the provi sion of health services;
•	 the devel op ment and consid er a tion of propos als for changes in 

the way those services are provided, if imple ment a tion of the 

56 NHS England, Manual for Prescribed Specialised Services 2018/19, September 
2018.

57 NHS England, Commissioning Intentions 2017/18 and 2018/19 for Prescribed 
Specialised Services.

58 SEND Code, para 3.45.
59 SEND Code, para 3.46.
60 Under NHS Act 2006 s242(1B)–(1F).
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proposal would have an impact on the manner in which services 
are provided or the range of services avail able; and

•	 decisions to be made by the NHS body affect ing the oper a tion of 
those services, if the decision would have an impact on the 
manner in which services are provided or the range of services 
avail able.

5.20 The views of disabled chil dren, young people and their famil ies are, 
there fore, expec ted to inform local design and deliv ery of health 
services. Frequently, however, disabled chil dren have been found to 
be less actively involved in decisions about both their treat ment  
and service devel op ment than chil dren who are not disabled. 
Standard 8 of the National Service Framework (NSF) for Children 
(see below), required local and NHS bodies to ensure disabled chil-
dren and their parents are routinely involved and suppor ted in 
making informed decisions.61 The import ance of involving chil dren 
and famil ies in decision-making was rein forced in England by the 
Aiming high for disabled chil dren review62 and by the Local Government 
and Public Involvement in Health Act 2007 (as amended) to require 
the estab lish ment of Health and Wellbeing Boards (see para 5.12 
above) which can provide import ant forums for the voices of disabled 
chil dren and famil ies to be heard. The require ment for the NHS to 
take account of the views of its users, includ ing disabled chil dren and 
their famil ies, is also central to the NHS Constitution (see para 5.11 
above).

5.21  In addi tion, the NHS Long Term Plan makes clear that ‘the time 
has come to give people the same choice and control over their 
mental and phys ical health that they have come to expect in every 
other part of their life’.63

Co-operation between health bodies and local 
author it ies

5.22 An import ant issue for many disabled chil dren and their famil ies is 
which body will take the lead respons ib il ity for meeting their needs 

61 DOH, National service framework for children, young people and maternity 
services: disabled children and young people and those with complex health needs, 
2004 (‘Disabled Child Standard, Children’s NSF’), pp5, 29, 30.

62 HM Treasury/DfES, 2007.
63 NHS England, Universal Personalised Care: Implementing the Comprehensive 

Model (2019) p3; and see also The NHS Long Term Plan (2019).
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– the local author ity or the relev ant health body? The answer to this 
ques tion is that health bodies and local author it ies are expec ted to 
work together to meet the health needs of disabled chil dren. This 
expect a tion comes from (among other sources):

•	 NHS Act 2006 s82, which states that, in exer cising their respect-
ive func tions, NHS bodies and local author it ies must co-operate 
with one another in order to secure and advance the health and 
welfare of the people of England and Wales.

•	 Children Act 2004 s10, which requires local author it ies to 
co-operate with their ‘relev ant part ners’, includ ing health bodies, 
to safe guard and promote the welfare of chil dren in their area, as 
explained in the stat utory guid ance, Working together to safe guard 
chil dren: A guide to inter-agency working to safe guard and promote 
the welfare of chil dren (July 2018).

5.23 Further, CFA 2014 s26 requires local author it ies and ‘partner 
commis sion ing bodies’ (includ ing CCGs and NHS England) to 
make ‘joint commis sion ing arrange ments’ about the educa tion, 
health and care provi sion to be secured for chil dren and young  
people with special educa tional needs and disabled young people.  
A lengthy list of require ments for these joint arrange ments is 
imposed by CFA 2014 s26(3). There are further require ments in 
rela tion to co-operation between local author it ies and NHS  
bodies imposed by CFA 2014 s25 (headed ‘promot ing integ ra tion’), 
ss28–29 (‘co-operating gener ally’) and s31 (‘co-operating in specific 
cases’).

5.24  For chil dren ‘in need’ gener ally, includ ing disabled chil dren, local 
author it ies have a clear oblig a tion to take the lead in ensur ing their 
needs are met, bring ing in differ ent agen cies (includ ing health) 
where neces sary. However, for chil dren with partic u larly severe and/
or complex health needs, the NHS may be the lead agency – for 
example, when a child is eligible for ‘continu ing care’ funding (see 
para 5.91 below).

5.25  To deliver co-operation and joint working on the ground, 
‘key workers’ or ‘care co-ordinators’ are essen tial (see chapter 3 at 
para 3.25). Standard 8 of the Children’s NSF stated that the key 
workers should be ‘the main point of contact with the family’ and 
should take respons ib il ity for co-ordinating review meet ings  
and liais ing with profes sion als to ensure all agreed support is 
delivered.

5.26  A multidiscip lin ary approach requires co-ordinated assess ment, 
plan ning and commis sion ing. A 2013 public a tion from the Children 
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and Young People’s Health Outcomes Forum,64 advises how agen cies 
should work together so as to integ rate health, social care, educa tion 
and other services, and rein forces the require ments of Standard 8 of 
the Children’s NSF. Additionally, the 2006 English Joint plan ning and 
commis sion ing frame work for chil dren, young people and mater nity 
services65 intro duced a frame work to help local commis sion ers (both 
health bodies and local author it ies) to design a unified system in 
each local area to achieve a joined-up picture of chil dren and young 
people’s needs and for collab or a tion to achieve the best use of joint 
resources for ‘better outcomes’.66

5.27  Local areas are required to prepare a joint stra tegic needs assess-
ment67 to (among other things) inform the joint commis sion ing 
decisions made for chil dren and young people with SEN and disab-
il it ies. This requires agree ment on a strategy and a set of holistic 
outcomes that local author it ies and CCGs want to achieve for  
chil dren, young people and their famil ies.68

5.28  Additionally, since 2015, NHS and local author ity part ners across 
England have been have been devel op ing Sustainability and 
Transformation Partnerships (STPs). These have no formal status 
and/or mech an ism of local account ab il ity,69 but their stated aims 
include improve ment and better integ ra tion of services.70

5.29  Since there is no expli cit stat utory oblig a tion on the NHS or the 
local author ity to act as the lead agency, there is obvious scope for a 
disabled child’s needs to be allowed to ‘drift’ while each author ity 

64 Improving Children and Young People’s Health Outcomes: a system wide response, 
English Guidance, February 2013.

65 HM Government, Joint planning and commissioning framework for children, 
young people and maternity services, 2006.

66 This is reinforced in DOH, Improving Children and Young People’s Health 
Outcomes: a system wide response, February 2013; and DOH, The commissioning 
framework for health and well-being, 2007. See also Commissioning a good child 
health service, Royal College of General Practitioners, Royal College of 
Paediatrics and Royal College of Nursing, March 2013.

67 Local Government and Public Involvement in Health Act 2007 s116 (as 
amended).

68 Council for Disabled Children, Designated Medical/ Clinical Officer Handbook 
(2019).

69 Bob Hudson, ‘Citizen accountability in the ‘New NHS’ in England’ in Critical 
Social Policy 2018 38(2) 418–427; and see also S Boyle, J Lister and R Steer, 
Sustainability and Transformation Plans: How Serious are the Proposals? A 
Critical Review (South Bank University, 2017)

70 See generally, NHS England, Next Steps on the NHS Five Year Forward View 
(2017) p31; and NHS England, Breaking down barriers to better health and care 
(2019).
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blames the other for a service failure. In such cases, a complaint (or 
if suffi ciently urgent, an applic a tion for judi cial review: see chapter 
11) should be made against both author it ies. The complaint or applic-
a tion for judi cial review should be framed not only in terms of the 
failure to meet the specific need but also in terms of the author it ies’ 
failure to ‘work together’ as required by NHS Act 2006 s82, Children 
Act 2004 s10 and multiple provi sions of the CFA 2014, not least the 
require ment for joint commis sion ing arrange ments in section 26. 
The ombuds men in general expect the author ity that is in touch with 
the child to ‘grasp the nettle’ and secure the provi sion, before enter-
ing into protrac ted nego ti ations with the other author ity on liab il ity 
for the care costs.71

5.30  Such a complaint will also be appro pri ate when the dispute is 
between differ ent NHS bodies (which are under a duty to co-operate 
with each other by virtue of NHS Act 2006 s72). The ombuds men 
have found malad min is tra tion72 where disput ing health bodies have, 
in such a case, failed to agree which one of them would accept 
funding respons ib il ity on an interim basis. In the current NHS 
struc tures, this would include a case where there is a dispute as  
to respons ib il ity for meeting a disabled child’s needs between a CCG 
and NHS England.

The ‘local offer’ and health

5.31 One of the key reforms intro duced by the CFA 2014 is the require-
ment for every area to estab lish a ‘local offer’ cover ing educa tion, 
health and care provi sion and other related services.73 Although the 
duty to publish this inform a tion falls on the local author ity, the local 
offer can only be an effect ive tool if health bodies, partic u larly CCGs, 
co-operate in its devel op ment. When prepar ing and review ing its 
local offer, a local author ity must consult a range of health bodies, 
includ ing NHS England and any CCG within its area.74 The central 

71 Complaint no 96/C/3868 against Calderdale MBC.
72 Report by the Public Services Ombudsman for Wales and the Health Service 

Ombudsman for England of an investigation of a complaint about the Welsh 
Assembly Government (Health Commission Wales) Cardiff and Vale NHS 
Trust and Plymouth Teaching Primary Care Trust, Third Report, Session 2008–
2009, HC 858, TSO, 2009.

73 CFA 2014 s30. See chapter 3 at para 3.27 for the local offer in relation to social 
care and chapter 4 at para 4.41 in relation to education.

74 SEND Regs 2014 reg 54(2).
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require ment to publish comments on the local offer75 will include 
comments on health provi sion.

5.32  The health provi sion which must be included in the local offer is:
Health care provi sion for chil dren and young people with special 
educa tional needs or a disab il ity that is addi tional to or differ ent from 
that which is avail able to all chil dren and young people in the area, includ ing–

(a) services for relev ant early years providers, schools and post–16 
insti tu tions to assist them in support ing chil dren and young 
people with medical condi tions, and

(b) arrange ments for making those services which are avail able to all 
chil dren and young people in the area access ible to chil dren and 
young people with special educa tional needs or a disab il ity.76

5.33 The SEND Code (see para 4.25 above) also specifies that the local 
offer must include:77

•	 speech and language therapy and other ther apies such as physio-
ther apy and occu pa tional therapy and services relat ing to mental 
health;

•	 wheel chair services and community equip ment, chil dren’s 
community nursing, contin ence services;

•	 palli at ive and respite care and other provi sion for chil dren with 
complex health needs;

•	 other services such as emer gency care provi sion and habil it a tion 
support;

•	 provi sion for chil dren and young people’s continu ing care 
arrange ments;

•	 support for young people when moving between health care 
services for chil dren to health care services for adults.

Health services – funda mental duties

5.34 The NHS Act 2006 s1(1) requires the secret ary of state to:
. . . continue the promo tion in England of a compre hens ive health 
service, designed to secure improve ment–
(a) in the phys ical and mental health of the people of England, and
(b) in the preven tion, diagnosis and treat ment of illness.

75 SEND Regs 2014 reg 56.
76 SEND Regs 2014 Sch 2, para 12.
77 SEND Code, para 4.40

36470.indb   244 19/12/2019   14:56



Health  245

5.35 Section 3 of the NHS Act 2006, as amended, places a duty on each 
CCG to:

. . . arrange for the provi sion of the follow ing to such extent as it 
considers neces sary to meet the reas on able require ments of the 
persons for whom it has respons ib il ity:

(a) hospital accom mod a tion,
(b) other accom mod a tion for the purpose of any service provided 

under this Act,
(c) medical, dental, ophthal mic, nursing and ambu lance services,
(d) such other services or facil it ies for the care of preg nant women, 

women who are breast feed ing and young chil dren as the CCG 
considers are appro pri ate as part of the health service,

(e) such other services or facil it ies for the preven tion of illness, the 
care of persons suffer ing from illness and the after-care of persons 
who have suffered from illness as the CCG considers are appro-
pri ate as part of the health service,

(f ) such other services or facil it ies as are required for the diagnosis 
and treat ment of illness.

5.36 The NHS Act 2006 requires, there fore, that there be a ‘compre hens-
ive’ health service which all can access – includ ing disabled chil dren. 
This enti tle ment of univer sal access to the NHS is emphas ised by 
the NHS consti tu tion, see para 5.11 above.

5.37  Health services can be categor ised into those delivered as ‘primary 
care’ and ‘second ary care’. Primary care describes the health services 
that play a central role in local community includ ing GPs, phar-
macists, dent ists and midwives. Primary care providers are usually 
the first point of contact for a patient and a continu ing point of 
contact, even if the patient is receiv ing services from a hospital or 
from some other ‘second ary’ NHS facil ity.

5.38  Secondary care is acute or special ist health care provided in a 
hospital or other second ary care setting. Patients are usually referred 
from a primary care profes sional – for example, a GP. The 2013 Who 
Pays? guid ance iden ti fies who is respons ible for the funding of a 
specific patient’s needs.78 In England, respons ib il ity is primar ily 
linked to regis tra tion with a GP, and for those who are not registered 
with a GP, it is based on where they are ‘usually resid ent’.

78 NHS England, Who Pays? September 2013.
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The respons ib il it ies of GPs and other primary 
health services

5.39 As with all chil dren, GPs act as the main point of access or refer ral to 
all appro pri ate medical and health services that a disabled child may 
need. At the primary care level, these may include:

•	 medical services provided directly by the GP;
•	 physio ther apy;
•	 speech and language therapy;
•	 occu pa tional therapy;
•	 early inter ven tion rehab il it a tion programmes;
•	 general community nursing; and
•	 health visit ing.

 The GP also is respons ible for refer ring a child for services in the 
second ary health care sector (and liais ing with other health care 
profes sion als in this respect).79 This can include obtain ing a ‘second 
opinion’ on a child’s diagnosis and health care treat ment – as well as 
refer rals for in- and out-patient paedi at ric care in hospital settings 
and some inter ven tions such as physio ther apy, speech and language 
therapy and occu pa tional therapy which may also be provided in this 
sector as well as in primary care. Some chil dren, partic u larly those 
with complex impair ments, may require assess ment, treat ment and 
monit or ing by a range of medical and health care special ists working 
in differ ent in- and out-patient depart ments of hospit als.

5.40  The GP contract80 requires, among other things, that they refer 
their patients for ‘other services under the [2006] Act’. Since the 2006 
Act places substan tial duties on social services author it ies,81 it follows 
that GPs are contrac tu ally obliged to make appro pri ate refer rals to 
social services where it appears that a patient may be entitled to such 
services.

5.41  As noted above, disabled chil dren – espe cially if their impair ment is 
diagnosed in hospital at birth – may be subjec ted to multiple health 
assess ments to diagnose their condi tion to the satis fac tion of the medical 
prac ti tion ers. However, they may then be – in effect – aban doned by the 

79 National Health Service (General Medical Services Contracts) Regulations 2004 
SI No 291 reg 15(4)(b) (as amended).

80 National Health Service (General Medical Services Contracts) Regulations 2015 
SI No 1862 (as amended).

81 This is particularly so in relation to the NHS’s public health functions (for 
example, under NHS Act 2006 s2B, Part 3 and Sch 1).
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stat utory services. This phenomenon has been expressed in the follow-
ing terms:82

As soon as a condi tion or impair ment has been iden ti fied or diagnosed, 
service profes sion als may fade away without any support or signi fic-
ant inform a tion being provided for the family. All too often nothing 
further is done until a crisis devel ops.

5.42 The child may then be discharged with only limited liaison with the 
local GP surgery and the health visitor and without any proper 
co-ordination with the local author ity concern ing social care support 
services. In such cases, imme di ate contact should be made with the 
GP surgery to ensure that the child’s and family’s needs are addressed 
and that timely refer rals can then be made to the relev ant expert 
services as and when a need arises (for example, physio ther apy, 
speech and language therapy as well as social care support from the 
local author ity).

Duty to assess health care needs

5.43 Notwithstanding the absence of an expli cit provi sion in the NHS Act 
2006 requir ing a health body to assess the health care needs of a 
disabled child, there are a number of reasons why such a duty almost 
certainly exists. The first concerns the analog ous find ings of the 
House of Lords in R (G) v Barnet LBC and others83 that a duty to 
assess exists under the Children Act 1989, despite it lacking an expli-
cit oblig a tion. The second and more cogent reason concerns the 
general oblig a tions imposed by the law on public bodies – essen tially 
that in order to exer cise their duties towards disabled chil dren, health 
bodies must follow a process that is, by any other name, an assess-
ment – ie the gath er ing of all relev ant inform a tion about the child 
and his or her care needs and the rational determ in a tion of whether 
it is neces sary to provide services to meet these needs.84

5.44  Assessment is, there fore, the means by which the health body 
‘assembles the relev ant inform a tion and applies it to the stat utory 
ends, and hence affords good evid ence to any inquirer of the due 

82 J Read, L Clements and D Ruebain, Disabled children and the law: research and 
good practice, 2nd edn, Jessica Kingsley Publishers, 2006, p116.

83 [2003] UKHL 57; [2004] 2 AC 208.
84 In effect ‘asking themselves the right question’, one of the fundamental public 

law requirements on all public bodies, see Secretary of State for Education and 
Science v Tameside MBC [1977] AC 1014.
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discharge of its stat utory duties’.85 Further evid ence of such a duty to 
assess can be implied from the oblig a tions created by Children Act 
2004 s11 which requires health bodies and others to safe guard and 
promote chil dren’s welfare and from the 2013 DOH guid ance which 
includes a ‘pledge’ to improve the health outcomes of chil dren and 
young people, includ ing by provid ing better care for disabled chil-
dren and young people.86 This builds on the previ ous child health 
strategy in England, which made a commit ment that ‘by 2010, all 
chil dren with complex health needs will have an indi vidual care plan’ 
– a commit ment which rests on there being a duty to assess a child’s 
indi vidual needs so that such a plan can be mean ing fully drawn up.87

Education, health and care needs assess ments

5.45 Some disabled chil dren with signi fic ant special educa tional needs 
will now have the benefit of the educa tion, health and care needs 
assess ment duty imposed by CFA 2014 s36 (EHC assess ments). 
Although the local author ity takes the lead in this assess ment process 
and the key ques tion to determ ine is whether it may be neces sary for 
special educa tional provi sion to be made for the child or young 
person in accord ance with an EHC plan,88 the NHS still has an 
import ant role to play.

5.46  The process of carry ing out EHC assess ments is governed by the 
SEND Regs 2014 regs 3–10.89 Under these regu la tions:

•	 Where the local author ity is consid er ing secur ing an EHC needs 
assess ment it must also notify the respons ible commis sion ing 
body.90

•	 Where the local author ity decides to assess, it must seek ‘medical 
advice and inform a tion from a health care profes sional iden ti fied 

85 R v Islington LBC ex p Rixon (1997–98) 1 CCLR 119 at 128.
86 DOH, Improving Children and Young People’s Health Outcomes: a system wide 

response, 2013; and see also DOH, Better health outcomes for children and young 
people: Our pledge, 2013.

87 Department for Children Schools and Families/DOH, Healthy lives, brighter 
futures, 2009, p72 at 6.42.

88 CFA 2014 s36(8)(b).
89 SI No 1530. See further chapter 4 at para 4.80.
90 SEND Regs 2014 reg 4(2)(a). The commissioning body must also be notified 

of the decision on whether or not to conduct an EHC needs assessment, see 
reg 5(2).
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by the respons ible commis sion ing body’.91 This inform a tion and 
advice must be considered by the local author ity when secur ing 
the assess ment.92

•	 NHS bodies must respond to requests for input into EHC assess-
ments within six weeks, unless it is imprac tical for them to do so 
for one of a limited set of specified reasons.93

•	 If, follow ing an assess ment, the local author ity determ ines not to 
secure an EHC plan for the child (see below and further at chapter 
4, para 4.102) then the respons ible commis sion ing body must be 
noti fied.94

Education, health and care plans

5.47 On comple tion of an EHC assess ment, the local author ity must 
secure and main tain an EHC plan for the child or young person 
where the assess ment shows that it is neces sary for special  
educa tional provi sion to be made in accord ance with an EHC  
plan.95

5.48  Although the duty to put an EHC plan in place is depend ent on 
the child or young person having signi fic ant SEN, the pres ence of an 
EHC plan can have import ant consequences for the child or young 
person’s right to health services. First, an EHC plan must include 
‘any health care provi sion reas on ably required by the learn ing diffi-
culties and disab il it ies which result in him or her having special 
educa tional needs’.96

5.49  Second and most import antly, the effect of the inclu sion of health 
care provi sion within an EHC plan is to estab lish a specific right for 
the child or young person to obtain the specified provi sion. This is 
the consequence of CFA 2014 s42(3), which reads: ‘If the plan 
specifies health care provi sion, the respons ible commis sion ing body 
must arrange the specified health care provi sion for the child or 

91 SEND Regs 2014 reg 6(1)(c) – unless such advice has previously been provided 
for any purpose and the person providing that advice, the local authority and 
the child’s parent or the young person are satisfied that it is sufficient for the 
purposes of an EHC needs assessment, see reg 6(4).

92 SEND Regs 2014 reg 7(c).
93 SEND Regs 2014 reg 8.
94 SEND Regs 2014 reg 10(2).
95 CFA 2014 s37(1).
96 CFA 2014 s37(2)(d). An EHC plan may also specify other health care and social 

care provision reasonably required by the child or young person, see s37(3).
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young person’. The ‘respons ible commis sion ing body’ will gener ally 
be the CCG, but as noted above (see para 5.12) may also be NHS 
England for more special ised services. The SEND Code also states 
that young people and parents of chil dren who have EHC plans have 
the right to request a personal budget, which may contain elements 
of educa tion, social care and health funding.97 See para 5.107 below 
in rela tion to health personal budgets gener ally.

5.50  The prepar a tion of EHC plans is governed by the SEND Regs 
2014 regs 11–17. Relevant provi sions of these regu la tions from the 
health perspect ive include:

•	 When prepar ing an EHC plan, the local author ity must take into 
account the evid ence received when under tak ing the EHC needs 
assess ment, includ ing inform a tion and advice from health 
profes sion als.98

•	 The plan must set out in section C ‘the child or young person’s 
health care needs which relate to their special educa tional needs’.99

•	 The plan must set out in section G ‘any health care provi sion reas-
on ably required by the learn ing diffi culties or disab il it ies which 
result in the child or young person having special educa tional 
needs’.100 This must be agreed by the respons ible commis sion ing 
body.101

•	 Where the child is in or beyond year 9 at school, the plan must 
include health care provi sion ‘to assist the child or young person 
in prepar a tion for adult hood and inde pend ent living’.102

•	 Advice and inform a tion, includ ing from health profes sion als, 
must be set out in the appen dices to the plan (section K).103

•	 The final plan must be sent to the respons ible commis sion ing 
body (and of course the parents or young person and the school) 
as soon as prac tic able and, in any event, within 20 weeks of the 
request for an EHC needs assess ment,104 unless any of the exemp-
tions to this time frame105 apply.

 97 SEND Code, para 3.38.
 98 SEND Regs 2014 reg 11.
 99 SEND Regs 2014 reg 12(1)(c).
100 SEND Regs 2014 reg 12(1)(g).
101 SEND Regs 2014 reg 12(2).
102 SEND Regs 2014 reg 12(3).
103 SEND Regs 2014 reg 12(4).
104 SEND Regs 2014 reg 13(2).
105 Being those specified in SEND Regs 2014 reg 10(4)(a)–(d) in relation to EHC 

assessments. See further chapter 4 at para 4.133.
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•	 Commissioning bodies must liaise in the event that a child or 
young person moves to a new commis sion ing body’s area but 
remains the respons ib il ity of the same local author ity.106

Health action plans

5.51 Health action plans (HAPs) for people with learn ing disab il it ies 
became offi cial policy with the public a tion of Valuing People in 
2001.107 This required that people with learn ing disab il it ies be offered 
a HAP by the relev ant health bodies – although primary respons ib il-
ity rested with primary care nurses and GPs.

5.52  HAPs consider the person’s needs for ‘health inter ven tions’ such 
as oral health and dental care, fitness and mobil ity, contin ence, 
vision, hearing, nutri tion and emotional needs as well as details of 
medic a tion taken, side effects, and records of any screen ing tests. 
There needs to be, in each case, someone who supports the person 
with the devel op ment of their HAP – and this is referred to as a 
‘Health Facilitator’ – ideally this person is chosen by the person with 
learn ing diffi culties and may be a family member, friend, support 
worker or health profes sional. There is no stand ard format for a 
HAP but a number of examples exist. The 2001 guid ance108 states 
that HAPs are to be offered and reviewed at the follow ing stages:

•	 trans ition from second ary educa tion with a process for ongoing 
refer ral;

•	 leaving home to move into a resid en tial service;
•	 moving home from one provider to another;
•	 moving to an out-of-area place ment;
•	 changes in health status, for example as a result of a period of out-

patient care or in-patient treat ment;
•	 on retire ment; and
•	 when plan ning trans ition for those living with older family carers.

5.53 Good prac tice guid ance on the prepar a tion of HAPs has been issued 
by the Royal College of GPs.109

106 SEND Regs 2014 reg 16.
107 DOH, Valuing people: A new strategy for learning disability for the 21st century, 

Cm 5086, 2001, at paras 6.15–6.18.
108 DOH, Valuing people: A new strategy for learning disability for the 21st century, 

Cm 5086, 2001, at para 6.16.
109 Matt Hoghton, A step by step guide for GP practices: Annual health checks for 

people with a learning disability, Royal College of GPs, 2010.
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5.54  In 2008, the Joint Committee on Human Rights in its report A 
Life Like Any Other110 called into ques tion the commit ment of (among 
others) health bodies to the imple ment a tion of the govern ment’s 
policy in Valuing People and this resul ted in follow-up guid ance in 
2008111 which acknow ledged that ‘achieve ment of the health-related 
targets in Valuing People’ had been ‘one of the areas where least 
progress’ had been made.112 This guid ance made a commit ment that 
in addi tion there would be annual health checks for people with 
learn ing disab il it ies (who are known to local author it ies) through a 
direc ted enhanced scheme. This scheme is avail able from GPs 
whose prac tices have agreed to under take this addi tional func tion – 
in addi tion to their core oblig a tions under the GP Contract.113

Children’s health services – the Children’s National 
Service Framework

5.55 In 2003, in an effort to drive up the stand ard of care provided to all 
chil dren by the NHS and social services author it ies in England, the 
govern ment commenced public a tion of a National Service Framework 
for chil dren, young people and mater nity services,114 which sets national 
stand ards and provides best prac tice guid ance for chil dren’s health 
and social care. The Children’s NSF, which comprises 11 separ ate 
docu ments focus ing on distinct issues/disabling condi tions, is best 
considered as ‘prac tice guid ance’ (see chapter 2 at para 2.44). As such 
it acts as a bench mark – setting a stand ard to which public bodies 
should aspire. A signi fic ant failure to reach the stand ards set out in 
the Children’s NSF may be evid ence of malad min is tra tion. Although 
the ten-year programme under the Children’s NSF has now reached 
an end, the stand ards it set are still relev ant guid ance as to what 
disabled chil dren and their famil ies can expect from the NHS.

110 Joint Committee on Human rights, A life like any other, Seventh Report of 
Session 2007–08, HL Paper 40-I HC 73-I, The Stationery Office Limited, 2008.

111 DOH, Health action planning and health facilitation for people with learning 
disabilities: good practice guidance, 2008.

112 DOH, Health action planning and health facilitation for people with learning 
disabilities: good practice guidance, 2008, p1 and see also NHS England 
Supporting people with a learning disability and/or autism who display behaviour 
that challenges, including those with a mental health condition. Service model for 
commissioners of health and social care services (2015).

113 The Primary Medical Services (Directed Enhanced Services) Directions 2019.
114 DOH, National service framework for children, young people and maternity 

services: core standards, 2004 (Core document, Children’s NSF).
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5.56  Part 1 of the Children’s NSF set out five core stand ards concern-
ing service provi sion for all chil dren and young people and their 
parents and carers. Each core stand ard is summar ised below.

Standard 1: Promoting health and well-being, identi fy ing needs and 
inter ven ing early

The health and well-being of all chil dren and young people is 
promoted and delivered through a co-ordinated programme of action 
includ ing preven tion and early inter ven tion wherever possible, to 
ensure long-term gain, led by the NHS in part ner ship with local 
author it ies.

5.57 Under the Healthy Child Programme intro duced to achieve Standard 
1, the local NHS (now CCGs) must ensure that a system atic assess-
ment of each child’s phys ical, emotional and social devel op ment and 
family needs is completed by the child’s first birth day and in the 
absence of regular contact a review takes place when the child is aged 
between two and three. Key issues must be iden ti fied and inter ven-
tions required must be docu mented.115 In addi tion, all profes sion als 
working with chil dren and young people need to be aware of health 
and devel op mental prob lems and proact ive in identi fy ing oppor tun-
it ies to promote a child’s health and well-being. CCGs and local 
author it ies also have a respons ib il ity to tailor health promo tion 
services to the needs of disad vant aged groups, includ ing chil dren in 
special circum stances, iden ti fied through a local popu la tion needs 
assess ment.116

Standard 2: Supporting parent ing
Parents or carers are enabled to receive the inform a tion, services and 
support which will help them to care for their chil dren and equip 
them with the skills they need to ensure that their chil dren have 
optimum life chances and are healthy and safe.

5.58 The markers of good prac tice for this stand ard include the provi sion 
of inform a tion and services to support parent ing through local multi-
agency part ner ships, that parents whose chil dren are exper i en cing 
diffi culties receive early support and evidence-based inter ven tions 
and that the local NHS and local author it ies ensure that parents are 
involved in the plan ning and deliv ery of services, with repres ent a tion 
from all local communit ies and groups.117

115 Core Document, Children’s NSF, p40.
116 Core Document, Children’s NSF, p22.
117 Core Document, Children’s NSF, p66.
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Standard 3: Child, young person and family-centred services
Children and young people and famil ies receive high quality services 
which are co-ordinated around their indi vidual and family needs and 
take account of their views.

5.59 This stand ard recog nises that chil dren have a right to be involved in 
decisions about their care. Particular effort should be made to ensure 
that chil dren and young people who are often excluded from parti cip-
a tion in activ it ies are suppor ted in giving their views and that parents’ 
views are considered in plan ning and service devel op ment.118 Formal 
working arrange ments need to be in place for the provi sion of link 
workers, advoc ates to support chil dren and young people, inter pret-
ers and/or support workers for chil dren in special circum stances or 
from minor ity groups, to repres ent their needs during indi vidual 
consulta tions and on multi-disciplinary review and devel op ment 
groups.119

5.60  All chil dren and young people have a right to care and support 
which meets their devel op mental needs and provides them with the 
oppor tun ity to achieve, or main tain, their optimal stand ard of health, 
devel op ment and well-being, regard less of their indi vidual circum-
stances or those of their famil ies and communit ies.120 To achieve 
this, there needs to be a high degree of co-ordination between differ-
ent chil dren’s service providers with the highest degree of integ ra tion 
and co-ordination required when a child or young person is suffer ing 
abuse or neglect and local safe guard ing chil dren proced ures are 
being followed.121

Standard 4: Growing up into adult hood
All young people have access to age-appropriate services which are 
respons ive to their specific needs as they grow into adult hood.

5.61 This stand ard is considered in chapter 10 at para 10.68.

Standard 5: Safeguarding and promot ing the welfare of chil dren and 
young people

All agen cies work to prevent chil dren suffer ing harm and to promote 
their welfare, provide them with the services they require to address 

118 Core Document, Children’s NSF, p91.
119 Core Document, Children’s NSF, p92.
120 Core Document, Children’s NSF, p93.
121 Core Document, Children’s NSF, p99.
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their iden ti fied needs and safe guard chil dren who are being or who 
are likely to be harmed.

5.62 Safeguarding and promot ing chil dren’s welfare must be a prior ity. 
All agen cies should ensure that the Local Safeguarding Children 
Board (LSCB), is effect ive in safe guard ing and promot ing the welfare 
of chil dren and young people through the provi sion of adequate 
finan cial and human resources, senior manage ment repres ent a tion 
and adher ence to its policies and proced ures (see also the Working 
together to safe guard chil dren guid ance, as discussed in chapter 3 at 
para 3.158).

Disabled chil dren’s health services and the NSF

5.63 While the core stand ards of the NSF apply to all chil dren, the needs 
of disabled chil dren and their famil ies were specific ally addressed in 
Standard 8, the head line stand ard within which reads as follows:

Children and young people who are disabled or who have complex 
health needs receive co-ordinated, high quality child and family 
centred services which are based on assessed needs, which promote 
social inclu sion and where possible, enable them and their famil ies to 
live ordin ary lives.122

5.64 When read with the five core stand ards of the Children’s NSF, 
Standard 8 provides compre hens ive best prac tice guid ance on the 
provi sion of health and related services to disabled chil dren.

Identification of disab il ity and the NSF

5.65 Standard 8 of the Children’s NSF requires that local author it ies, 
CCGs, NHS Trusts and schools ensure that chil dren with possible 
impair ments have prompt access to a diagnostic assess ment facil ity, 
that diagnosis is followed and that the assess ment includes the 
parents’ and siblings’ needs for support.

Hospital services and the NSF

5.66 Disabled chil dren’s need to attend hospital appoint ments can be 
disrupt ive to school and family life. Under Standard 8, the NHS 
should ensure that hospital depart ments and clinics synchron ise 

122 Disabled Child Standard, Children’s NSF, p5.

36470.indb   255 19/12/2019   14:56



256  Disabled	chil	dren:	a	legal	hand	book	 /	 chapter	5

their appoint ment systems as far as possible, so that famil ies make a 
minimum number of visits and that systems are in place to ensure 
that chil dren and young people who find it hard to wait, eg those with 
autistic spec trum disorders, do not have to wait unduly at out-patient 
clinics or general prac tice surger ies. Children and young people with 
complex health care needs who are prone to health crises must be 
seen urgently on request.123

5.67  The stand ard for hospital services for chil dren in the Children’s 
NSF aims to deliver hospital services that meet the needs of chil dren, 
young people and their parents, and ‘provide effect ive and safe care, 
through appro pri ately trained and skilled staff working in suit able, 
child-friendly and safe envir on ments’.124

5.68  The above require ment for the stand ard of hospital-based care is 
considered by the NSF to comprise three distinct elements, namely:

1. Child-centred hospital services125

Children and young people should receive care that is integ rated and 
co-ordinated around their partic u lar needs, and the needs of their 
family. They, and their parents, should be treated with respect, and 
should be given support and inform a tion to enable them to under-
stand and cope with the illness or injury, and the treat ment needed. 
They should be encour aged to be active part ners in decisions about 
their health and care, and, where possible, be able to exer cise choice.

2. Quality and safety of care provided126

Children and young people should receive appro pri ate high quality, 
evidence-based hospital care, developed through clin ical governance 
and delivered by staff who have the right set of skills.

3. Quality of setting and envir on ment127

Care will be provided in an appro pri ate loca tion and in an envir on-
ment that is safe and well suited to the age and stage of devel op ment 
of the child or young person.

5.69 In meeting these three elements of the stand ard, hospit als need to 
recog nise and meet the very partic u lar needs of disabled chil dren 

123 Disabled Child Standard, Children’s NSF, p12.
124 DOH, Getting the right start: National Service Framework for Children: Standard 

for Hospital Services (‘Standard for Hospital Services, Children’s NSF’), 2003, p8.
125 Standard for Hospital Services, Children’s NSF, p13.
126 Standard for Hospital Services, Children’s NSF, p21.
127 Standard for Hospital Services, Children’s NSF, p36.
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and involve them and their parents in the plan ning of services.128 
Disabled chil dren, young people and their parents need to know that 
staff under stand how to support them and have a sound know ledge 
of the needs of disabled chil dren. Where neces sary, this includes how 
to commu nic ate, support with eating and drink ing, the use of special-
ised aids and equip ment, and the delic acy required in dealing with 
ethical issues, such as consent to intens ive therapy.129 Staff need 
compet en cies in support ing chil dren with a range of disab il it ies, 
includ ing those with learn ing disab il it ies or autistic spec trum 
disorders. There should be proced ures for managing chal len ging 
beha viour and suit able equip ment should be avail able.130

5.70  A multi-agency plan developed and agreed with the disabled child 
or young person and their parents should be put in place while they 
are in hospital. For disabled chil dren with complex health needs, this 
should be expan ded into a personal record with a clin ical summary 
of what they require, for example, ther apies and equip ment, support 
with eating and drink ing, going to the toilet or commu nic at ing.131

5.71  Sadly it appears that the reality of hospital services for chil dren 
(includ ing disabled chil dren) remains very differ ent from the NSF’s 
vision. In February 2009, the Healthcare Commission published a 
report on the care provided to chil dren in NHS hospit als outside of 
special ist paedi at ric settings.132 This repor ted the need for ‘signi fic-
ant improve ment’ in areas such as child protec tion, managing chil-
dren’s pain, life support and skills of surgeons and anaes thet ists. 
Specifically, it found almost two-thirds of health trusts did not train 
enough nurses to admin is ter pain relief to chil dren, and that there 
was ‘very limited progress’ in train ing staff to provide life support to 
chil dren, with 94 per cent failing to provide basic resus cit a tion train-
ing to surgeons. The CQC made similar find ings in its 2012 report 
into health care for disabled chil dren, noting that nearly 60 per cent of 
primary care providers did not involve disabled chil dren or young 
people in their assess ment processes and that hospital services were 

128 Standard for Hospital Services, Children’s NSF, p32 at 4.52.
129 See in this respect, Cerebra Legal Entitlements Research Project Digest, Digest 

of Opinions 2014, ‘Terri’s Story’, Cardiff Law School, 2015, which concerns a 
disabled young person’s strongly expressed wishes concerning the care 
arrangements for her intimate personal care needs.

130 Standard for Hospital Services, Children’s NSF, p32 at 4.54.
131 Standard for Hospital Services, Children’s NSF, p33 at 4.55.
132 Healthcare Commission, Improving services for children in hospital, 2009.
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disjoin ted from community services.133 These are all areas of poor 
prac tice that dispro por tion ately affect disabled chil dren.

NHS therapy services

5.72 The import ance of disabled chil dren receiv ing appro pri ate and timely 
ther apies – such as speech and language therapy or physio ther apy – 
is emphas ised in a number of offi cial docu ments134 – not least the 
NSF (see para 5.55). Speech and language therapy should gener ally 
be considered as special educa tional provi sion and, accord ingly, 
provided by the local educa tion author ity where a SEN state ment/
EHC plan exists.135 Where there is no state ment/plan (or when the 
child has a need other than an educa tional need for therapy) then 
these crucial services must be accor ded a high prior ity by the relev ant 
health body – not least in rela tion to speech and language therapy 
since the posit ive oblig a tion on a state to facil it ate a child’s right of 
expres sion comes within the sphere of funda mental human rights.136 
If delay in provid ing these supports occurs due to a dispute between 
an educa tion author ity and the NHS, then consid er a tion should be 
given to making a joint complaint about the failure of these bodies to 
work together (see para 5.29).

5.73  As noted above (see para 5.48 and further in chapter 4 at para 
4.115) where an EHC plan exists, it must contain a separ ate section 
(G) that provides specific details of the health provi sion required to 
address the disab il it ies which result in the young person’s SEN and 
how this support will help enable him or her to achieve their personal 
educa tional outcomes. The Code of Practice137 notes that this may:

133 CQC, Healthcare for disabled children and young people, March 2012.
134 HM Treasury and Department for Education and Skills, Aiming high for 

disabled children: better support for families, 2007; Department for Children 
Schools and Families, The Bercow report: a review of services for children and 
young people (0–19) with speech, language and communication needs, 2008; 
DOH, Department of Education and others, Improving Children and Young 
People’s Health Outcomes: a system wide response, 2013.

135 See chapter 4 at para 4.10; and CFA 2014 s21(5).
136 For example, ECHR Articles 8 and 10 and UNCRC Article 13: this assertion 

is made by J Morris, Accessing human rights: Disabled children and the Children 
Act, The Who Cares? Trust, London, 1998, p20, and accepted by the DOH: see 
DOH, Assessing children in need and their families: practice guidance, HMSO, 
2000, para 3.125.

137 SEND Code, p167.
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. . . include special ist support and ther apies, such as medical treat-
ments and deliv ery of medic a tions, occu pa tional therapy and physio-
ther apy, a range of nursing support, special ist equip ment, wheel chairs 
and contin ence supplies.

5.74 As also noted above at para 5.49, CFA 2014 s42 creates a specific ally 
enforce able duty in rela tion to the health care provi sion specified in 
the plan – that the CCG must ensure that it is made avail able to the 
child or young person.138

5.75  Despite the vital import ance of such health care supports, chil-
dren and young people’s access to rehab il it a tion and therapy services 
appears to be incon sist ent across regions, with long waits in some 
areas. In meeting stand ard 8 of the Children’s NSF, local author it ies 
and NHS bodies are expec ted to review local therapy services in 
order to:

a) promote self-referral, simpli fy ing the care pathway, and reduce 
excess ive waits that may affect a child’s devel op ment;

b) improve admin is trat ive systems and processes for refer ral and 
discharge, and the effect ive ness of outcomes of differ ent thera-
peutic regimes, such as group sessions; and

c) ensure that the supply of timely therapy services is suffi cient to 
meet the needs of chil dren and young people who require it, 
based on assessed needs. This may involve increased capa city to 
ensure that all chil dren and young people attend ing early educa-
tion settings and main stream or special schools have equal access 
to therapy.139

5.76 Ultimately, local author it ies and CCGs need to ensure that:

•	 parents or carers, chil dren and young people are active part ners 
in decisions about rehab il it a tion or therapy services, with agreed 
goals for what it is inten ded to achieve and how they can help;

•	 thera peutic inter ven tions are agreed and over seen by special ist 
paedi at ric ther ap ists; and

•	 therapy is delivered in the most appro pri ate setting, which may 
include the home or educa tional settings.140

138 SEND Code, para 9.141.
139 Disabled Child Standard, Children’s NSF, p15.
140 Disabled Child Standard, Children’s NSF, p15.
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NHS equip ment provi sion

5.77 NHS Act 2006 s3 requires the NHS to provide – among other things 
– services and facil it ies to address people’s health care needs. The 
NHS’s equip ment provi sion oblig a tions are broad and comple ment-
ary to those on local author it ies concerned with social care support 
(see chapter 3 at para 3.77). They include, for example, provid ing 
special ist beds for chil dren living at home, ceiling rails for hoists, 
refri ger at ors for medi cines, walking frames, wheel chairs and so on. 
The provi sion of such equip ment may have to be sanc tioned by the 
local health body although GPs are author ised to provide a wide 
range of ‘appli ances’, eg medical aids, dress ings, pads etc as well as 
basic equip ment to help over come the effects of disab il ity.141

5.78  Because of concerns over the inad equate nature of equip ment 
services,142 steps have been taken to require local health bodies and 
coun cils to estab lish joint ‘integ rated equip ment services’.143 
Paragraph 7 of the relev ant guid ance144 provides an illus trat ive list of 
the type of equip ment that might be avail able from such an integ-
rated service, namely:

Community equip ment is equip ment for home nursing usually 
provided by the NHS, such as pres sure relief mattresses and 
commodes, and equip ment for daily living such as shower chairs and 
raised toilet seats, usually provided by local author it ies. It also 
includes, but is not limited to:

•	 Minor adapt a tions, such as grab rails, lever taps and improved 
domestic light ing.

•	 Ancillary equip ment for people with sensory impair ments, such 
as liquid level indic at ors, hearing loops, assist ive listen ing devices 
and flash ing door bells.

•	 Communication aids for people with speech impair ments.
•	 Wheelchairs for short-term loan, but not those for perman ent 

wheel chair users, as these are prescribed and funded by differ ent 
NHS services.145

141 NHS (General Medical Services Contracts) Regulations 2015 SI No 1862 reg 
56.

142 See, for example, Audit Commission, Fully equipped: the provision of equipment 
to older or disabled people by the NHS and social services in England and Wales, 
2000.

143 DOH, Community equipment services guidance, HSC 2001/0: LAC (2001)13, 
27 March 2001.

144 DOH, Community equipment services guidance, HSC 2001/0: LAC (2001)13, 
27 March 2001.

145 See para 5.81.
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•	 Telecare equip ment such as fall alarms, gas escape alarms and 
health state monit or ing for people who are vulner able.

5.79 Notwithstanding the aim of making equip ment an integ rated support 
service, disputes inev it ably arise as to which author ity is respons ible 
for provi sion. This may be a dispute between a council and a CCG 
– but disputes can also arise between health bodies them selves. An 
example would be where a disabled child is attend ing a school in an 
area outside his or her home NHS area146 and the equip ment is 
needed at the school (for example, an addi tional walking frame). If 
hard ship is caused by such a dispute then a joint complaint or applic-
a tion for judi cial review about the failure of these bodies to work 
together should be considered (see para 5.29 above).

5.80  A 2007 ombuds man’s report147 concerned such a case, where the 
patient required a special ist profil ing bed and a special ised seating 
system. The ombuds man considered that one of the health bodies 
should have funded the neces sary equip ment as an interim measure, 
pending the resol u tion of the dispute – and that a failure to do this 
amoun ted to malad min is tra tion.

Wheelchair provi sion

5.81 The provi sion of publicly funded wheel chairs is an NHS respons ib-
il ity.148 The need for a suit able wheel chair will often be capable of 
being expressed in the language of human rights, for example, in 
terms of a right under Article 8 of the European Convention on 
Human Rights (ECHR) for a child to be enabled to inter act with 
other people and the envir on ment.149 Not infre quently, consid er able 
hard ship and pain (partic u larly postural pain) will be caused by the 
use of an unsuit able wheel chair such that this could be expressed as 

146 In such cases, guidance exists as to how to decide the ‘responsible 
commissioner’ – DOH, Who Pays? 2013.

147 Public Services Ombudsman for Wales, Complaint against Bro Morgannwg 
NHS Trust, Cardiff & Vale NHS Trust, Vale of Glamorgan Council and Vale 
of Glamorgan Local Health Board, Case Refs 200501955, 200600591 and 
200700641, 28 November 2007 – see pp28 and 30.

148 Under NHS Act 2006 s3: see, for example, DOH/Care Services Improvement 
Partnership, Out and about: Wheelchairs as part of a whole-systems approach to 
independence, 2006, p30.

149 See, for example, Botta v Italy (1998) 26 EHRR 241 at [32]; and see also paras 
2.14–2.19 above.
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degrad ing treat ment (contrary to Article 3150) or contrary to Article 8 
in rela tion to the impact on the person’s phys ical and psycho lo gical 
integ rity, or dignity.151

5.82  Assessments for wheel chairs and their provi sion are the respons-
ib il ity of local NHS wheel chair services in England. Assessments are 
under taken by special ists, usually an occu pa tional ther ap ist or 
physio ther ap ist, although GPs should support chil dren in seeking 
such equip ment and provide advice on the process. As noted above, 
respons ib il ity for commis sion ing special ist wheel chairs has trans-
ferred from NHS England to CCGs.

5.83  Brief guid ance on wheel chair provi sion was issued in 1996152 
albeit that it concen trates on the provi sion of elec tric ally powered 
indoor/outdoor wheel chairs (EPIOCs). A voucher scheme also exists 
that gives the option of purchas ing a non-motorised wheel chair from 
an inde pend ent supplier – although in such cases, the user will be 
respons ible for its main ten ance and repair. In May 2016, it was 
announced that NHS England would be devel op ing a personal health 
budgets model (see further at para 5.107 below) for the provi sion of 
wheel chairs. It is said that the new personal health budget scheme 
will offer more choice of where wheel chairs can be bought as well as 
a detailed care plan that will help users make informed decisions 
about their wheel chair. The care plans will also go beyond purchas-
ing the chair to include guid ance on future main ten ance, repair and 
replace ment needs. Since April 2017, all CCGs in England have been 
expec ted to start devel op ing local personal wheel chair budget offers 
to replace the old wheel chair voucher system. At the time of writing 
(October 2019), wheel chair vouch ers are still oper at ing along side 
personal wheel chair budgets.153 In some cases, powered wheel chairs/
scoot ers can also be purchased through the Motability Scheme by 
those in receipt of the high rate mobil ity compon ent of the disab il ity 
living allow ance (DLA) or the enhanced rate of the mobil ity compon-
ent of the personal inde pend ence payment (PIP).

5.84  The 1996 guid ance concern ing EPIOCs gave as sugges ted criteria 
for their provi sion that the person is:154

150 See, for example, Price v UK (2002) 34 EHRR 1285.
151 See again Botta v Italy (1998) 26 EHRR 241 at [32] and R (Bernard) v Enfield 

LBC [2002] EWHC 2282 (Admin); (2002) 5 CCLR 577.
152 HSG (96)34, Powered indoor/outdoor wheelchairs for severely disabled people and 

HSG(96)53, The wheelchair voucher scheme.
153 NHS England, Personal wheelchair budgets.
154 NHS Executive, Powered indoor/outdoor wheelchairs for severely disabled people, 

HSG (96)34, May 1996.
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•	 unable to propel a manual chair outdoors;
•	 able to benefit from the chair through increased mobil ity leading 

to improved quality of life; and
•	 able to handle the chair safely.

5.85 In prac tice there have in the past been severe concerns about the 
adequacy of the NHS wheel chair services155 which have resul ted in 
many famil ies seeking char it able and other support in order to 
address their child’s mobil ity needs – for example, from char it ies 
such as Whizz-Kidz and Cerebra.156 It is hoped that the roll-out of 
personal wheel chair budgets will improve the picture, so that famil-
ies will not have to rely on char it able support.

Short breaks

5.86 Although short breaks157 are services most commonly provided by 
local author it ies (and are considered in chapter 3 at paras 3.92–3.97 
above), the NHS also has import ant respons ib il it ies to provide such 
support. The need for short breaks or respite will now form an 
import ant part of the right to a parent carer’s assess ment under 
Children Act 1989 ss17ZD and 17ZE (see chapter 8 at para 8.19 
below). The NHS duty was recog nised in R (T, D and B) v Haringey 
LBC158 (see para 5.92 below) and is high lighted in a number of 
import ant NHS guid ance docu ments.159 Where, there fore, the child 
would need access to health care supports during a period of short 
break provi sion, the NHS should ensure that this service is avail able. 

155 See, for example, Audit Commission, Fully equipped 2002: assisting 
independence, 2002; DOH, Evaluation of the powered wheelchair and voucher 
system 2000, 2002; emPower, NHS wheelchair and seating services mapping 
project: f inal report, Limbless Association, 2004; and Prime Minister’s Strategy 
Unit, Improving the life chances of disabled people, 2005. See also, N Sharma with 
J Morrison, Don’t push me around! Disabled children’s experiences of wheelchair 
services in the UK, 2006, a joint report published by Barnardo’s and Whizz-Kidz 
and endorsed by the UK’s four Children’s Commissioners; the 2010 Inquiry 
commissioned in Wales – Welsh Assembly Government (2010) Health, 
Wellbeing and Local Government Committee: Ministerial Evidence session 
HWLG(3)–04–10-p4: 4 March 2010 and Every Disabled Child Matters, 
Disabled children and health, 2009, p13.

156 See: www.whizz-kidz.org.uk and http://w3.cerebra.org.uk/.
157 Also known, particularly in the health context, as ‘respite care’ although the 

term is not preferred from a disability rights perspective.
158 [2005] EWHC 2235 (Admin): (2006) 9 CCLR 58.
159 See, for example, DOH, The national framework for NHS continuing healthcare 

and NHS funded nursing care in England, October 2018, para 265.
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It can do this by provid ing or funding the short break/respite care or 
working with the local author ity to ensure that the service is avail-
able. In the Haringey case, the health body was respons ible for the 
service by provid ing a respite care service in the chil dren’s home (or 
paying a private agency to do this).

5.87  Sometimes, however, the provi sion of short breaks will be a joint 
initi at ive under the ‘working together’ duties (see para 5.20 above). 
For example, a respite care centre run by a local author ity may not 
have staff trained to deliver certain health care support (such as 
admin is ter ing rectal valium) which as a consequence might make 
the service unavail able to chil dren with certain disabling condi tions. 
Such an impasse could be resolved, if a care assist ant at the centre 
was willing to take on this role and be trained by the NHS in the 
proced ure (and when admin is ter ing the valium, he or she would be 
doing this as an agent of the NHS).

5.88  Short breaks have been iden ti fied as a key prior ity for NHS deliv-
ery and invest ment by the DOH with a clear expect a tion that both 
local author it ies and health bodies will deliver addi tional and better 
quality short breaks services for disabled chil dren and their famil-
ies.160 In 2013 DOH guid ance, a best prac tice case study is set out in 
which the CCG and the local author ity have form ally integ rated their 
commis sion ing for disabled chil dren and have provided addi tional 
sessions of respite care.161

Continence services

5.89 Achieving contin ence is a central goal for many disabled chil dren 
and their famil ies. Yet even when contin ence assess ments are avail-
able, parents report real prob lems in secur ing the supply of the right 
sort of contin ence products for their child, with many exper i en cing a 
‘one size fits all’ service.162 NHS guid ance in the Children’s NSF 
recom men ded ‘an integ rated community based paedi at ric contin-

160 Department for Children Schools and Families/DOH, Aiming high for disabled 
children: short breaks implementation guidance, 2008; and DOH, Healthy lives, 
brighter futures – The strategy for children and young people’s health, 2009.

161 DOH, Department of Education and others, Improving Children and Young 
People’s Health Outcomes: A system wide response, 2013, p32.

162 See in this respect the Cerebra Legal Entitlements Research Project Digest, 
Digest of Opinions 2013, ‘Jinny’s Story’, Cardiff Law School, 2014, which 
concerns a NHS body that operated an inflexible policy in relation to a 
disabled young person’s continence needs.

36470.indb   264 19/12/2019   14:56



Health  265

ence service’ in every area. In 2007, the DOH issued the Children’s 
Continence Exemplar to support the devel op ment of child-centred 
local deliv ery.163

5.90  Detailed prac tice guid ance concern ing the organ isa tion and range 
of contin ence services that should be made avail able has been issued 
by the DOH.164 This advises that the nature and quant ity of contin-
ence supplies made avail able should be determ ined as a result of an 
indi vidual assess ment of need in every case. Research suggests,165 
however, that despite the require ment for pads to be avail able on the 
basis of clin ical need, almost 75 per cent of CCGs operate a fixed 
policy which stip u lates a maximum number of contin ence pads that 
can be provided over a specified period. The research concerned 
older people but the exper i ence of disabled chil dren is similar: such 
policies are, however, contrary to the guid ance, fetter the author it ies’ 
discre tion and, where indi vidual hard ship results, consti tute malad-
min is tra tion. If chal lenged through an applic a tion for judi cial review, 
it is highly likely (in the opinion of the authors) that such a policy 
would be held to be unlaw ful.

Continuing care

5.91 Although (as noted above, see para 5.24) the local author ity will 
gener ally be the lead agency in co-ordinating the support services for 
a disabled child, frequently the package will have funding support 
from the NHS and the educa tion depart ment (in rela tion to SEN 
needs – see chapter 4) as well as from the chil dren’s services depart-
ment of the local author ity. In some cases, however, the child’s needs 
are such that the NHS may not only become the lead agency, but it 
may also assume sole respons ib il ity for funding the child’s health 
and social care needs. In such situ ations, the child is held to be 
eligible for ‘NHS continu ing care’.

5.92  R (T, D and B) v Haringey LBC166 is an example of a case involving 
a disabled child with complex health needs. Her impair ment meant 

163 Despite these recommendations, the Every disabled child matters campaign 
describes integrated paediatric continence services as ‘virtually non-existent’: 
EDCM, ‘Disabled children and health’, 2009, p30.

164 DOH, Good practice in continence services, April 2000. See also NHS England, 
Excellence in continence care, July 2018.

165 Royal College of Physicians, National audit of continence care for older people, 
November 2006.

166 [2005] EWHC 2235 (Admin); (2006) 9 CCLR 58.
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that she required a tracheo stomy (a tube in the throat) which needed 
regular suction ing. The child was discharged from hospital and 
cared for at home, with her mother being trained to manage the 
tracheo stomy with back-up from the district nursing service. The 
issue in the case was which author ity – the health body or local 
author ity – was respons ible for provid ing the respite care that the 
mother required – since when she was attend ing to the tracheo stomy 
she had to be awake through the night. The court held that in such a 
situ ation, the NHS was respons ible – meaning that the same prin-
ciples for NHS continu ing health care eligib il ity as applied to adults, 
applied to chil dren. In the judge’s opinion, the ‘scale and type of 
nursing care’ was such that it was outside that which could be 
provided by the local author ity. What was required in this case was a 
night sitter who could replace the care provided by the mother – but 
who did not need to be a qual i fied nurse. In similar terms, in R 
(Juttla) v Hertfordshire Valleys CCG167 a respite unit for chil dren with 
complex health needs was held to be a health service even though it 
was accep ted that much of the care provided could be delivered by 
trained social care staff.

5.93  The DOH has issued guid ance specific ally concerned with the 
assess ment of chil dren’s eligib il ity for NHS Continuing Care – The 
National Framework for Children and Young People’s Continuing Care 
2016168 (‘Continuing Care Framework’).

5.94  The frame work sets out the process for arran ging pack ages of 
continu ing care for chil dren and young people who have health 
needs that cannot be met by exist ing univer sal and special ist services. 
It requires that every child or young person referred to the NHS with 
possible continu ing care needs should be offered an assess ment169 by 
a nomin ated chil dren and young people’s health assessor.170 There 
are four key areas of evid ence that should be considered in the 
assess ment:

•	 the pref er ences of the child or young person and their family;
•	 a holistic assess ment of the needs of the child or young person 

and their family;

167 [2018] EWHC 267 (Admin); (2018) 21 CCLR 325.
168 The 2016 guidance has been the subject of trenchant criticism – see L 

Clements, Means testing children’s healthcare by stealth (2018) at: www.
lukeclements.co.uk/means-testing-childrens-healthcare-by-stealth/

169 Continuing Care Framework, para 55.
170 Continuing Care Framework, para 7.
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•	 reports and risk assess ments from a multidiscip lin ary team or 
evid ence collated during the Education, Health and Care plan 
assess ment; and;

•	 the Decision Support Tool for chil dren and young people (see 
para 5.98 below).

5.95 The frame work makes the not unreas on able point, that for chil dren 
even if there is a primary health care need it is unreal istic for all 
commis sion ing respons ib il ity to shift to the NHS:

Children with complex needs may not only need support from health 
services. They may also have special educa tional needs, and need 
support from social care. Unless there is a good reason for this not to 
happen, continu ing care should be part of a wider package of care, 
agreed and delivered by collab or a tion between health, educa tion and 
social care.171

5.96 What is being asser ted here is that from a policy perspect ive, social 
services and the educa tion agen cies should remain involved – even if 
a child has a primary care need. What the guid ance cannot do is over-
rule or under mine the law, as detailed in the Haringey judg ment. The 
legal posi tion is, there fore, that once a child is eligible for NHS 
continu ing care, funding, the chil dren’s services depart ment is 
unable to fund social care services which are related to a child’s 
medical needs – in the same way that the adult legis la tion (ie the 
Care Act 2014 s22) prohib its adult services funding services for 
adults. Services provided by the local author ity must not turn the 
author ity ‘into a substi tute or addi tional NHS for chil dren’.172 
Children’s services do, however, retain respons ib il it ies for safe guard-
ing and asso ci ated social work func tions eg:

•	 helping parents with the emotional prob lems of caring for 
disabled chil dren;

•	 provid ing carer support services ie services delivered solely to the 
parents/siblings – bearing in mind that respite care services are 
gener ally not of this nature since they are gener ally delivered to 
the child (eg a sitting service or overnight care);

•	 giving inform a tion and so on.

5.97 So, for example, if a child’s beha viour became very chal len ging and a 
safe guard ing issue arose then social services would have a role to 
fulfil. The safe guard ing work under taken by the local author ity might 

171 Continuing Care Framework, paras 15–16.
172 R (T, D and B) v Haringey LBC [2005] EWHC 2235 (Admin); (2006) 9 CCLR 

58 at [68].
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flag up that the mother was not coping and that she had a need to 
develop the skills to address the beha viour and also that the child 
needed short break care. It would be a health func tion to provide 
support to manage chal len ging beha viour (ie skilled assist ants); it 
would be a health func tion to train the mother to acquire these skills; 
and the provi sion of the short break care too would be a NHS 
respons ib il ity. This could be provided by skilled assist ants coming to 
the home or the child going to a resid en tial or overnight foster ing 
place ment – and, in this case, social services could seek to ensure 
this happened using its powers under Children Act 1989 s27.

Decision support tool

5.98 The frame work contains a decision support tool which is based on a 
tool widely used for adults,173 and brings together needs from across 
ten care domains:

1) chal len ging beha viour;
2) commu nic a tion;
3) mobil ity;
4) eating and drink ing;
5) contin ence and elim in a tion;
6) skin and tissue viab il ity;
7) breath ing;
8) drug ther apies and medi cines;
9) psycho lo gical and emotional needs; and
10) seizures.

 It describes five levels of need, from low to prior ity, and provides 
descriptors to assess the level of need for each of the care domains. 
The frame work indic ates that three ‘high’ ratings, one severe rating 
or one prior ity rating is likely to indic ate that the child or young 
person has continu ing care needs.174

5.99  The frame work stresses that the decision support tool is not 
prescript ive and the import ance of exer cising evidence-based profes-
sional judg ment in all cases. Following assess ment, the frame work 
indic ates that a decision as to whether or not the child has a continu-
ing care need should be made by a multidiscip lin ary or multi-agency 
forum or panel and, where a decision is made regard ing a package of 
continu ing care, processes under taken to put it in place.

173 For detailed consideration of these tools see L Clements, Community care and 
the law, 7th edn, LAG, 2019.

174 Continuing Care Framework, para 148.
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5.100  The frame work requires NHS bodies to have a local complaints 
proced ure in place to respond to any disagree ments voiced by the 
child or their family about any aspect of the continu ing care process. 
In addi tion, once a continu ing care package is put in place, regular 
reviews must be carried out. The frame work recom mends that a 
review takes place three months after initial assess ment and then 
annu ally or more frequently depend ing on the specific case.

The continu ing care pathway

5.101 Included in the 2016 frame work is a continu ing care pathway, which 
shows how the continu ing care process should look from the 
perspect ive of child or young person and their family.175 The pathway 
specifies:

•	 four phases – assess ment, decision-making, arrange ment of 
provi sion and ongoing;

•	 seven discrete steps within these phases – identify, assess, recom-
mend, decide, inform, deliver and review;

•	 key actions to be under taken at each stage; and
•	 times cales, which should see the child and family informed of the 

continu ing care service provi sion decision within six weeks of the 
refer ral.

5.102 The frame work also contains detailed guid ance on the continu ing 
care process and pathway.176

Continuing care and direct payments/personal 
budgets

Direct payments

5.103 Where a disabled child is deemed eligible for NHS continu ing care 
funding it means that the care provided is subject to the provi sions of 
the NHS Act 2006 and not the social services stat utes (such as 
Children Act 1989 and CSDPA 1970, see chapter 3). Like social 
services author it ies, NHS bodies are now able to make direct 
payments for the provi sion of certain types of health care services 

175 Continuing Care Framework, p13.
176 Continuing Care Framework, paras 55–110.
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under the NHS Acts, includ ing for chil dren.177 Guidance from NHS 
England178 sets out illus trat ive examples of why a CCG might decide 
not to provide someone with direct payments – for example, because 
‘the benefit to that indi vidual of having a direct payment for health-
care does not repres ent value for money’.

5.104  Before provid ing direct payments, NHS bodies must prepare a 
care plan setting out the health services that are to be provided and 
must advise the patient, or their repres ent at ive in the case of a child, 
of any poten tial risks arising out of the use of direct payments.179 The 
direct payment must be set at a level to secure the agreed provi sion 
in any EHC plan (see para 5.47) and meet health needs agreed in the 
personal health budget care plan (see para 5.107 below for more on 
personal health budgets).180 Guidance from NHS England states that 
‘direct payments must be set at a level suffi cient to cover the full cost 
of each of the services agreed in the care plan’.181 For each person 
receiv ing a direct payment, the CCG must name a care co-ordinator, 
and this must be recor ded in the care plan.182 The role of the care 
co-ordinator includes under tak ing or arran ging for monit or ing and 
review of the direct payment.

5.105  A health direct payment can only be used to pay an indi vidual 
living in the same house hold, a close family member183 or a friend 

177 See NHS Act 2006 s12A and National Health Service (Direct Payments) 
Regulations 2013 SI No 1617 reg 4. Health direct payments for children under 
16 must be made to a ‘representative’ who must act in accordance with  
reg 4(3); for example they must ‘act in the best interests of the patient when 
securing the provision of services in respect of which the direct payment is 
made’. See further NHS England, Guidance on Direct Payments for Healthcare: 
Understanding the Regulations, March 2014.

178 NHS England, Guidance on Direct Payments for Healthcare: Understanding the 
Regulations, March 2014, para 33.

179 National Health Service (Direct Payments) Regulations 2013 reg 8. The 
requirements of the care plan are set out in NHS England, Guidance on direct 
payments for healthcare: Understanding the regulations, March 2014, para 97. See 
the SEND Code at para 9.124 for how sections G and J of an EHC plan can be 
modified to fulfil the requirements of a care plan for health direct payments.

180 SEND Code, para 9.120.
181 NHS England, Guidance on Direct Payments for Healthcare: Understanding the 

Regulations, March 2014, para 117. The guidance goes on to emphasise (para 
118) that ‘hidden costs’ such as National Insurance and pension contributions 
and training costs must be recognised in this calculation.

182 NHS England, Guidance on Direct Payments for Healthcare: Understanding the 
Regulations, March 2014, para 114.

183 The definition of ‘close family member’ is provided in box 3 at para 154 of 
NHS England, Guidance on Direct Payments for Healthcare: Understanding the 
Regulations, March 2014.
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if the CCG is satis fied that to secure a service from that person is 
neces sary in order to satis fact or ily meet the person receiv ing care’s 
need for that service; or to promote the welfare of a child for whom 
direct payments are being made.184

5.106  Where the CCG or commis sion ing health body declines a request 
for a direct payment pursu ant to a personal health budget, they  
must set out their reasons for doing so in writing and provide the 
indi vidual with the oppor tun ity for a formal review.185

Personal health budgets

5.107 Since October 2014, disabled chil dren and young people who are 
eligible for continu ing care have had a right to have a ‘personal health 
budget’.186 Guidance from NHS England187 describes personal health 
budgets as ‘an amount of money to support a person’s iden ti fied 
health and well-being needs the applic a tion of which is planned and 
agreed between the indi vidual, their repres ent at ive, or, in the case of 
chil dren, their famil ies or carers and the local NHS team’. Although 
slightly differ ent terms are used in each, the guid ance188 and the 
Continuing Care Framework189 make clear that a personal budget 
can be paid in one of three ways:

•	 A notional budget – where the commis sioner spends the budget 
follow ing discus sion with the child or young person, and their 
family (or other repres ent at ive).

•	 A third party budget – where a person or organ isa tion inde pend-
ent of the indi vidual and the NHS manages the budget on behalf 
of the child or young person.

184 NHS England, Guidance on Direct Payments for Healthcare: Understanding the 
Regulations, March 2014, para 153.

185 SEND Code, para 9.109, p181.
186 See the National Health Service Commissioning Board and Clinical 

Commissioning Groups (Responsibilities and Standing Rules) (Amendment) 
(No 3) Regulations 2014 SI No 1611.

187 NHS England, Guidance on the ‘right to have’ a personal health budget in adult 
NHS continuing healthcare and children and young people’s continuing care, 
September 2014, pp8 and 10. The relevant guidance (see below) states (p11) 
that: ‘In the case of children this refers to the element of their care package 
that would normally be provided by the NHS once they become CC eligible 
and not the elements of their package provided by social care or education.’

188 NHS England, Guidance on the ‘right to have’ a personal health budget in adult 
NHS continuing healthcare and children and young people’s continuing care, 
September 2014, p10.

189 Continuing Care Framework, para 37.
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•	 A direct payment to the young person or their family (see para 
5.103 above).

5.108 The frame work states that ‘CCGs must publi cise and promote the 
avail ab il ity of personal health budgets and provide inform a tion, 
advice and support to those eligible.’ The guid ance also states that 
‘CCGs should ensure all three options are avail able to enable people 
to make a choice about the level of control they feel comfort able with’. 
There may be ‘excep tional circum stances’ where a personal health 
budget can be refused; the guid ance suggests this could be ‘due to 
the special ised clin ical care required or because a personal health 
budget would not repres ent value for money as any addi tional bene-
fits to the indi vidual would not outweigh the extra cost to the NHS’.190

5.109  Since 2015, the NHS has been imple ment ing personal health 
budgets as part of a wider drive to make health more person al ised, in 
line with the NHS Five Year Forward View191, and they are now 
mentioned in many other key strategies192. Evidence taken from the 
pilot of indi vidual budgets for famil ies with disabled chil dren 
suggests that chil dren, young people and their famil ies are bene fit-
ting from the control that personal health budgets give. In 2016/17 
more than 1,500 chil dren had a personal health budget, a number 
which is expec ted to increase rapidly over the next few years.193

Child and Adolescent Mental Health Services

5.110 Many disabled chil dren will exper i ence epis odes of mental ill-health. 
Many will need support from CAMHS: support designed to promote 
the mental health and psycho lo gical well-being of chil dren and  
young people. The inten tion of CAMHS is ‘to provide high quality, 
multi-disciplinary mental health services to all chil dren and young 
people with mental health prob lems and disorders to ensure  
effect ive assess ment, treat ment and support, for them and their 

190 NHS England, Guidance on the ‘right to have’ a personal health budget in adult 
NHS continuing healthcare and children and young people’s continuing care, 
September 2014, p15.

191 NHS England, NHS Five Year Forward View, 2015.
192 Including: SEND Code of Practice, 2015; NHS England, Five Year Forward 

View for mental health, 2016; Transforming care for people with learning 
disabilities – next steps.

193 NHS England, Personal health budgets and Integrated Personal Commissioning 
quick guide: children and young people, June 2017.
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famil ies’.194 In February 2011, the govern ment published a mental 
health strategy for people of all ages, which iden ti fied the follow ing 
object ives:195

More people will have good mental health.
More people with mental health prob lems will recover.
More people with mental health prob lems will have good phys ical 
health.
More people will have a posit ive exper i ence of care and support.
Fewer people will suffer avoid able harm.
Fewer people will exper i ence stigma and discrim in a tion.

5.111 This strategy was followed, in October 2011, by the govern ment 
commit ting £32 million to expand ing the avail ab il ity of talking ther-
apies for chil dren and young people.

5.112  The central import ance of mental health provi sion has been high-
lighted by the events at the Winterbourne View hospital, where 
vulner able people were subjec ted to terrible abuse. The report into 
what happened was produced by the DOH in December 2012. It 
addresses import ant issues relat ing to mental health care for chil-
dren and young people, as well as adults:196

•	 Children and young people have a right to be given the support 
and care that they need in a community-based setting, near to 
family and friends.

•	 Each area should have a locally agreed joint plan to ensure high 
quality care and support services for chil dren with mental health 
prob lems, learn ing disab il it ies or autism.

•	 The norm should be that chil dren and young people live in their 
own homes with the support they need for inde pend ent living 
within a safe envir on ment.

5.113 Unfortunately, CAMHS provi sion is widely criti cised as being 
disjoin ted, poor quality and diffi cult to access. In July 2014, NHS 
England revealed major prob lems with CAMHS, includ ing finding 
that many chil dren and young people were placed in hospit als 
hundreds of miles away from home or were inap pro pri ately placed 

194 Department for Children Schools and Families, Services supporting the 
emotional wellbeing and mental health of children and young people, 2010.

195 No health without mental health: a cross-government outcomes strategy for people of 
all ages, February 2011.

196 DOH, Transforming care: A national response to Winterbourne View Hospital, 
2012.
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on adult wards.197 In October 2014, the House of Commons Health 
Committee published a report into CAMHS.198 The report found 
that there are ‘serious and deeply ingrained prob lems with the 
commis sion ing and provi sion of chil dren’s and adoles cents’ mental 
health services’ that ‘run through the whole system from preven tion 
and early inter ven tion through to in-patient services for the most 
vulner able young people’.199

5.114  In its latest report in 2015, the Children and Young People’s 
Mental Health and Wellbeing Taskforce recog nised that there are a 
number of chal lenges facing CAMHS, includ ing diffi culties access-
ing mental health services gener ally, and crisis services in partic u lar. 
The taskforce’s key propos als include deliv er ing a joined-up approach 
between health and social care bodies, simpli fy ing commis sion ing 
struc tures and arrange ments and improv ing access to services.200

5.115  In 2017, the govern ment published its green paper for trans form-
ing chil dren and young people’s mental health, which detailed 
propos als for expand ing access to mental health care for chil dren and 
young people. Following a 13-week public consulta tion, during 
which the govern ment received more than 2,700 responses, in June 
2018 the Department of Health and Social Care (DHSC) and the 
Department for Education published its Response to the Children and 
Young People’s Mental Health Green Paper Consultation. The three core 
propos als were:

1. To incentiv ise and support all schools and colleges to identify and 
train a Designated Senior Lead for mental health.
2. To fund new Mental Health Support Teams, which will be super-
vised by NHS chil dren and young people’s mental health staff.
3. To pilot a four-week waiting time for access to special ist NHS chil-
dren and young people’s mental health services.

 The response also stated that the govern ment would make avail able 
£300 million of funding to imple ment the propos als.

5.116  NHS England is leading the deliv ery of two of the programme’s 
main commit ments, estab lish ing new Mental Health Support Teams 

197 NHS England, Child and Adolescent Mental Health Services (CAMHS) Tier 4 
Report, July 2014.

198 House of Commons Health Committee, Children’s and adolescents’ mental 
health and CAMHS, third report of session 2014–15.

199 House of Commons Health Committee, Children’s and adolescents’ mental 
health and CAMHS, third report of session 2014–15, at p3.

200 Children and Young People’s Mental Health and Well-being Taskforce, Future 
in Mind: Promoting, protecting and improving our children and young people’s 
mental health and wellbeing, 2015.
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and trial ling a four-week waiting time (2 and 3 above). NHS England 
is also support ing the Mental Health Services and Schools and 
Colleges Link Programme, which will be rolled out over four years. 
Under the programme, every school, college and altern at ive provi-
sion will be trained through a series of work shops to pool their 
under stand ing and resources and to draw up long-term plans, 
co-ordinated by CCGs.

5.117  The term ‘CAMHS’ can be used widely to refer to all services 
which play a part in promot ing chil dren’s mental well-being, or 
narrowly to refer to special ist mental health services for chil dren. 
The narrow meaning of the term is used in the remainder of this 
section, while recog nising the crit ical import ance of wider health 
and other services in achiev ing good mental health for disabled  
chil dren – and their famil ies.

5.118  There is no specific stat utory frame work for CAMHS. Accordingly, 
CAMH services are provided under the general oblig a tions created 
by the NHS Act 2006 and the Mental Health Act (MHA) 1983. 
Provisions in rela tion to deten tion in hospital and compuls ory treat-
ment will be found in the MHA 1983, for chil dren as for adults. All 
issues in rela tion to mental health treat ment should be informed by 
the 2015 Mental Health Act Code of Practice (‘MHA Code’) which 
has stat utory force.201 Particular regard should be had to chapter 19 
‘Children and young people under the age of 18’.

5.119  Input into CAMHS from chil dren’s services within local author-
it ies will be governed by the Children Acts 1989 and 2004, the 
Chronically Sick and Disabled Persons Act 1970 s2 (see chapter 3 at 
para 3.66) and MHA 1983 s117 (see para 5.136).

5.120  CAMH services are in large part shaped by govern ment policy 
initi at ives and targets. These targets and polices are relev ant in that 
they give an indic a tion of the nature and quality of services that 
disabled chil dren and their famil ies should expect to receive if they 
need the help of a special ist mental health service. It is for this reason 
that the follow ing para graphs provide a brief over view of the struc-
ture of local CAMH services, their guiding prin ciples and the services 
that they should be able to provide.

5.121  Many disabled chil dren will require input from CAMHS, whether 
because their primary need is a mental health need or because of 
second ary mental health prob lems asso ci ated with their disab il it ies, 
which may sadly emerge as a result of their needs not being addressed 
prop erly. The expect a tion is that all such chil dren will have ‘access to 

201 R (Munjaz) v Mersey Care NHS Trust [2006] 2 AC 148.
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timely, integ rated, high quality, multi-disciplinary mental health 
services to ensure effect ive assess ment, treat ment and support’202 
and that CAMHS will provide for four levels of service:

•	 Tier 1: A primary level of care.
•	 Tier 2: A service provided by special ist indi vidual profes sion als 

relat ing to workers in primary care.
•	 Tier 3: A special ised multi-disciplinary service for more severe, 

complex or persist ent disorders.
•	 Tier 4: Essential tertiary level services such as day units, highly 

special ised out-patient teams and in-patient units.

5.122 Responsibility for commis sion ing the first three tiers of CAMHS 
lies with CCGs. NHS England has respons ib il ity for commis sion ing 
Tier 4 of CAMHS.

A compre hens ive CAMHS

5.123 A 2003 Department of Health policy paper203 set the expect a tion that a 
compre hens ive CAMHS would be avail able in each local ity in 
England by 2006. This has proved to be aspir a tional, and recent 
reports suggest that such a service has yet to be achieved.204

5.124  In 2004, a specific Children’s NSF Standard was published to 
address the ‘Mental Health and Psychological Well-being of Children 
and Young People’205 which required that CAMHS should ensure, as 
part of their under pin ning prin ciples:

•	 access for all chil dren and young people regard less of their age, 
gender, race, reli gion, ability, culture, ethni city or sexu al ity;206

•	 multi-agency commis sion ing and deliv ery of services;207 and

202 DOH/DfES, National service framework for children young people and maternity 
services: the mental health and psychological well-being of children and young 
people: Standard 9, 2004 (‘NSF Standard 9’), p4.

203 DOH, Improvement, expansion and reform: the next 3 years, priorities and 
planning framework 2003–2006, 2003.

204 For analysis of what is meant by a ‘Comprehensive CAMHS’ and whether it 
has been achieved, see 11 Million, Out of the shadows? Children’s 
Commissioner for England, 2008, p42 and the 2008 UK Children’s 
Commissioners’ Report to UN Committee on the rights of the child, p23. See also 
House of Commons Health Committee, The Government’s Green Paper on 
mental health: failing a generation, sixth report of session 2017–19; and 
Children’s Commissioner for England, Early access to mental health support, 
April 2019.

205 NSF Standard 9, p49.
206 NSF Standard 9, p49.
207 NSF Standard 9, p49.
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•	 parti cip a tion of chil dren and young people and their famil ies at 
all levels of service provi sion.208

5.125 The NSF placed great emphasis on early inter ven tion,209 by (among 
other things) requir ing that health bodies and local author it ies ensure 
CAMH workers are avail able and access ible within community 
settings210 and that all local it ies have special ist multidiscip lin ary 
teams with the resources and skills to provide:
•	 special ist assess ment and treat ment services;
•	 services for the full range of mental disorders in conjunc tion with 

other agen cies as appro pri ate;
•	 a mix of short-term and long-term inter ven tions and care;
•	 a full range of evidence-based treat ments; and
•	 special ist services that are commis sioned on a regional or multi-

district basis, includ ing in-patient care.211

5.126 Adequate services must be in place for emer gen cies, includ ing 
policies that clarify the level of service provided and the criteria for 
refer ral. Arrangements need to be in place to ensure that 24-hour 
cover is provided to meet chil dren’s urgent needs and that a special ist 
mental health assess ment is under taken within 24 hours or during 
the next working day where indic ated.212

5.127  Health bodies and local author it ies are also required to develop a 
long-term strategy to ensure that young people213 are provided with 
services which meet their devel op mental needs. This includes ensur-
ing there are no gaps in service provi sion and that there is a smooth 
trans ition to adult services.

5.128  Adults who receive help from ‘second ary mental health services’ 
(for example from community mental health teams (CMHTs), early 
inter ven tion teams etc) are assessed and suppor ted under a  
system known as the care programme approach (CPA)214 and the 
CPA should also be used on trans ition from child to adult services 

208 NSF Standard 9, p13.
209 NSF Standard 9, eg pp8–9.
210 NSF Standard 9, p11–12.
211 NSF Standard 9, p50.
212 NSF Standard 9, p19.
213 The Mental Health Act Code refers to ‘child’ or ‘children’ as under 16s and 

‘young person’ or ‘young people’ in relation to those aged 16 or 17.
214 DOH, Refocusing the care programme approach policy and positive practice 

guidance, 2008, although the CPA is capable of being adapted to meet the 
needs of children in touch with CAMHS – see Annex B: CPA and Child and 
Adolescent Mental Health Services. See further the Mental Health Act Code at 
chapter 34.
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(see para 5.156 below for more on trans ition to adult health 
services).215

5.129  It is the respons ib il ity of health bodies and local author it ies to 
ensure that chil dren and young people with learn ing disab il it ies 
receive equal access to mental health services at all tiers of CAMHS. 
This includes:

•	 adequately resourced Tiers 2 and 3 learn ing disab il ity special ist 
CAMHS with staff with the neces sary compet en cies to address 
mental health diffi culties in chil dren and young people with 
learn ing disab il it ies; and

•	 access to Tier 4 services provid ing in-patient, day-patient and 
outreach units for chil dren and adoles cents with learn ing disab il-
it ies and severe and complex neuro-psychiatric prob lems.216

5.130 For more detail on CAMHS, see Dr Camilla Parker, Adolescent 
Mental Health Law (forthcoming 2020, LAG).

Admission to hospital for treat ment of a mental 
disorder

5.131 The law relat ing to the admis sion and treat ment of a child or young 
person with a mental health issue (whether ‘inform ally’, with parental 
consent or under the MHA 1983) is complex and is explained in 
chapter 19 of the MHA Code.217 A key complic at ing factor is the diffi-
cult rela tion ship that exists between the deten tion and treat ment 
powers under the 1983 Act, the Mental Capacity Act (MCA) 2005 
(which is of primary relev ance for persons aged 16 and over) and the 
common law as it relates to chil dren’s powers to make their own 
decisions.

5.132  Detailed guid ance on assess ment and applic a tions for deten tion 
in hospital under the MHA 1983 is set out in chapter 14 of the MHA 
Code218 which in addi tion, at chapter 19, provides guid ance on partic-
u lar issues arising in rela tion to chil dren and young people. An 
applic a tion is usually made by the approved mental health profes-
sional (AMHP) and, save in cases of emer gency, must be suppor ted 
by two medical recom mend a tions. Those with parental respons ib il-
ity (see chapter 2 at para 2.58) should be consul ted about decisions to 

215 NSF Standard 9, p22.
216 NSF Standard 9, p24.
217 See further DOH, The legal aspects of the care and treatment of children and 

young people with mental disorder, 2009.
218 DOH, Code of Practice: Mental Health Act 1983, TSO, 2015.
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admit/treat their child.219 The person iden ti fied as the ‘nearest relat-
ive’220 will have addi tional rights.

Ensuring an age appro pri ate envir on ment for CAMHS

5.133 MHA 1983 s131A requires that for mental health purposes the 
hospital envir on ment in which a child or young person is to be 
accom mod ated is age appro pri ate. The require ment applies regard-
less of whether the admis sion is informal or formal and its primary 
purpose is to ensure that chil dren and young people are not admit ted 
inap pro pri ately on to adult psychi at ric wards. A detailed briefi ng 
published in 2010 by Young Minds221 explains the nature of the oblig-
a tion created by section 131A and the very limited circum stance 
when an admis sion to an adult psychi at ric ward would be permit ted 
– and the oblig a tions that are placed on the hospital in such cases.222

Hospital discharge

5.134 The Children’s NSF Standard for Hospital Services223 provides 
general advice concern ing the discharge of chil dren from hospital 
care – includ ing the need (where appro pri ate) for effect ive liaison 
with social services – to ensure (for example) that equip ment is avail-
able and ‘that rehab il it a tion programmes can be contin ued at 
home’.224

5.135  Good prac tice guid ance is given in the Children’s NSF Standard 
for Mental Health and Psychological Well-being of Children and 
Young People225 where the discharge follows a period in an NHS 
mental health setting (or CAMHS arranged setting). The advice 
includes:

The in-patient unit needs to be able to hand over to an appro pri ately 
equipped community service. There needs to be a shared under stand-

219 See MHA Code, para 19.38.
220 See MHA Code at chapter 5 for the definition of ‘nearest relative’. See also 

MHA Code, paras 14.57–14.65.
221 C Parker, Young Minds brief ing on the responsibilities of NHS Trust Boards under 

section 131A of the Mental Health Act 1983, Young Minds, 2010.
222 See the MHA Code, paras 19.90–19.104.
223 DOH, Getting the right start: national service framework for children: standard for 

hospital services, 2003, see para 3.27 onwards.
224 DOH, Getting the right start: national service framework for children: standard for 

hospital services, 2003, see paras 3.27 and 3.30.
225 NSF Standard 9, para 9.13 onwards.
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ing of the level of care required on discharge from inpa tient services 
and if the appro pri ate resources are not avail able in community 
services, shared after care arrange ments should be considered; there 
may be a continu ing role for the in-patient team in the provi sion of 
outreach and after-care services.

5.136 Where the discharge of the child or young person follows their formal 
deten tion under either section 3 or one of the crim inal provi sions of 
the MHA 1983 1983, then they will be entitled to support services, 
not under the Children Act 1989 or the Chronically Sick and Disabled 
Persons Act 1970 (see chapter 3 above) but under MHA 1983 s117 
(‘section 117 services’). The fact that these services are provided 
under a distinct stat utory provi sion should not in prac tice make any 
mater ial differ ence to the child, young person or his or her family. 
Section 117 services do have certain distinct legal char ac ter ist ics, for 
example, they are the joint respons ib il ity of both the NHS and the 
local author ity,226 they must be provided free of charge227 and can 
cover a wide spec trum of supports – both health and social care – 
albeit that they must be required because of a mental health need.228 
A detailed consid er a tion of section 117 services is provided by the 
MHA 1983 Code of Practice.229

Consent to mental health treat ment

5.137 In all areas of health care, includ ing mental health care and treat-
ment, it will be unlaw ful to treat a disabled child unless the appro pri-
ate consent has been obtained or the treat ment is other wise 
author ised. A general over view of the law relat ing to mental capa city 
and decision-making is provided at chapter 7. Issues of capa city to 
consent to treat ment are dealt with below.

Consent to treat ment

Children (under 16s)

5.138 Consent to treat ment is a diffi cult issue for disabled chil dren, as it 
can be for all chil dren. Consent should be sought for each aspect of 

226 R v Mental Health Review Tribunal ex p Hall (1999) 2 CCLR 361.
227 R (Stennett) v Manchester CC [2002] UKHL 34; (2002) 5 CCLR 500.
228 MHA 1983 s117(6) and R (Mwanza) v Greenwich LBC and Bromley LBC 

[2010] EWHC 1462 (Admin); (2010) 13 CCLR 454.
229 DOH, Code of Practice: Mental Health Act 1983, 2015, chapter 33.
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the child or young person’s treat ment as and when it arises, even if 
the treat ment proposed could be given without consent under the 
MHA 1983.230 In rela tion to mental health treat ments, refer ence 
should be made to the MHA Code at chapter 19 and the DOH 
public a tion The legal aspects of the care and treat ment of chil dren and 
young people with mental disorder.231

5.139  Detailed guid ance has been issued by the DOH concern ing treat-
ment decisions relat ing to chil dren.232 Children’s capa city to consent 
to treat ment is determ ined by indi vidual assess ment. Children who 
are able to make decisions about their admis sion to hospital or treat-
ment are referred to as being ‘Gillick compet ent’, a refer ence to the 
leading House of Lords case.233 A ‘Gillick compet ent’ child is a child 
who has attained suffi cient under stand ing and intel li gence to be able 
to under stand fully what is involved in the proposed inter ven tion. 
Such a child will be regarded as compet ent to consent to a partic u lar 
inter ven tion, such as admis sion to hospital or proposed treat ment.234

5.140  If a child is not ‘Gillick compet ent’, those with parental respons ib-
il ity may, as a general rule, consent if the decision falls within the 
‘scope of parental respons ib il ity’. This relat ively diffi cult concept is 
discussed in detail in chapter 7 at para 7.11. The parent’s consent 
should be sought for each aspect of the child or young person’s care 
and treat ment as it arises.235

5.141  The ‘inher ent juris dic tion’ of the High Court can be invoked to 
make treat ment decisions on behalf of all chil dren, whether compet-
ent or other wise and the court may over ride treat ment consents or 
refus als if it considers it neces sary to do so in the child’s ‘best 
interests’.236 This juris dic tion has no limits other than the require ment 

230 DOH, The legal aspects of the care and treatment of children and young people 
with mental disorder, 2009, p56 at 4.3.

231 DOH, The legal aspects of the care and treatment of children and young people 
with mental disorder, 2009.

232 DOH, Reference guide to consent for examination or treatment, 2nd edn, 2009.
233 Gillick v West Norfolk and Wisbech Area Health Authority [1986] AC 112.
234 DOH, The legal aspects of the care and treatment of children and young people 

with mental disorder, 2009, p18 at 2.10.
235 See the MHA Code, chapter 19.
236 Re W (a minor) (medical treatment: court’s jurisdiction) [1993] Fam 64 and 

P Bowen, Blackstone’s guide to the Mental Health Act 2007, OUP, 2007, 
para 9.33. See further Re JM (a child) [2015] EWHC 2832 (Fam), where the 
court approved life-saving invasive surgery to treat cancer in relation to a ten-
year-old child whose parents did not consent to the treatment. The court gave 
guidance that in these cases an application should be made for a specific  
issue order under the Children Act 1989 s8 as well as under the inherent 
jurisdiction, see [20]–[28].

36470.indb   281 19/12/2019   14:56



282  Disabled	chil	dren:	a	legal	hand	book	 /	 chapter	5

to act in the child’s best interests, although the House of Lords has 
held that the Family Division cannot compel a public author ity to exer-
cise its public law func tions.237

Young people (16- and 17-year-olds)

5.142 The law on consent to treat ment, includ ing treat ment for mental 
disorder, for young people (aged 16–17 years) is governed by the 
MCA 2005 and Family Law Reform Act (FLRA) 1969 s8. The MCA 
2005 creates a rebut table presump tion that all indi vidu als aged 16 or 
over have capa city to make decisions for them selves, see further 
chapter 7. FLRA 1969 s8 provides that persons of this age can 
consent to any surgical, medical or dental treat ment.

5.143  MCA 2005 s3 provides that a person is deemed to be incap able of 
making a specific decision if they cannot under stand the inform a tion 
about the decision, retain the relev ant inform a tion in their mind, use 
or weigh the inform a tion as part of the decision-making process or 
commu nic ate their decision.238 A person may be incap able of ‘under-
stand ing’ relev ant inform a tion due to a partic u larly severe intel lec-
tual impair ment or because they have a completely distor ted sense of 
reality – for example, a belief that they are obese, when they are in 
fact emaci ated. Likewise, a person’s inab il ity to weigh inform a tion in 
their mind as part of the decision-making process, might stem, not 
from profound cognit ive impair ment but from an obses sional or 
compuls ive disorder – for example, an uncon trol lable phobia.239

5.144  The courts have held that, in certain cases, a court (or even a parent) 
can over ride a refusal by a compet ent child or a young person with 
capa city.240 While the courts, in the exer cise of their inher ent juris dic-
tion, can over ride certain treat ment refusal decisions of even 16- and 

237 A v Liverpool CC [1982] AC 363. In addition to the High Court’s inherent 
jurisdiction, courts also have jurisdiction under section 8 of the Children Act 
1989 to make a ‘specific issue order’ for the purposes of determining a specific 
question, including a question relating to medical treatment. See P Bowen, 
Blackstone’s guide to the Mental Health Act 2007, OUP, 2007, para 9.35.

238 MCA 2005 s3.
239 See, for example, Re MB (Caesarean section) [1997] 2 FLR 426; (1997–98) 38 

BMLR 175.
240 See, for example, Re R (a minor) (wardship: medical treatment) [1991] 4 All ER 

177 and Re W (a minor) (medical treatment: court’s jurisdiction) [1992] 4 All ER 
627. In Re W, the court also emphasised that the child or young person’s refusal 
is a very important consideration when deciding whether treatment should be 
given, despite the child or young person’s refusal, noting that its importance 
increases with their age and maturity; see the MHA Code at para 9.23.
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17-year-olds,241 great caution should be exer cised in relying on parental 
consent in rela tion to a compet ent child or a young person with capa-
city. In this context, the MHA Code states at para 19.39 that where a 
child under 16 has compet ence or a young person has capa city then it 
would be inad vis able to rely on parental consent. In such cases, legal 
advice should be sought and an applic a tion made to the relev ant court, 
if neces sary on an emer gency basis. See, further, the 2009 DOH guid-
ance concern ing treat ment decisions relat ing to chil dren.242

Emergency treat ment

5.145 If there is no other lawful basis on which to give the treat ment and if 
the failure to treat is likely to lead to the child or young person’s death 
or to severe injury, it may be possible to treat without consent or 
formal author isa tion.243 In this context, the 2009 DOH guid ance 
concern ing treat ment decisions relat ing to chil dren244 advises:

A life-threatening emer gency may arise when consulta tion with either 
a person with parental respons ib il ity or the court is impossible, or the 
person with parental respons ib il ity refuses consent despite such 
emer gency treat ment appear ing to be in the best interests of the child. 
In such cases, the courts have stated that doubt should be resolved in 
favour of the preser va tion of life, and it will be accept able to under take 
treat ment to preserve life or prevent serious damage to health.

Palliative care

5.146 A group of disabled chil dren whose needs must be given the highest 
prior ity are those with life-limiting condi tions who require palli at ive 
care services. In accord ance with Standard 8 of the Children’s NSF, 
high quality palli at ive care services should be avail able for all chil dren 

241 See, for example, Re P (a child) [2014] EWHC 1650 (Fam); [2014] Fam Law 
1249, where the court granted a declaration overriding the wishes of a 17-year-
old girl who had refused to consent to urgent life-saving treatment following a 
drug overdose.

242 DOH, Reference guide to consent for examination or treatment, 2nd edn, 2009, 
pp34–35.

243 In the mental health context, see the MHA Code at paras 19.71–19.72. The 
MHA Code suggests: ‘If the failure to treat the child or young person would 
be likely to lead to their death or to severe permanent injury, treatment may be 
given without their consent, even if this means overriding their refusal when 
they have the competence (children) or the capacity (young people and those 
with parental responsibility), to make this treatment decision.’

244 DOH, Reference guide to consent for examination or treatment, 2nd edn, 2009, 
p35, para 18. This guidance is relevant to all under 18s.
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and young people who need them. As with CAMHS, there is no 
specific stat utory basis for palli at ive care services, which are provided 
under the NHS Acts. Palliative care provi sion for chil dren has been 
criti cised. A 2011 DOH report, for example, found that although chil-
dren and famil ies over whelm ingly wanted a child in the terminal 
phase of an illness to die at home, 74 per cent of chil dren requir ing 
palli at ive care died in hospital.245

5.147  Since the public a tion of the Children’s NSF in England, local 
author it ies, CCGs and NHS Trusts have been required to ensure that:
•	 palli at ive care services provide high quality, sens it ive support that 

takes account of the phys ical, emotional and prac tical needs of the 
child and their family, includ ing siblings. Services are sens it ive to 
the cultural and spir itual needs of the child and family;

•	 services maxim ise choice, inde pend ence and creativ ity to promote 
quality of life;

•	 services are delivered where the child and family want;
•	 services include the prompt avail ab il ity of equip ment to support 

care, access to appro pri ate trans la tion services, and workers 
skilled in using commu nic a tion aids;

•	 services are regu larly reviewed with parents or carers, chil dren 
and young people, and gaps in provi sion iden ti fied and addressed;

•	 services are planned in part ner ship with volun tary sector providers 
and chil dren and young people’s hospices in local it ies where 
these exist;

•	 provi sion of services includes, where appro pri ate:
a) 24-hour access to expert ise in paedi at ric and family care (often 

provided by local community chil dren and young people’s 
services to enable continu ity of care);

b) 24-hour expert ise in paedi at ric palli at ive care (provided by 
those with special ist palli at ive care train ing);

c) pain and symptom control;
d) psycho lo gical and social support;
e) spir itual support which takes account of the needs of the whole 

family;
f ) where required, formal coun selling or therapy;
g) arrange ments to avoid unne ces sary emer gency admis sion to 

hospital;
h) proto cols for imme di ate access to hospital, if needed; and
i) a process for keeping the general prac ti tioner informed.246

245 DOH, NHS at Home: Community children’s nursing services, 2011, p31.
246 Disabled Child Standard, Children’s NSF, pp33–34.
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5.148 In recog ni tion of the ongoing prob lems in chil dren’s palli at ive care, 
the govern ment strategy docu ment Better care: better lives247 provides 
best prac tice guid ance on chil dren’s palli at ive care services in 
England. The vision of the guid ance is that every child with a life-
limiting and life-threatening condi tion has equit able access to high 
quality, family-centred care with services built around a philo sophy 
of ‘chil dren first’.248 In order to achieve this, the guid ance requires a 
fully integ rated approach among key deliv ery part ners and for all 
services to be designed around the needs of chil dren and their 
famil ies.249

5.149  The guid ance recog nises that all chil dren need to exper i ence life 
as a child and as such all chil dren with palli at ive care needs should 
have equal access to univer sal and generic services. These univer sal 
services should also be able to inform chil dren and their famil ies 
about what other support is avail able and work in part ner ship to 
ensure support is timely, access ible and effect ive. A flex ible approach 
should be adopted with recog ni tion that tradi tional methods of 
service deliv ery may need to be reviewed and, in some cases, services 
may have to be taken to the child.250 To achieve this, there should be 
joint assess ment and plan ning, joint funding or aligned budgets and 
an agreed decision-making formula such as the decision support tool 
in the National Framework for the Assessment of Children’s 
Continuing Care (see para 5.91 above).251

5.150  The guid ance also aims to ensure that all chil dren have a choice 
of loca tion of care, 24-hour access to multidiscip lin ary community 
teams and, when needed, special ist care advice and services.252 The 
inde pend ent review of chil dren’s palli at ive care services demon-
strated that there is an over re li ance on hospital-based care and that 
there needs to be an increased amount of community-based support 
through the use of multidiscip lin ary chil dren’s community teams.253 
Access to special ist end of life care is high lighted as a key compon ent 
of palli at ive care services. At this stage famil ies need access to the 
multidiscip lin ary community team working seven days a week as 

247 DOH, Better care: better lives: improving outcomes and experiences for children 
and young people and their families living with life-limiting and life-threatening 
conditions, 2009.

248 Better care: better lives, p11.
249 Better care: better lives, p12.
250 Better care: better lives, p26.
251 Continuing Care Framework, p13.
252 Better care: better lives, p30.
253 Better care: better lives, p31.
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well as 24-hour special ist support and advice and special ist psycho lo-
gical, emotional and spir itual care and bereave ment support.254

5.151  Co-ordination of trans ition between chil dren’s and adult services 
is as crit ical in palli at ive care as in every other aspect of disabled chil-
dren’s service provi sion. A trans ition support worker or named key 
worker should ideally be iden ti fied for each young person to oversee 
their trans ition, ensur ing links with a coun ter part within the receiv-
ing adult service.255 Concerns have been raised about young adults 
being able to access services during the trans ition period,256 although 
the Choice in End of Life Care Programme Board has now been 
commis sioned to provide advice to the govern ment on the quality 
and exper i ence of end of life care.

5.152  In December 2016, the National Institute for Health and Care 
Excellence (NICE) developed the first Guidelines on End of life care 
for chil dren and young people with life-limiting condi tions, setting out 
recom mend a tions about what chil dren and famil ies should expect to 
receive from the point at which their needs are iden ti fied until the 
end of their lives. This includes around bereave ment support, high-
light ing the need to discuss and plan in advance the arrange ments 
that may be needed and ensur ing parents and carers can access that 
support both before and after the death of a child and young person.

5.153  The asso ci ated NICE Quality Standard consists of six quality 
state ments, with the aim of helping those who provide palli at ive care 
for chil dren and their famil ies to: identify gaps and areas for improve-
ment; measure the quality of care; under stand how to improve care; 
and demon strate they are provid ing quality care.257

5.154  In July 2016, the DOH published its response to the Independent 
Review of Choice in End of Life Care (‘the Choice Review’).258 The 
govern ment’s response to the Choice Review259 included a ‘note on 
palli at ive and end of life care for chil dren and young people’, which 
stated that:

254 Better care: better lives, p33.
255 Better care: better lives, p40.
256 Report of the Long Term Conditions, Disability and Palliative Care Sub-Group, 

Children and Young People’s Health Outcomes Forum, 2012; Making a 
Difference for Young Adult Patients – Research Brief ing, York University, 2013.

257 National Institute for Health and Care Excellence, End of life care for infants, 
children and young people with life-limiting conditions: Quality Standard [QS160] 
2017.

258 The Choice in End of Life Care Programme Board, What’s important to me: A 
Review of Choice in End of Life Care, February 2015.

259 DOH, Our Commitment to you for end of life care: The Government Response to 
the Review of Choice in End of Life Care, July 2016.
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It is essen tial that the voices of chil dren and young people are heard 
so that they are involved in their care, able to express their needs and 
pref er ences and make informed choices about their care.

5.155 In September 2017, the DOH published a further report setting out 
the progress of its response to the Choice Review, one year on.260 The 
DOH confirmed that NHS England is working with the chil dren’s 
charity Together for Short Lives to promote the imple ment a tion of the 
NICE Guidelines on ‘End of life care for chil dren and young people 
with life-limiting condi tions’, referred to above at para 5.152. It also 
confirmed that it is working closely with the Paediatric Bereavement 
Network as they develop stand ards for bereave ment services in paedi-
at ric tertiary centres and guidelines for chil dren bereave ment.

Transition from child to adult services

5.156 As set out in detail in chapter 10, the guid ance (and in some contexts, 
the legis la tion) concern ing the respect ive respons ib il it ies of the 
NHS, social care and other services differ between chil dren’s and 
adult services. By way of example, the National Framework for NHS 
Continuing Healthcare and NHS-funded Nursing Care and the 
support ing guid ance only applies to people aged 18 or over. The 
terms ‘continu ing care’ (in rela tion to chil dren’s services) and ‘NHS 
continu ing health care’ (in rela tion to adults) also have differ ent 
mean ings, as explained above. It is import ant that young people and 
their famil ies are helped to under stand this differ ence and its implic-
a tions from the start of trans ition plan ning. Transition: moving on 
well261 sets out good prac tice for health profes sion als and their part-
ners in trans ition plan ning for young people with complex health 
needs or disab il it ies and A trans ition guide for all services262 explains 
how all relev ant services should work together with a young person 
to identify how they can best support them to help achieve their 
desired outcomes.

260 DOH, One Year On: The Government Response to the Review of Choice in End of 
Life Care, September 2017.

261 Department for Children Schools and Families/DOH, Transition: moving on 
well – a good practice guide for health professionals and their partners on transition 
planning for young people with complex health needs or a disability, 2008.

262 Department for Children Schools and Families/DOH, A transition guide for all 
services: key information for professionals about the transition process for disabled 
young people, 2007.
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5.157  The Continuing Care Framework states that every child or young 
person with a package of continu ing care who is approach ing adult-
hood should have a multi-agency plan for an active trans ition process 
to adult or univer sal health services or to a more appro pri ate special-
ised or NHS Continuing Healthcare pathway, and that there should 
be a single key contact for famil ies of a young person approach ing 
trans ition.263 The 2014 From the pond into the sea: Children’s trans ition 
to adult health services report sets out the CQC’s assess ment of trans-
ition services. Unfortunately, the report found that there is a signi fic-
ant differ ence between policy and prac tice, with many young people 
falling between the gaps of child and adult service provi sion.264

5.158  The SEND Code sets out general guid ance about what chil dren 
and young people are entitled to when they trans ition to adult health 
services:

•	 Health service and other profes sion als should work with the 
young person and, where appro pri ate, the young person’s family.

•	 Health profes sion als should gain a good under stand ing of the 
young person’s indi vidual needs, includ ing his or her learn ing 
diffi culties or disab il it ies, to co-ordinate health care around those 
needs and to ensure continu ity and best outcomes for the young 
person. This means working with the young person to develop a 
trans ition plan, which iden ti fies who will take the lead in 
co-ordinating care and refer rals to other services.

•	 The young person should know who is taking the lead and how to 
contact them.

•	 The CCG must co-operate with the local author ity in support ing 
the trans ition to adult services and must jointly commis sion 
services that will help to meet the EHC plan outcomes.

•	 In support ing the trans ition from CAMHS to adult mental health 
services, CCGs and local author it ies should refer to The Mental 
Health Action Plan, Closing the Gap: Priorities for Essential Change 
in Mental Health.265

5.159 Children’s continu ing care teams should identify those young people 
for whom it is likely that adult NHS continu ing health care will be 
neces sary and notify the relev ant CCG that will hold adult respons ib-
il ity for them. Such young people should be iden ti fied when they 
reach the age of 14. This should be followed up by a formal refer ral 

263 Continuing Care Framework, paras 113–114.
264 CQC, From the pond into the sea: children’s transition to adult health services, 

2014.
265 DOH, 2014.
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for screen ing at age 16 to the adult NHS continu ing health care team. 
By the age of 17, an indi vidual’s eligib il ity for adult NHS continu ing 
health care should be decided in prin ciple by the relev ant CCG in 
order that, where applic able, effect ive pack ages of care can be 
commis sioned in time for the indi vidual’s 18th birth day.266

5.160  Entitlement for adult NHS continu ing health care should initially 
be estab lished through use of the decision-making process set out in 
the National Framework for NHS Continuing Healthcare and NHS-
funded Nursing Care. If a young person receiv ing chil dren’s continu-
ing care has been determ ined by the relev ant CCG not to be eligible 
for adult NHS continu ing health care, they should be advised of  
their non-eligibility and of their rights to request an inde pend ent 
review on the same basis as NHS continu ing health care eligib il ity 
decisions regard ing adults.267 Even where a young person is not 
entitled to adult NHS continu ing health care, they may have some 
health needs that fall within the respons ib il it ies of the NHS. In such 
circum stances, CCGs should continue to play a full role in trans ition 
plan ning for the young person.268

5.161  Guidance from NHS England269 high lights (at para 88) the abrupt 
trans ition at 16 for a child who has previ ously been receiv ing health 
direct payments:

When a child on whose behalf a repres ent at ive has consen ted to direct 
payments reaches 16, the CCG may continue to make direct payments 
to the repres ent at ive or their nominee in accord ance with the care 
plan, provid ing the child who has reached 16 and the repres ent at ive 
and, where applic able the nominee, consent. If the child who has 
reached 16 does not consent the CCG must stop making direct 
payments. In either case, the CCG must as soon as reas on ably 
possible review the making of direct payments.

5.162 There is specific guid ance relat ing to the trans ition from chil dren’s 
to adult health services in differ ent service areas. For example, guid-
ance on the trans ition from CAMHS to adult mental health services 
can be found in the MHA Code of Practice.270

5.163  Further inform a tion on the issues for disabled young people in 
trans ition to adult health services can be found in chapter 10.

266 Continuing Care Framework, paras 118–120.
267 Continuing Care Framework, para 122.
268 Continuing Care Framework, para 124.
269 NHS England, Guidance on Direct Payments for Healthcare: Understanding the 

Regulations, March 2014, at para 88.
270 Mental Health Act 1983: Code of Practice, paras 19.119–18.120.
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