Guidance on discharge management
and community support for children
using long-term ventilation

Jane Noyes and Mary Lewis Barnardo’s

GIVING CHILDREN BACK THEIR FUTURE




From Hosprtal to Home

Guidance on discharge management and community

support for children using long-term ventilation

Jane Noyes and Mary Lewis

Barnardo’s

GIVING CHILDREN BACK THEIR FUTURE



From Hospital to Home

Published by Barnardo’s
Tanners Lane
Barkingside

Iiford

Essex

IG6 1QG

Charity registration number 216250

Section 2 (Exemplar) © Crown copyright date 2005
All other material © Barnardo’s 2005

All rights reserved. No part of this publication may be reproduced, stored on an unauthorised
retrieval system, or transmitted in any form or by any means without prior permission of the
publisher.

A catalogue record for this book is available from the British Library.

ISBN | 904659 14 4

Barnardo’s vision is that the lives of all children should be free
from poverty, abuse and discrimination.

Our purpose is to help the most vulnerable children and young
people transform their lives and fulfil their potential.

“To look into some aspects of the future, we do not need projections by supercomputers. Much
of the next millennium can be seen in how we care for our children today. Tomorrow's world
may be influenced by science and technology, but more than anything, it is already taking shape
in the bodies and minds of our children’

Kofi Annan, Secretary General of the United Nations, UNICEF convention, www.unicef.org
27/02/05 (‘Special case for children’)
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Copyright of documents, policies, guidelines and procedures

The Department of Health supports and encourages the development of good relationships,
formation of clinical networks and sharing of best practice as key principles underpinning
improvements in patient care. All documents, policies, procedures and guidelines listed in this
supporting guidance or stored on the website at www.longtermventilation.nhs.uk remain the
copyright of the original author which may be a person, NHS Trust, organisation or company.
Unless documents indicate otherwise, permission must be obtained from the originating author
before adapting any material for use locally.

If any frameworks belonging to Clinovia Ltd are used or adapted in any way, this must be
acknowledged on the adapted documents by inserting the following statement: ‘adapted from
frameworks supplied with the kind permission of Clinovia Ltd".

Disclaimer

All documents, policies, guidelines and procedures that are referenced in this guidance and/or
available to download from the document store on the ‘UK Children on Long-Term Ventilation’
website have been provided as examples of current best practice by practitioners, NHS Trusts,
private and voluntary sector organisations with experience of managing children requiring long-
term ventilation. All documents have been designed for local use within a specific context. No
quality appraisal has been undertaken of any of the documentation received. All documents,
policies, guidelines and procedures should be adapted for local use taking into consideration: the
specific context; available research evidence; the manufacturer product licence and instructions
for use, if appropriate; and local clinical governance and risk management frameworks.



Introduction

As supporting material for the exemplar on long-term ventilation, this guidance embraces the
notion of a patient journey to illustrate some of the key themes that are a feature of the lives of
this group of children and their families. In line with the NSF it is hoped that this guidance may

be useful to:

B highlight further references which relate to evidence in the NSF and elsewhere including,
where available, key clinical guidelines

B stimulate local debate and assist multi-agency partners to re-evaluate the way they
collaborate on, commission and deliver children’s services, for this and other conditions, to
benefit children and their families

M provide an aid to examining and improving local clinical and non-clinical governance

B provide a multi-disciplinary (training) tool for staff working with children and young people
to raise awareness of specific issues and stimulate discussion

M provide a template for discussion prior to development of local strategies for managing

children with complex continuing healthcare needs.

Structure of the guidance

The guidance is divided into five sections.

|
2

Core principles underpinning the organisation and delivery of care.

The NSF exemplar outlining the care pathway for the long-term ventilated child with
Congenital Central Hypoventilation Syndrome (CCHS).

Hints, tips and tools for adapting and using the care pathway locally.

Bibliographies of references and other sources of information, on specific topics, and
containing references or links to best-practice policies, procedures and clinical
documentation.

A list of contact details for statutory and voluntary organisations working in this field, and
who can provide related services or information.

Many of the materials in the bibliographies can be downloaded from the document store on the
‘UK Children on Long-Term Ventilation' website (www.longtermventilation.nhs.uk) or other
websites, and web detalils are included in the bibliographies.



Section |

Core principles underpinning the organisation
and delivery of care

1.0 The organisation and delivery of care: NHS, voluntary and
private sector partnerships

This Section summarises the six core principles that underpin the organisation and delivery of
the care outlined in the exemplar care pathway presented in Section 2.

There are a number of models used by the National Health Service (NHS) to commission and
deliver services to children and their families. These models range from NHS provision alone,
through a mixture of NHS, voluntary and private sector partnerships to deliver services, to a
contract negotiated with a private sector company to provide an entire package of services
including discharge management, provision of home carers and ongoing care management.
Whatever the local agreement concerning the commissioning and provision of services to
enable a child to live at home, the same core principles should apply to the organisation and
delivery of care. There are six core principles outlined in the following sections.

|.I Children’s rights and equality of access

Children using long-term ventilation are entitled to the same opportunities as all other children
but, alongside other disabled children, they face a number of barriers to exercising their basic
human rights. Known barriers include prolonged and unnecessary hospitalisation, being unable to
communicate, having to depend on others, and social and educational exclusion (Noyes, 2004).

The imperative for children and young people who are disabled or have complex needs to have
their rights acknowledged and to be socially included is well documented (see Bibliography A).
Children who require long-term ventilation support may or may not be disabled, but have the
same range of needs for services and support as other disabled and non-disabled children.
However, they also have additional care needs specifically related to the use of technology. They
are alive through the use of complex technical equipment and the skilled intervention of highly
trained carers. There can be a tendency to adopt a protectionist approach to their care;
however, there is a need to balance children’s vulnerability with a shift to a rights-based
approach to their lives.

Standard 8 of the National Service Framework for Children sets out the responsibilities of muilti-
agency commissioners and service providers towards disabled children under the Disability
Discrimination Act (1995, 2005) and the Special Educational Needs and Disability Act (2001).

In accord with all children and young people, children who require long-term ventilation, have a
right to be supported to participate in family and community activities, with facilities and access
to services that are culturally competent and sensitive. The ability of children on long-term
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ventilation to lead ordinary lives and enjoy their childhood requires partnership between the
children, their families and joint agency working crossing traditional boundaries. The approach to
achieving inclusion for this group should seek to ensure that in every setting there are
appropriate education, training, protocols, procedures and permissions in place to meet the
child’s needs. The Bibliography includes more information on sources of additional best-practice
guidance on these matters.

The particular challenges to achieving ‘ordinary’ lives for this group of children and young people
relate to their dependence on equipment, carers, transport and finances. The nature of the
medical condition and extent of ventilation required (day and night or just night-time, for
example) will influence their freedom and ability to develop friendships or participate in play and
leisure activities. For example, if a child requires a carer with them at all times to support their
medical needs, they will lack privacy and potentially have difficulties in establishing peer
relationships. Their need for peer and social support can be significant and the challenge is to
create an environment in which they can make and break friendships.

As with all services for young people, a unique feature is the need to recognise that children
grow and develop, and at each stage to develop supportive, timely and appropriate
interventions to ensure that the young person can continue to access appropriate services and
resources so they may be as fully included as possible.

The UN Convention on the Rights of the Child

In order to promote equality of access, children’s rights as set out in the Articles of the United
Nations Convention on the Rights of the Child (United Nations, 1989) and Human Rights Act
(1998) must be met. Professionals need to be conversant with Human Rights legislation to bring
about best practice and better outcomes for children. This is particularly important as parents
commonly use the Articles as the legal basis for obtaining resources for their children. A
summary of the Articles can be downloaded from www.longtermventilation.nhs.uk; further
reference should be made to the full convention (United Nations,|989;
www.unicef.org/crc/crc.htm).

At the heart of the Government's modernisation agenda is a fundamental change in philosophy
about how health, social and education services should be delivered. This involves a cultural
change in the way in which services are designed and delivered around the children using the
services and not the organisations delivering the services. There has been a raft of cross-
department policy developments to bring about multi-agency working and integration within
disabled children’s services generally. All are aimed at providing seamless services that start from
user need and that involve children and young people who are dependent on ventilators and
their families. Of particular importance to this group of children are two major policy initiatives:

I. Every Child Matters: Change for Children is a new approach to the well-being of children
and young people from birth to age |9 (www.everychildmatters.gov.uk). The Government's
aim is for every child, whatever their background or their circumstances, to have the
support they need to:
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be healthy

stay safe

enjoy and achieve through learning
make a positive contribution to society
achieve economic well-being.

This means that the organisations involved with providing services to children — from hospitals
and schools, to police and voluntary groups — will be teaming up in new ways, sharing
information and working together, to protect children and young people from harm and help
them achieve what they want in life. Children and young people will have far more say about
issues that affect them as individuals and collectively.

2. The National Service Framework for Children sets out standards for children’s health and
social care, which promote high quality, woman and child-centred services and personalised
care that meets the needs of parents, children and their families (www.dh.gov.uk). The first
five standards apply to all children:

Promoting health and well-being, identifying needs and intervening early.
Supporting parenting.

Child, young person and family-centred services.

Growing up into adulthood.

Safeguarding and promoting the welfare of children and young people.

T W —

Standards 6-1 1 apply to specific groups of children:

6. Children and young people who are ill.

/. Children and young people who are in hospita.l

8. Disabled children, young people and those with complex health care needs.
9. The mental health and psychological well-being of children and young people.
10. Medicines for children and young people.

I'l. Maternity services.

See Bilbliography A for full policy details.

Both ‘Every Child Matters: Change for Children’ and the National Service Framework for
Children emphasise the importance of key and multi-agency working as core principles
underlying all aspects of care planning and delivery. Standard 8 of the NSF outlines the
standard whereby children receive co-ordinated, high quality child and family-centred services
which are based on assessed needs, which promote social inclusion and, where possible enable
them and their families to live ordinary lives. There is a wealth of evidence relating to the
positive impact of a key worker with sufficient authority on managing complex packages of care
that are delivered by different agencies (see Appendix E for a comprehensive list). The report
“Life Chances for Disabled People” from the Prime Minister's Strategy Unit (2005)
recommends that the provision of a key worker should be considered as a key performance
indicator. Further guidance on how to bring about effective key and multi-agency working is
provided in sections 3.1.7, 3.1.8. and 3.2.8. The Audit Commission report (2003a) on Services
for Disabled Children provides an excellent summary of current policy and legislation and
should be referred to in association with this guidance.
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The guidance in this book is intended to be used also in conjunction with The Framework for
the Assessment of Children in Need and their Families (DH, DfEE, HO, 2000a). The Assessment
Framework is another multi-agency endeavour which has been developed to ‘provide a
systematic way of analysing, understanding and recording what is happening to children and
young people within their families and the wider context of the community in which they live’
(preface, pviii).

In addition, a common assessment framework is currently being developed as part of the Green
Paper, Every Child Matters: Change for Children (DH, 2003c) (see www.everychildmatters.gov.uk
and Appendix B for policy details). Detailed guidance concerning how to undertake a multi-
disciplinary assessment of a child and their family's needs is outlined in Sections 3.1.1 to 3.1.6.

The Department of Health supports and encourages the development of good working
relationships, formation of clinical networks and sharing of best practice as key principles in the
organisation and delivery of services. The outcomes for children and their families are most likely to
be improved if individuals, NHS Trusts, local authorities, local education authorities, voluntary
organisations and private sector companies all work together with a single common aim of
improving both the quality and co-ordination of services.

Sharing best practice is particularly important for children requiring long-term ventilation as their
numbers are still relatively low, and specific expertise and clinical experience is confined to a few
specialist centres. As the numbers of children grow, many teams of professionals are finding that
they are required to organise a discharge and deliver a package of support services for the first
time. Rather than start from scratch, best practice should be shared within the NHS and by
voluntary organisations, or private companies contracted to deliver services on behalf of the
NHS. Sharing of best practice should include both the know-how and examples of clinical
policies, procedures and documentation so that new services are developed to the same unified
standard and the outcomes for children and their families are improved. The UK working party
on children’s long-term ventilation has established a website to share best practice and
resources (www.longtermventilation.nhs.uk).

The Department of Health and the Department for Education and Skills have recognised that
children’s views need to inform policy-making and practice (Lightfoot and Sloper, 2002). In a joint
initiative launched in 2003, they have pledged to listen, hear and respond to children’s views
regarding their care and treatment (see Bibliography M for policy details). One of the key markers
of good practice within Standard 8 of the NSF is that disabled children, young people and their
families are routinely involved and supported in making informed decisions about their treatment,
care and support, and in shaping services. Standard 2 of the NSF, Supporting Parenting, reinforces
the importance of listening to parents’ views. Detailed ways of involving parents and children in
making decisions concerning all aspects of their care and education can be found throughout
Section 3.
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1.5 Risk management and clinical governance

Clinical governance is the framework through which NHS organisations are accountable for
improving the quality of services and safeguarding high standards of care in order to create an
environment in which clinical excellence can flourish (see also the NHS Clinical Governance
Support Team website www.cgsupport.nhs.uk, and Bibliography D for links and references). The
five themes of governance in this context are:

clinical audit

clinical effectiveness

clinical risk management

quality assurance, and

staff and organisational development.

The clinical governance framework should be used to support and inform the development of
quality services and pathways to support children requiring long-term ventilation.

Clinical audit

Standards of service delivery should be set and audit cycles used to keep reviewing and
improving service delivery.

Clinical effectiveness

Where available, evidence should be used alongside collaboration with experts and joint working
and sharing through dissemination.Work is in progress on agreeing national standards and
pathways that should be locally applied as they develop (see www.longtermventilation.nhs.uk).

It should be noted that this is a rapidly changing and evolving field as partnerships develop ways
of managing this group of children who have such complex needs. There are other children who
are not ventilated who have a corresponding need for complex care and it is important that
developments and pathways link together in localities, informing each other, preventing
duplication or gaps in service provision for individual children.

Fundamental to clinical effectiveness in this context will be the organisation and functioning of
the multi-disciplinary team and shared governance arrangements that need to be developed. An
additional consideration is the role of the voluntary and private sectors in delivering elements of
care for this group of children and young people; there is a need for collaborations and shared
governance arrangements that incorporate these sectors also.

Clinical risk management

Risk assessment and management plans are central to successful discharge and community care
for these children and their families, and are applied across all sectors of provision. The process
can often create unnecessary barriers to inclusion, flexibility and choice; this makes it difficult to
achieve an ordinary childhood for these children. The concept of risk management needs to be
considered at a number of levels and the principles applied to a number of areas embracing
both clinical and environmental risk (see Section 3.1.19 and 3.2.8 for further practical guidance
on these matters, and Bibliography D for supporting references). Children with complex needs
require a progressive and innovative approach, in partnership with parents, aimed at enabling the
achievement of ordinary childhoods for these children.

8
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Quality assurance

Quality assurance structures should be built into any service development to facilitate
monitoring and evaluation. It is important in this multi-agency context that this is undertaken
from all perspectives: those of the child, family members, provider staff and other stakeholders.
Attention to detail and robust systems and processes that ensure quality in all settings that the
child may access is fundamental to ensuring appropriate and safe care delivery.

Staff and organisational development

Staff training, supervision and support are central to delivery of an appropriate workforce to meet
the specialist needs of these children and young people. Competency-based training, support and
supervision structures are extremely challenging as the team consists of both professional and non-
professional staff. The care is also delivered in a variety of places, primarily in the family home. This
means that more traditional ways of providing training and support within one environment are
not easily available. There is an additional need to include multi-agency training to raise awareness
of primary and secondary care personnel who may need skills assessment and development in
order to meet the needs of these children. Implicit in this is ensuring a culture of child-focused care
embracing the family system as the context for this. The clinical and practical implications of staff
training and supervision are discussed throughout Section 3.

|.6 Safeguarding children

The exemplar containing the care pathway and supporting guidance (see Sections 2 and 3) is
intended to provide a national framework within which agencies and professionals at local level
individually and jointly draw up and agree upon their own more detailed ways of working
together. The guidance should also be read in conjunction with Working Together to Safeguard
Children (DH, 1999b) which sets national standards and procedures on inter-agency child
protection work with the expectation that local areas will then construct their own procedures
under the auspices of Local Children’s Safeguarding Boards based on these national guidelines.
Standard 5 of the NSF for children provides more information on the responsibilities of multi-
agency partners with regard to safeguarding children. Specific information for Local Children's
Safeguarding Boards in relation to protecting disabled children will be issued in April 2006.
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This section contains an exemplar outlining the care pathway for the long-term ventilated child
or young person. The care pathway for the child or young person requiring long-term ventilation
has three stages:

|.  the discharge process

2. living at home

3. growing up and transition.

The care pathway should be read in conjunction with both Section 3 (Hints, tips and tools for
applying the care pathway locally), and the Bibliographies of resources. In addition, reference
should be made to the UK Children on Long-Term Ventilation website (www.
longtermventilation.nhs.uk) which aims to share information and contains an electronic
document store from which many of the documents referenced in the Bibliographies can be
downloaded and adapted for local use.

Rachel was born at term in good physical condition (normal Apgar scores) in the local hospital.
After four hours, Rachel's mother Anna noticed that the baby looked grey and appeared to have
stopped breathing. She was resuscitated and transferred to the neonatal intensive care unit for
assisted ventilation and observation. Rachel was diagnosed at one month of age with Congenital
Central Hypoventilation Syndrome (CCHS). This condition is sometimes referred to
inappropriately as Ondine’s Curse. She was subsequently transferred to the children’s intensive
care unit within the same hospital for further medical management and preparation for
discharge home.

Anna is 20 years old and currently on maternity leave. She works as a clerical officer. Her
partner David (Rachel's dad) is a shift worker. They have one other child — Peter; aged 2 years.
They rent their current house from a housing association, and the house is in a rural area 10
miles from the hospital; they own a small family car. David's family live out of the area, while
Anna’s parents live locally but are both in full-time employment.
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2.1 The discharge process

Journey

Children’s
NSF theme
(England)

Policies,
evidence,
and links

Diagnosis
and
stabilisation

Rachel remains in the neonatal intensive
care unit for several weeks while extensive
investigations are undertaken to determine
the reason for her dependence on the
ventilator.

Because of the length of Rachel's stay Anna
is discharged home after one week, so she
can carry on caring for their 2-year-old son,
Peter. Anna and David visit Rachel every
day and participate in her care as much

as possible. The nursing staff help Anna to
introduce Peter to the play staff so Anna

is able to spend more time caring for
Rachel during these visits.

The consultant neonatologist and named
neonatal nurse meet with Anna and David
regularly, so that both feel well informed
about what is happening. The hospital
social worker also meets with Anna
regularly to offer support.

At the age of | month, Rachel is diagnosed
as having Congenital Central
Hypoventilation Syndrome (CCHS).The
neonatologist communicates the diagnosis
to the parents using the ‘Right from the
Start Template'. The information is given in

a sensitive and empathetic way, recognising
how difficult it is for Anna and David to
have this diagnosis confirmed. The
neonatologist understands the need for
them to have sufficient time for the
consultation. Anna and David also need time
with the hospital social worker and nursing
staff to talk and clarify their understanding.
With Anna and David's permission, Rachel is
referred to a children’s respiratory
consultant within the same hospital.

Standard 7 —
appropriate
hospital care

Standards | and

3 — timely access
to treatment and
high-quality child-
and family-focused
care

Standards 6 and
7 — access to
appropriate
care and staff
trained in the care
of children, and
specialist care
available as
appropriate to
the needs of
young children

Standards 2 and
3 — parents

receive information

and support to
enable them to
care for their child

See Bibliography A
for definitions, key
policy documents
and service
specifications

See Bibliographies
H and | for
references
concerning
‘breaking bad
news', CCHS,
other treatment
modalities



2 Exemplar care pathway

Children’s
NSF theme

Policies,
evidence,

Transfer of
care to the
respiratory
consultant
and children’s
intensive care
unit

Journey

The neonatologist, respiratory consultant
and named neonatal nurse meet with Anna
and David to discuss the diagnosis and future
plans. The respiratory consultant informs
Anna and David that Rachel appears to

be at the more severe end of the CCHS
spectrum and is therefore likely to need
mechanical ventilation for periods of the
day, as well as overnight, for the rest of

her life.

The respiratory consultant recommends
that Rachel has a tracheostomy formed as
this will make the process of ventilation for
Rachel much easier With Anna and David's
consent, Rachel is transferred to the
children’s intensive care unit for ongoing
medical management and preparation for
discharge home. Rachel is also referred to
an Ear, Nose and Throat Consultant who
arranges to form a tracheostomy.

Anna and David are given written information
about this condition and the implications it
may have for both Rachel and her family.
Information is also given on Contact-a-
Family, so they can find out more about
relevant support and groups that provide
additional information.

Rachel will spend several months in the
children’s intensive care unit. The nurses
use their expertise to assess the
developmental and support needs of
Rachel and her family and ensure that her
plan of care reflects these needs.

(England)

Standard 6 —
timely and
appropriate advice
and services

Standards 6, 7 and
8 — early
intervention to aid
recovery and
rehabilitation

Standard 2 —
parents receive
appropriate
information

and links

See Bibliographies
] and M for
guidance on
involving children
and their families

Contact a Family
helpline

0808 808 3555
CCHS family
support email:

cchssupp@
hotmail.com
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Journey

Children’s
NSF theme
(England)

Policies,
evidence,
and links

Referral to
community
nursing team

Meeting the
community
nursing team

The respiratory consultant anticipates at an
early stage that community nursing services
will be required to facilitate Rachel's
discharge and manage her ongoing care.
Anna and David give permission for Rachel
to be referred to the community nursing
team that has specialist knowledge and
experience of discharging and caring for
children receiving long-term ventilation
(LTV) in the community. Following referral,
the community nursing team identifies a
‘key worker’ who will be responsible for
co-ordinating Rachel's discharge and
ongoing care management.

The key worker who is a nurse from the
children’s community team, arranges with
the family, and named children’s intensive
nurse, a time to meet and discuss in more
detail the implications of LTV in the
community. At this informal meeting Anna
and David are able to ask lots of questions
about what will be involved. The key worker
gives the parents lots of information about
the process and leaves them with some
written information including a parent-
focused preparation pack for children
requiring LTV and a booklet that includes a
variety of scenarios of the experiences of
living at home with a child with long-term
care needs.

The key worker also introduces Anna and
David to the Early Support Programme

and takes them through the Family Pack,
discussing with them ways this may be used to
assist them as they learn to care for Rachel
and work with the variety of professionals
and agencies.

Anna’s mother also attends a follow-up
informal meeting where she is given the
opportunity to ask questions. Rachel's
grandmother provides Anna and David
with some support and has some
questions of her own.

Standard 6 —
timely and
appropriate advice
and services

Standard 8 —
key worker to
co-ordinate care

Standard 8 —
co-ordinated
family-centred
services

Standard 6 —
children’s
community teams

Standard 2 —
receiving
information

See Sections 3.1.7
and 3.1.8, and
Bibliography E on
the policy and
practice of key
and multi-agency
working

See Bibliographies
] and M for source
material on
involving children
and families

www.early
support.org.uk



Journey

2 Exemplar care pathway

Children’s
NSF theme

Policies,
evidence,
and links

Thinking
ahead about
funding and
obtaining a
preliminary
funding
agreement

Trialling
equipment
suitable for
home use

Anna and David are now aware that it will
be necessary to involve professionals from
other agencies to ensure that Rachel's
needs are met in the most appropriate
way. The key worker arranges a date for
the first multi-disciplinary team meeting at
a time when Anna and David can attend.

The key worker recognises that it is
obvious from the outset that Rachel's
requirement will be for a level of provision
above the core service provided for
children, so the key worker undertakes to
flag this need to the Primary Care Trust and
local authority commissioners. This provides
an early warning that a fully costed multi-
agency care package proposal will be sent
to them in writing within two weeks of the
assessment of Rachel's needs being
undertaken. The key worker also flags the
need for the funding to be agreed in
principle at an early stage. In Anna and
David's area, plans are being developed
for pooled budgets but these are not yet
concluded.

Anna and David are informed that funding
will be applied for following the formal
assessment of need, but told that they do
not need to be concerned by this process
and it will not delay the discharge plans.

Anna and David are informed that specialist
equipment for Rachel's long-term ventilation
needs to be purchased. The children’s
respiratory consultant and key worker will
work with company representatives to trial
equipment that would be suitable for home
use. It is important to find equipment that
meets her ventilatory requirements, and is
portable and easy to use in the community.
The expertise of the specialist community
nursing home care team streamlines this
process. Rachel's other equipment needs
(such as a pram to carry her equipment,
appropriate bedding, etc) are assessed and
documented by the key worker,
occupational therapist and physiotherapist.

(England)

Standard 8 —
multi-agency
packages of care

Standard 8 —
supporting
complex needs

Standard 8 —
key worker to
co-ordinate care

Standard 2 —
parents enabled to
have equipment
and skills to
ensure optimum
life chances for
children

See Sections
3.1.3-3.1.6 for
information and
advice concerning
obtaining funding,
and Bibliography L
on economic
issues

See Sections 3.1.13
and 3.1.14 for
information and
advice concerning
equipment, and
Bibliography G on
equipment and
adaptations



From Hospital to Home

Children’s
NSF theme

Policies,
evidence,
and links

Thinking
ahead about
housing

First multi-
disciplinary/
multi-agency
meeting

Journey

As issues around housing can take a long
time to resolve, while trialling Rachel's
equipment and thinking about her likely
care needs, Anna and David and her key
worker start considering the suitability of
their home which is rented from a housing
association. Anna and David fear that their

two-bedroom house will not be big enough.

The key worker anticipates the issue of
the suitability of the family home at an
early stage and refers them to a children’s
occupational therapist for an assessment
of their housing which will be undertaken
as part of the multi-disciplinary assessment
of need (see ‘Assessment’ below).

Before the meeting, the key worker
encourages Anna and David to write a list
of any questions they want to ask at the
meeting. By the time of the multi-
disciplinary meeting, they have already

had the opportunity to meet a number of
professionals from a variety of agencies and
disciplines. At the meeting Anna and David
indicate that they now have a much more
realistic idea of what is going to be
involved in caring for Rachel at home.
They state that they feel able to take on
the care required if given appropriate
support. All professionals at the meeting
also agree this would be the best course
of action for Rachel.

Initial impressions of the extent of Rachel’s
needs are discussed, as are how the family
members perceive they will meet these
needs, including any gaps that they feel

they will need help with. Key areas of
consideration are that: Rachel is a second
child and her sibling is at a pre-school stage;
there is a lack of space in the house; and
David's shift patterns will mean he is not
available for regular hours to help.

(England)

Standard 8 — key
worker to co-
ordinate care

Standards | and

8 — co-ordination
and planning;
access to targeted
services

Standards 6 and

3 — taking account
of the family's
unique needs and
their views

Standard 8 —
multi-agency
planning

See Section 3.1.15
and Bibliography G
for advice, source
material and links
concerning housing

See Sections
3.L1=3.1.1'1 on
planning the
discharge process,
and Bibliography B
for source material
and useful links

See in particular
Section 3.1.1'1 on
managing a multi-
agency meeting



Journey

Anna has already stated her intention not
to return to work but this will create
financial pressures for the family. Rachel's
condition is severe and she will require
ventilation both during the day and at night
for the foreseeable future. This will mean
she will have to have someone trained in
caring for her tracheostomy and able to
attach her to her ventilator, recognise the
signs of deterioration and be able to
respond by following protocols, and
provide care for her while she is being
ventilated, as well as when she is not
ventilated. It was agreed that this person
does not always need to be a qualified
nurse but that, following training by a
healthcare professional, unqualified carers,
Anna and David and other willing family
members could take on this role.

At the meeting, the role of the ‘key worker’
from the community nursing team,
concerning Rachel's discharge and home-
based care, is clarified with all parties
involved. The key worker will be the main
link between Anna and David and other
professionals who may need to be
involved. Ways of working together are
identified and agreed. A regular series of
meetings with a small core group of
professionals is arranged with the family,
with a remit to progress the discharge
plans and to support the key worker's role.

Permission is given by Anna and David

for information to be shared confidentially
between different professionals to minimise
duplication and repetition. Anna’s mother
attends the meeting to give Anna and
David support, she also has some
questions of her own.

2 Exemplar care pathway

Children’s Policies,
NSF theme evidence,
(England) and links

Standards 6 and
| — co-ordinated
programme of
action; long-term
care

Standards 6 and
8 — information-
sharing and
integration of
services



From Hospital to Home

Journey

Children’s
NSF theme
(England)

Policies,
evidence,
and links

Assessment

Housing
assessment

The assessment continues with the key
worker leading the process. The formal
assessment covers Rachel’s care needs, the
family’s needs, taking due regard for Anna
and David's views, as well as Peter’s needs.
It also covers a housing assessment carried
out in partnership with the family, social
services occupational therapist and the
key worker who provides specialist
knowledge about the particular needs of
long-term ventilated children.

The Framework for the Assessment of
Children in Need and ther Families, is

used as a basis for the assessment, with
health professionals adding on a specialised
assessment relating to Rachel's technological
care needs.

The family's two-bedroom home is
assessed as being too small to
accommodate Rachel's needs for space
and equipment. She will need a bedroom
of her own so that Peter is not disturbed
by the carers and machinery that will be
needed while she is asleep. The bedroom
also needs to be large enough to
accommodate a comfortable chair for her
carer to sit in during the night, ideally
placed away from her direct bedside but
within listening distance so she can be
attended to promptly.

The house will also require enough
electric sockets for all Rachel's equipment,
space for her equipment in the family
living area so Rachel can be fully integrated
with her family, as well as some dry
storage area for her supplies and spare
equipment. Other factors that will need
consideration include access to the house
so that Anna and David, and the carers
will be able to get the two children and
equipment easily in and out of the house,
as well as dealing with all the routine
things required for two small children.
Ideally the house will have an outdoor
area or garden. All other principles and

Standards 8 and

| — assessment
and early
identification of
child and family
needs for multi-
agency packages
of care; supporting
complex needs

Standard 8 —
children have
access to a range
of appropriate
services and help
to enable them to
be included in the
community

Standard 3 —
quality and
safety

Standards 5 and

6 — comprehensive

and integrated
local services

See Section 3.1.1
on assessment,
and Bibliography B
for source material
and useful links on
assessment

See Section 3.1.15
for advice on
housing, and
Bibliography G for
source material
and useful links
concerning
housing



Journey

Children’s
NSF theme
(England)

2 Exemplar care pathway

Policies
evidence,
and links

Risk
management

requirements relating to disabled children
and housing need to be also applied to
Rachel’s case.

With Anna and David's permission, the key
worker asks the local authority social
worker, who is aware of the family’s needs,
to contact the housing association that
owns the family home and request that it
finds suitable housing for the family as soon
as possible. The social worker will keep the
key worker informed of progress and
maintain direct contact with Anna and David
to ensure their views are accounted for.

A key part of the assessment process is a
risk assessment relating to all aspects of
Rachel's care. This is a difficult concept for
Anna and David to understand, so the
implications, underlying principles and
process are explained to them in full by
the key worker, so they can feel fully
informed and involved, but not unduly
concerned by the process. They understand
that the main concern is for the ultimate
safety of Rachel once she is at home. Local
practice is followed to complete and
document the assessments that are made,
and necessary control measures are
planned and put in place.

Review dates and ongoing plans for risk
assessments are documented as new
aspects of care for Rachel are
implemented. The experience of the key
worker and links she has with others who
are specialists in this field of work help in
ensuring a pragmatic and safe approach
to the plans for Rachel's discharge and
care at home.

One of the initial risk assessments detail
the control measures that are necessary
to enable Rachel, Anna and David to leave
the intensive-care environment for short
periods, for the appropriate equipment
and back-up including battery power to
be ascertained and for the training and

Standard 3 —
quality and safety
of services

See Sections
3.1.19-3.1.21 for
advice on assessing
and managing risks,
and Bibliography D
for source

material and links
concerning risk
management and
clinical governance



From Hospital to Home

Children’s Policies,

NSF theme evidence,
Journey (England) and links

level of competence of those accompanying
her to be agreed and documented.

Anna and David are reassured that the
need to ensure Rachel’s safety is balanced
with trying to achieve an ordinary life for
her and her family. Their concerns and
views about how this could be achieved
are listened to and discussed, as their
contribution to the risk assessment is an
essential part of the process in order to
develop and maintain the objectives of
safety and an ordinary childhood and
family life. Anna and David contact the
CCHS Family Support group and find
some tips from other parents about how
they have overcome specific issues. For
example, they investigate the use of an
intercom system between themselves and
the carer at night, to ensure the carer can
call for help if required without coming
into their bedroom.

Prepare and  All elements of the assessment are Standard 8 — multi- See Sections

submit documented after Anna and David agree agency planning 3.1.3-3.1.6 for

proposal for  them.The key worker and social worker information and

a preliminary  work with Anna and David, using the Standard 3 — advice concerning

funding information about Rachel's condition and robust obtaining funding,

agreement her expected progress, to decide on what ~ commissioning and submitting a
level of support they will need to enable proposal, and
them to care for Rachel at home. David is Bibliography L on
particularly anxious that Anna has enough economic issues

help while he is out at work and they are
both keen for Peter not to feel left out
and to have time to be with him also.

In making the decision about what type
and amount of support they need, Anna
and David find it helpful to have a range of
options suggested to them that include
the positive aspects as well as the
challenges that they are likely to face.They
agree on the need for a carer each night
and additional support during the day.

20



2 Exemplar care pathway

Children’s Policies,

NSF theme evidence,
Journey (England) and links

The key worker undertakes the task of
putting together the joint assessment and
care-package proposal, having incorporated
views from all the people involved in
Rachel's care using locally agreed criteria
for application for continuing healthcare
and social services funding. This includes
costs of employing care staff as well as key
pieces of medical equipment, spares,
disposable items and maintenance costs
that will be required on a regular basis.

The proposal is brought to the hospital
and discussed at a meeting with Anna and
David before a final draft is sent to the
Primary Care Trust for funding to be
agreed. The proposed care package is
based on recruiting a team of non-
professional carers to be trained
specifically in Rachel's care. These carers
will assist Anna and David in caring for
Rachel in the home setting and other settings
that Rachel may access as she grows up.

The initial agreement is to provide a carer
for the family for 9 hours every night and
for 5 hours during the day on the days that
David is out at work. The amount of short-
break care will be flexible and agreed once
the family is established at home but will be
provided by the same team of carers, to
ensure continuity for Rachel. Social services
makes a financial contribution to funding
the short-break aspect of the care package.

An action plan is agreed at the end of the
meeting with Anna and David, which is
documented and includes specific actions
and responsibilities for actions with
timescales among those at the meeting.
Wider sharing of these notes and plans is
also negotiated. Anna and David are happy
with the content of the proposal and do
not wish any changes to be made. They are
aware that there will be flexibility built into
any package that is devised so minor
changes can be made later.

21



From Hospital to Home

Funding
agreed

Training
parents

22

Journey

The key worker has already flagged up the
need for an agreement in principle for
funding with the Primary Care Trust, so it
is expecting the proposal when it arrives.

The proposal is then forwarded to the
appropriate commissioners following local
practice with a summary sheet and
covering letter requesting that the
decision regarding funding and future
care provision be communicated to the
key worker. The commissioners agree to
the request for funding within one week.
Now that the funding has been confirmed
the key worker can begin to advertise for
care staff.

Rachel is now recovering from having a
tracheostomy formed and is established
on the equipment she will be using at
home. The named children’s intensive care
nurse and the key worker work together
to develop a training plan for Anna and
David to follow to enable them to become
confident and competent in all aspects of
Rachel's care. Anna's mother also agrees
to undertake this training so she can offer
as much support to Anna as possible.

The training programme s structured
around Anna and David's availability to
be at the hospital which is dependent on
work and childcare commitments. Anna’s
mother and a family friend provide
invaluable support by looking after Peter
so that Anna and David can both visit
Rachel on most days.

The children’s intensive care nurses and
the play specialist work with Anna to begin
to introduce some routine and
developmental stimulation for Rachel into
her daily care programme. The hospital
social worker makes a referral to the local
authority disabled children’s social work
team in the family’s area.

Children’s
NSF theme
(England)

Standard 2 —
equip parents
with the skills
they need to
ensure their
children have the
optimum life
chances

Standard 4 —
age-appropriate
services for all
children

Standard 7 —
play for children
in hospital

Standard 2 —
receive services
to support and
enable caring

Policies,
evidence,
and links

See Section 3.1.18
for advice on
training parents,
and Bibliographies
Cand D for
examples of
packages and
competencies



Children’s
NSF theme

2 Exemplar care pathway

Policies,
evidence,
and links

Discharge
plan

Journey

(England)

The key worker liaises with the social
workers to ensure Anna and David are
provided with useful financial advice,
including information on disability related
benefits, child and working tax credits,
rights to parental leave and how to apply
to the Family Fund. This is particularly
important in view of Anna’s decision not
to go back to work.

The social worker also helps Anna consider ~ Standard 8 —
different options for childcare for Peter and  flexible and
arranges with the hospital play room for sensitive care
him to have some sessions there while

Rachel is in hospital so he can continue his

pre-school programme and be with Anna.

A step-by-step approach is taken to Anna
and David's training and they have a written
record at all stages to support what they
are being taught. A named children’s
intensive care nurse and the key worker
oversee the training programme and have
the role of assessing progress as well as
the pace and timing of the programme.
They also regularly check how Anna and
David are feeling and negotiate a balance
with them that means they do not feel
pushed to take on tasks but gradually

build up confidence in their own abilities
to learn Rachel’s specialised care. Gradually,
Anna and David start caring for Rachel on
their own for short periods of time,
knowing at all times where and how to
ask for help if they want or need it.

Standard 7 —
discharge is
planned in good
time in liaison
with relevant
agencies and
professionals

The discharge plan is made following a
framework for discharge planning that has
been adapted locally. This includes
timescales, actions and responsibilities.
The key worker provides a discharge-
planning checklist that is individualised for
Rachel and her family; a copy is given to
Anna and David so they can feel fully
involved in the process and be confident
that all aspects of Rachel's discharge are
being addressed and be clear about who is
responsible for them.

www.familyfund.
org.uk

See Sections
3.1.9-3.1.11 for
advice on
managing the
discharge process,
and Bibliography B
for source material
and links
concerning
discharge
management
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From Hospital to Home

Journey

Children’s
NSF theme
(England)

Policies,
evidence,
and links

Agreement
of care

Recruitment
and training
of home
carers

24

An agreement of care between the family
and the community nursing service is
drawn up and agreed with Anna and
David. This is a useful tool to help
establish a working partnership between
the family and community nursing team,
and to ensure clarification of roles,
responsibilities and expectations.

Because the community nursing team
already has ventilated children within its
caseload, it is familiar with the recruitment
and training process. Two trained but
unqualified carers from the existing
community nursing team identify
themselves as wanting to become involved
in Rachel’'s care and are introduced to
Anna, David, Peter and Rachel on the
children’s intensive care unit. These carers
have already undergone a robust training
programme and are experienced in the
care of children requiring LTV.They begin
working with Rachel, initially with
supervision, while the key worker works
with the Human Resources department
to advertise for more carers in order to
fully support the family's package of care.
Funding has been agreed for this and for
the use of some trained staff from a bank
of nurses to be used in the first stages of
Rachel's time at home to support the
carers' training programme at home.

Anna and David are consulted about the
recruitment process but not expected to
be closely involved; they understand this is
because the carers will also be working
with other children in the community.
They are confident that they will be able
to meet and get to know newly recruited
carers and be involved in their training and
orientation programmes later on.
Agreements are made between the
community and children’s intensive care
nursing teams to allow community carers
to start working with Rachel in hospital
so they can become familiar with her
individual needs prior to discharge. This is

Standard 3 —
services co-
ordinated around
family needs and
taking account of
their views

Standard 3 —

core competencies
and skills to work
with children and
young people

Standard 6 —
high-quality care
based on
evidence-based
guidelines and
protocols

Standard 3 —
services listen
and respond to
the views of
children and
parents

Standard 7 —
supporting co-
ordination of
community-based
care to keep
hospital-based
care to a
minimum

See Sections
3.1.16=3.1.18 for
a definition of a
‘carer’ and advice
on the process of
recruitment and
training. See
Bibliographies C
and D for guidance
and examples of
job descriptions,
training
programmes and
competencies



Day trips
home

Children’s
NSF theme
Journey (England)

received well by Anna and David as they
have the opportunity to get to know staff
in a controlled environment.

Experienced carers are able to help resolve
some of the practical problems that
hospital staff may be unfamiliar with, such
as how to load the ventilator onto the
buggy for trips off the ward.

After an initial orientation period these
carers are assessed as being competent
to meet Rachel's needs.

Anna, David and Anna’s mum have now all  Standard 3 — safe
completed the training programme and care
are confident in all aspects of Rachel's care.

They have already started to take Rachel

off the ward for short trips to the

playroom with Peter. Anna is now very

keen to take Rachel home but appreciates

that it is still likely to be some weeks

before the family is re-housed and sufficient
carers are recruited and trained. In

consultation with the key worker; it is

agreed that the family can start taking

Rachel home for the day and return each

evening for overnight care in hospital.

For the first few trips home the key
worker accompanies Anna to help iron
out any unpredicted difficulties. David is
able to alter his shifts to enable him to be
present as often as possible. When no
family member is available the children’s
intensive care unit is usually able to provide
a member of staff to help Anna with the
journey home. The day trips home have
gone without any adverse incidents and
Anna’s confidence in her ability to manage
both of her children is growing.

2 Exemplar care pathway

Policies,

evidence,
and links

See Bibliography |
for clinical
protocols
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From Hospital to Home

Children’s
NSF theme

New carers
start work

Moving house

Equipment
at home

26

Journey

Two new carers have completed the
recruitment process and are now ready

to begin work. The key worker has
developed the training package and tailored
it to Rachel's needs. The new carers are
introduced to the family and ward staff.

Over the next few weeks they undergo
both classroom-based learning and
practical learning on the ward with
hands-on experience of caring for Rachel
while being supervised by qualified nurses.
The key worker regularly checks on their
progress.

A three-bedroom house has been offered
to the family by the housing association.

It is close to Anna’s parents — so they
accept the offer When the family registers
with a new GP practice, the key worker
contacts the new local primary care team.
The key worker follows up a telephone
call with a letter introducing the family and
suggesting an initial meeting. The same
health visitor works with the new practice,
which provides some continuity for

the family.

All equipment and associated supplies are
now in place at home; initially these were
provided from the hospital but are now
going to be ordered by the key worker,
charged to Rachel's community budget
and delivered to the local health centre
which is convenient for Anna or David to
collect from.

Anna has organised Rachel's bedroom
with plenty of storage space, space for
care staff and room for Rachel to play.
Anna and David are becoming both
excited and anxious about Rachel’s
impending discharge. The key worker
introduces Anna to another local mum
whose child is receiving LTV. Although the
children’s needs are different, Anna finds
this contact very reassuring.

(England)

Standard 3 —
appropriately
trained staff

Standards 6 and

8 — access to
services and
support through
local arrangements
and access to
primary healthcare

Standard 8 —
access to
appropriate
equipment

Policies,
evidence,

and links

See Sections
3.1.16-3.1.18 for

a definition of a
‘carer’ and advice
on the process of
recruitment and
training. See
Bibliography C

for human
resources guidance
and examples of
job descriptions

See Bibliography G
for source

material and links
concerning
housing

See Sections 3.1.13
and 3.1.14 on
managing
equipment and
disposable
supplies, and
Bibliography G for
source material
and links



2 Exemplar care pathway

Children’s
NSF theme

Policies,
evidence,
and links

Final
discharge
meeting

The first
night home

Final
discharge
arrangements

Journey

All preparations are complete, so a final
discharge meeting is arranged to check
that everyone involved (Anna and David,
professionals and carers) is still happy with
the arrangements, and to tie up any

loose ends.

A trial run is arranged for Rachel to stay
at home overnight with a qualified
children’s community nurse and a trained
carer providing the night-time cover. Anna
and David are reassured that they have
24-hour access to speak to either medical

or nursing staff from the children’s intensive

care unit, as well as the support and

back-up from the community nursing team.

This first night home goes well so it is
agreed to discharge Rachel home into the
care of Anna and David with support from
the community nursing team.

A date and time for discharge are set in
agreement with Anna and David. The
emergency services and utility companies
are informed by the key worker of the
planned discharge date; they have already
been contacted and agreements about
priority services to the family home have
been made.

Letters are written following phone calls
confirming all the plans for discharge and

follow-up to the GP primary care team and

other professionals involved in delivery of
Rachel's ongoing care. Arrangements for
medication provision have already been

made with both the GP and local pharmacy
so that the process works well for the family.

The hospital play specialists have worked
with Anna and David in preparing Peter to
have his sister at home, and to understand
her special needs according to his age and
stage of understanding and development.

Rachel is discharged home.

(England)

Standard 7 —
discharge is timely
and staged to
meet needs of
family

Standard 2 —
specialist services
provide timely
and appropriate
support to enable
parenting

Standard 8 —
children with
complex needs
have increased
access to services
to support their
needs

Standard 7 —
importance of
play and
preparation for all
children

See Section 3.1.11
on managing an
effective discharge
meeting

See Section 3.1.21
on written
procedures and
protocols

See Section 3.1.8,
and Bibliographies
E on key working
and B for source
material and links
on discharge
management
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From Hospital to Home

2.2 Living at home

Children’s
NSF theme

Policies,
evidence,

Case
management/
key working
and multi-
agency
working

28

Journey

Once home, Rachel receives a variety

of services and resources from a number
of different agencies as outlined in her

care package. In order to facilitate good
communication across all agencies and
sectors, the team leader responsible for
managing Rachel's community nursing team
is designated as the key worker responsible
for co-ordinating all aspects of the care
package. In Rachel's case this is the same
person who acted as her key worker to
facilitate her discharge from hospital. The
key worker continues to work in close
partnership with Anna and David to enable
them to take control of their family life and
home as well as enabling them to have
access to services at the appropriate time
and be supported.

Key working in domestic settings entails
working with Rachel, Anna and David as
partners in care, and includes activities
such as:

* managing the daily organisation of the
care package on behalf of Rachel and
her parents

liaising with all other professionals and
agencies to ensure smooth and
co-ordinated delivery of services with
minimal overlap, thus reducing the
intrusion and disruption of inappropriate
telephone calls and visitors to the house
providing ongoing emotional,
psychological and developmental

support for Rachel, Anna, David and Peter,

other family members and employed staff
developing house rules with Anna and
David to ensure that professionals and
parents understand each other's needs
and ways of working

developing and implementing policies
and procedures to ensure the safety

of everyone in the home (health and
safety, risk management, child protection)
organising the maintenance/replacement
of equipment

(England)

Standard 8 —
key worker to
co-ordinate care;
child-centred
approach,
family/holistic
context

Standards 2 and
8 — the child
and family
receive services
and support to
ensure optimum
life chances and
inclusion

Standard 6 —
high-quality care
for children with
long-term
conditions and
their families

and links

See Sections
3.1.8,32.1-325
for advice
concerning the
role of the key
worker at home,
and Bibliography
E for sources and
links on key and
multi-agency
working



Children’s
NSF theme

2 Exemplar care pathway

Policies,
evidence,

Journey

* ordering disposable equipment and
supplies

* organising medicines and other pharmacy

products

* helping Anna and David to co-ordinate
hospital, clinic and therapy appointments
and ensure minimal overlap

* facilitating an annual reassessment of
the care package (more frequent if
necessary) to ensure that as Rachel
grows up her care package is flexible
and responsive to her changing needs.

Anna and David begin over time to build
relationships with members of the multi-
disciplinary community support team
around Rachel. The core team of
professionals works with them to pay
attention to both Rachel's health, social
and developmental needs and their own
needs as individuals and a family unit, in
particular their emotional needs and
desire for an ordinary family life.

Initially the family is delighted to be at
home and everything seems to run very
smoothly; Anna and David feel confident
in their training and the abilities of the
professionals and carers who are

(England) and links

See Sections
323 and 325
concerning the
impact on family
life, and
Bibliography H
for source
material and links
concerning the
roles of parents
in domestic

Standard 8 — settings

flexible and

sensitive care

Standards 3 and

supporting them. However, after about 6 8 — services
months, Anna wonders why she is feeling listen and
a bit low and finding it difficult to be respond to

tolerant of some members of care staff.

In discussions with the key worker and
other parents she is in contact with
through the CCHS Family Support Group,
she comes to realise that this is a normal
reaction once the euphoria of getting
Rachel home has passed and the reality of
caring for Rachel and Peter becomes clear.
Anna is made aware of the availability of
counselling and psychology services if she

should feel this may be helpful at any time.

The key worker visits the family home
regularly, negotiating the times with Anna

families and are
co-ordinated
around their
needs
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Children’s

NSF theme
Journey (England)

Policies,
evidence,
and links

Ongoing
recruitment
and retention
of carers

30

for her convenience, and has telephone
contact with the family in between. This
ensures that Anna and David are kept fully
informed about all actions being taken by
the key worker. They appreciate knowing
both about actions that are being
progressed as well as areas where
progress is very slow. They feel fully
involved and informed while not having to
take on the stress of chasing up services.
The key worker's honesty, openness and
clarity are respected by Anna and David
who feel this supports them in developing
an effective and supportive relationship
with their care team. In turn they
undertake also to try and communicate
with the care team in a constructive way.

One of Rachel's employed carers gives four ~ Standard 8 —
weeks notice of leaving to take up a new key worker
post elsewhere. The key worker ascertains  co-ordinates care
that the carer felt bored and deskilled
working at night with a child who mostly
slept through the night. Other carers
express similar sentiments. The key worker
actively initiates a number of steps to
improve the job satisfaction and stimulation
of carers, including opportunities to:
» work with other families in the
community
* update their competencies
rotate to the local NHS Trust to update/
enhance skills
undertake distance learning modules at
night, and
* attend relevant conferences and
professional updates.
In addition, the key worker facilitates a
recruitment campaign to ensure that
Rachel's care team is as described in the
care package. In the interim, an agency/
bank nurse is employed, trained and
assessed to work within Rachel's team.

See Bibliography C
for source

material and links
concerning human
resources
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Children’s
NSF theme
(England)

Journey

Policies,
evidence,
and links

Short breaks
and holidays

Standards 8 and

2 — services are
organised around
the needs of the
family and support
and enable them
to care and parent
their children

Rachel's care package contains some
additional flexible hours so that Anna and
David can engage in their own
educational or social activities. One of the
carers who knows Rachel well and in
whom Anna and David have confidence, is
assessed as competent to provide this
respite care during the evening. Anna and
David work with the key worker to ensure
that this goes smoothly. Anna’s mother
comes to look after Peter and provide
some back-up for the carer.

Standard 3 —
services work with
families to ensure
high-quality care
and take account
of their views

Towards the end of her first year at home
Anna and David want to go on holiday to
a hotel in another part of the country for
a week. They discuss this with the key
worker and a plan is worked out to make
all the necessary arrangements. The
commissioners are contacted and it is
agreed that a carer can accompany the

Standards 6 and
8 — families
supported in the
self-care of their
illness and have

family on holiday, so that the family can access to
have some rest also. A carer agrees to go appropriate
with the family for four nights; Anna and services

David will cover the other nights’ care
themselves, with the help of Anna’s parents.
The family applies to the Family Fund to pay
for the carer’s separate accommodation and
the carer has a subsistence allowance for
food. This arrangement is achieved through
careful negotiation with the family to

ensure that there is clarity about roles and
responsibilities for the carer, and to ensure
Rachel’s safety in an unfamiliar environment.

Before the family goes on holiday, the key
worker liaises with the community
children’s nursing service in the locality of
the hotel to ensure that they are aware of
Rachel's needs, and provide Anna and
David with a contact point for help if they
should need it while they are there.
Rachel's consultant also makes contact
with a lead consultant at the local hospital
to provide appropriate back-up.

See Section 3.2.7,
and Bibliography M
for advice and
source material

on play, leisure,
short breaks and
family support
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Policies,

evidence,
and links

Medical
reassessment
and follow-up

Emergency
readmission
to hospital

32

Children’s

NSF theme
Journey (England)
Rachel is regularly reassessed at a multi- Standard 8 —
disciplinary clinic specifically for children on  children with
long-term ventilation, with a staff including:  complex needs
* a children’s respiratory consultant receive

co-ordinated
family-centred

* a community paediatrician
* a children’s speech therapist

* a children’s dietician services

* a social worker

* a children’s occupational therapist.

This clinic provides Anna and David with Standard 2

an opportunity to discuss all aspects of
Rachel’'s care with the relevant people at
one appointment, which they find
invaluable. It helps those delivering her
care to ensure a consistent approach that
meets with the family’'s wishes and needs.

parents receive
information and
support

Rachel continues to see the speech
therapist on a regular basis as she learns
to talk with her tracheostomy. Anna and
David and her carers are trained by the
speech therapist to assist Rachel in the
required techniques for communicating
on a daily basis.

Rachel also requires regular sleep studies
either at the hospital sleep lab or at home.
Her carers, and Anna and David, are trained
to use the monitoring equipment at home
to prevent her having to attend hospital.
However, not all the investigations can be
done at home and when Rachel needs to
go for a routine sleep study in hospital,
arrangements are made for her carers to
accompany her so that she receives
continuity of care and to minimise the
effects of the hospital admission on her

Standard 7 —
children receive
care in hospital
that is integrated
and co-ordinated
and delivered in
an appropriate
setting

Rachel has a protocol in place in case of
the need for emergency readmission to
hospital. Twice during her first year at
home, Rachel requires readmission to
hospital with an acute chest infection. The
agreed protocol enables Anna and David
and the key worker to seek advice early
from the GP and subsequently from the
respiratory consultant at the regional
hospital. Rachel is transferred by paramedic

A protocol for the
follow-up and
ongoing
monitoring of
ventilated children
written by
Professor Peter
Fleming can be
found in
Bibliography |

See Section 3.2.6
for advice
concerning
returning to
hospital



2 Exemplar care pathway

Children’s Policies,
NSF theme evidence,

Journey (England) and links

Multi-agency
care plan
reviews

ambulance to hospital before her condition
deteriorates too far.

Anna and David have a parent-held record ~ Standard | —
that summarises the key points regarding parent-held child
Rachel’s diagnosis and treatment plan. record

Each time Rachel is readmitted to the
children’s intensive care unit, she has an
acute respiratory infection, which means
she becomes medically unstable, and
beyond the scope of her home carers’ skills.
On admission to hospital her care is
transferred to the intensive care unit
qualified nursing and medical staff. Her

care team is redeployed to work with
other children and families and some carers
take annual leave. Anna and David miss the
familiarity of the carers who know Rachel,
but understand that the level of care they
would be able to provide would not meet
Rachel's current acute care needs.

As Rachel begins to recover; a few members
of her care team arrange to visit Rachel in
liaison with Anna and David and the key
worker.When Rachel is recovered from
her acute chest infection and is considered
to be medically stable, she is once again
discharged home to the care of Anna and
David and her home-care team. Her
discharge is organised by her key worker.

Rachel and her family's practical and Standards 8 and See Section 3.1.7
support needs are continually reassessed 4 — children and and Bibliography E
and evaluated in partnership with them in  families receive for source material
recognition of their need for varying levels  ongoing and useful links on
of care and support at different times appropriate multi-disciplinary
during Rachel’s life. For example, when support and age-  working

Rachel's grandmother becomes unwell for ~ appropriate

a period of time and is unable to help services to meet

Anna with her weekly shopping trip, it is their specific needs

agreed that the family can have extra as they grow up

short-break care hours, to enable David
and Anna to do the shopping together
without having to worry about the children.
Once Anna’s mother is better; the original
arrangements are re-established.
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Journey

Children’s
NSF theme
(England)

Policies,
evidence,
and links

Rachel's multi-agency care plan reflects
services working together to accommodate
the peaks and troughs experienced by the
family. It is a working document that is
shared and details all the professionals and
services that are required. It ensures access
to services that are timely, appropriate
information about services, and reassurance
for Anna and David that their needs have
been understood and considered.

A proactive approach to Rachel’s care, and
reviews at regular intervals, ensures that
both Rachel’s stability and other factors
impacting on the family’s ability to cope
and manage differing thresholds are
considered and planned for as well
as possible.
Education Nursery By age three, Anna and David
feel that she is ready and would benefit
from attending a nursery school in order
to meet more children of her own age.
Rachel begins to attend a local authority
nursery school once agreement is reached
between the local education authority,
nursery and health service comissioners
about the provision of appropriate support
being available to meet Rachel's needs
within the pre-school setting.

Initially, Rachel attends nursery for two
mornings a week; this increases to three full
days over time. In order to accommodate
her increasing need for daytime care while
at nursery, her care package is adjusted to
provide a carer to cover her nursery hours
and transport time to and from nursery.

Rachel's key worker liaises with the nursery
to provide information for staff regarding
Rachel's needs and helps the nursery
manager to undertake an assessment of
risk using the principles of risk assessment
applied to all aspects of Rachel's life. A
healthcare plan is developed by the key
worker in partnership with Anna and David
to provide details of the care she will

34

Standards 8 and

4 — children and
families receive
ongoing
appropriate
support and age-
appropriate
services to meet
their specific needs
as they grow up

Standard 9 —
partnership
working for
children with
psychological and
special educational
needs

Standards 3 and

8 — integration
between
education/social
and health needs;
sharing of
information,
continuity and co-
ordination of care

See Section 3.2.8
and Bibliographies
A and F for key
policy documents
and best-practice
guidance
concerning
supporting Rachel
through early years
and school



Journey

require in nursery. This is used as the basis
for training the nursery staff and her carers.
As the key worker is a healthcare
professional, they are able to fulfil both
these roles to facilitate Rachel’'s pre-school
attendance, with the full co-operation of
the nursery staff.

As Rachel requires a mid-morning or mid-
afternoon sleep, and therefore ventilation,
and she is still not old enough to care for
her tracheostomy safely, it is agreed by the
nursery and all agencies involved that

the home carers who already know Rachel
well will be funded to accompany Rachel
to nursery. An honorary contract, which
addresses insurance concerns, is agreed
with the carers. Anna and David feel pleased
and confident with this arrangement that
will provide continuity and the appropriate
level of expertise for Rachel's care to be
delivered safely. She takes her own
equipment into nursery with her on a
daily basis and a trolley is made to assist
with access to the nursery and for
movement around the building.

The nursery will provide training for the
carers relevant to the setting to enable
them to support Rachel appropriately with
her learning. Emphasis is put on integrating
Rachel into the nursery setting and
arrangements made to allow her ‘space’ away
from the carers, but so that they can observe
her and ensure she receives appropriate
medical help if and when she needs it.

The key worker gives an information and
awareness session about Rachel's needs

to the nursery staff so that they can be
supportive of the approach required for
her care. The risk assessment has identified
a need for designated staff to be trained in
first aid and emergency resuscitation
techniques and the key worker works with
the nursery manager to identify appropriate
staff to deliver this training, and staff to
attend the sessions.

2 Exemplar care pathway

Children’s Policies,
NSF theme evidence,
(England) and links

Standard 8 —
children with
complex needs are
fully included and
enabled to lead
ordinary lives

35
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Children’s Policies,

NSF theme evidence,
Journey (England) and links

Primary school At age five, Rachel starts
primary school full-time. Careful multi-
agency planning and risk assessment is
undertaken with the key worker taking a
leading role to ensure the smooth transition
of Rachel into school. A ventilator is not
required as Rachel no longer requires
ventilation during the day. Her care package
is gradually reduced as a member of the
school support staff already contracted to
provide support for children with health
needs takes over from her own carers
whilst at school. A plan is put in place for
the assistant to gradually learn about her
care and eventually support Rachel and
another child in the same class.

The assistant is trained to care for Rachel's
tracheostomy and in all emergency
procedures. Initially Rachel’s carers who
accompanied her to nursery work alongside
the assistant as they gain confidence and
competence in performing Rachel's care.
Once the support assistant is assessed as
competent by the key worker, the carers
move on to work with another child
although they remain in contact with
Rachel as they do some night-time care
for the family.

Rachel progresses well in school and
continues to have joint reviews of her
education, health and social care needs.
Her healthcare plan is updated regularly
as her needs change and she becomes
more independent. She adjusts well to life
in school and integrates well with her
peers who both support Rachel and
accept her additional support needs.

Secondary school At age | | years Rachel
transfers to her local secondary school.
The principles of risk assessment are applied
again and support assistants identified for
training, although their role is now more
supportive of Rachel in delivering her own
care for her tracheostomy. In Rachel’s area
the majority of the children who she



2 Exemplar care pathway

Children’s Policies,
NSF theme evidence,

Change to
mask
ventilation

Journey (England) and links

knows from primary school will be
attending the same secondary school as
her. This helps Rachel as she feels she is in
familiar company, even though teaching and
support staff, and other routines differ.

Rachel, Anna and David, and her children’s Standards 3 and See link to the

respiratory consultant talk about a 8 — integrated Expert Patient
planned changeover from tracheostomy co-ordinated care,  Programme in
to mask ventilation. Rachel is keen for her  which is flexible to  Bibliography M
tracheostomy to be closed so that she changing needs and

can be more independent, and plans for circumstances

this are started.
Standard 4 —
respecting and
involving young
people in their care
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2.3 Growing up and transition

Children’s
NSF theme

Policies,
evidence,

Adapting the
care package
over time

Developing
self-care
strategies and
independence

38

Journey

As Rachel grows up, her care package
requires adaptions as her needs change.
Her key worker organises an annual
reassessment that involves Rachel, Anna

and David, and relevant service managers.
The minutes of meetings and an agreed
plan of action are circulated to Rachel, Anna
and David, and all relevant agencies.

As Rachel matures, she increasingly asks to
see professionals by herself as she wants
to become more independent. Anna and
David find this transition difficult at times
as they feel they are beginning to lose
control over Rachel’s care, although they
recognise the importance of her taking
responsibility for her own health needs.

The change to mask ventilation has made
a big difference to Rachel’s life and she
grows in confidence and enjoys her
independence. Rachel wants increasingly

to go out and enjoy varied social
opportunities with her friends. Risk-
management policies are adapted as
Rachel matures and wants more
independence, and to go out more at
night. The roles of her carers are adjusted
so that Rachel can attend social activities
such as clubs and live music events. The key
worker provides Rachel (and Anna and
David) with important health promotion
advice about the specific increased dangers
to her health of smoking and illegal drug use.

As Rachel is highly dependent on
ventilation, she still requires some assistance
from carers at night — but their hours are
reduced in line with Rachel's wishes. In
addition, Rachel says that she no longer
wants her carers to sit in her bedroom at
night. Discussions are initiated with the
housing association and the local authority
housing department about Rachel's future
housing needs. Ideally Rachel would like a
separate room for her carers with an

(England) and links
Standards 3 and

8 — integrated

co-ordinated care,

which is flexible to

changing needs

and circumstances

Standard 4 —
respecting and
involving young
people in their
care; flexibility of
services as young
people develop
into adulthood

See link to the
Expert Patient
Programme in
Bibliography M

Standard 8 —
promote inclusion
of disabled
children and
young people



2 Exemplar care pathway

Children’s
NSF theme

Policies,
evidence,
and links

Transitions
through
education

Direct
payments
and welfare
payments

Transition to
adult services

Journey

interconnecting door to her room to allow
her some privacy.

Rachel achieves good examination grades
at school and, as she approaches the age
of 16 years, she discusses with her parents
and careers advisor at school the options
for her future education. Rachel decides
that she would like to go to university after
completing her A levels, Rachel wants to go
to a local university so that she does not
have to leave home or change her carers
with whom she has a good relationship.
Rachel, Anna and David contact the local
university disability support office and an

advisor helps Rachel to submit her application

and identify her support needs at university.

Rachel’s social worker explains that she
may be able to receive Direct Payments
rather than services for her support needs
from the age of |6 years. Rachel is provided
with a video to take home which explains
the advantages and disadvantages of the
Direct Payment scheme.

Rachel will also be able to access different
welfare payments as she passes certain
birthdays and depending on whether she

is still in full-time education. Her social
worker advises her, directing her to the
Department of Work and Pensions website
for additional information on welfare
payments, and provides assistance as
needed in identifying options.

Until now Rachel has been cared for by a
specialist children’s long-term ventilation
service and a team of community children’s
nurses.When Rachel is 15, the children’s
respiratory consultant suggests that it may
now be the right time to think about

transferring her care to a local adult service.

(England)

Standard 3 —
integration
between
education/social
and health needs

Standard 4 —
growing up, young
person increasingly
involved in
decisions

Standard 4 —
smooth
transition to
adult services

Standard 8 —
transition into

The process of transition is planned carefully adulthood

by the respiratory consultant and key worker
along with Rachel and her parents so that at
age |6 years she transfers to adult services.

See Bibliography F
for guidance on
supporting young
people through
education

See Bibliography L
for guidance on
Direct Payments

www.dwp.gov.uk

See Sections 3.3
and 3.4, and
Bibliography K
for best-practice
guidance and
literature
concerning
transition
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From Hospital to Home

3.0 Introduction

England, Scotland, Wales and Northern Ireland have specific institutional structures, health and
social policy, and services that reflect the needs of their respective populations. It is important
that this guidance is used as a resource alongside local policy and practice, and is adapted where
necessary to reflect local organisation and service delivery. Examples of best practice have been
received from all countries that make up the United Kingdom and the underlying principles are
applicable to all aspects of care irrespective of where it is delivered.

The child featured in the care pathway in Section 2 has a diagnosis of CCHS and associated
complex needs for health and social care. Although specific medical management and the
requirement for personalised packages of services and resources will need to be tailored to
individual children and their families, the principles concerning discharge and ongoing care
management apply equally to children of differing ages, diagnoses and associated impairments
who require long-term ventilation.

Irrespective of the locality, age, diagnosis or impairments of the child, the aim of any integrated
pathway is to link children and families with community services, hospital-based services, social
services, education and the voluntary sector in a joined-up planning and service delivery process
(Limbrick, 2003; ACT, 2004). Pathways provide an accepted framework against which services
can set goals and measure quality to ensure continuous service improvement (see National
Pathways Association, www.the-npa.org.uk). The use of a pathway approach within this guidance
is in line with a key recommendation of the NSF for children’s services to use pathways and
journeys to ensure the child is the focus of service delivery and to prevent discontinuity.

The following subsections provide practical advice and guidance on implementing the care
pathway locally, overcoming known obstacles and ensuring that local policies and procedures
reflect available research evidence and current best practice.

3.1 Planning for discharge of a child from hospital

3.1.1 Undertaking a multi-disciplinary assessment of the child’s needs

A systematic assessment process is essential to ensure that the child’s and family members’
health is fully appreciated and the full range of needs addressed in partnership (see Bibliography
B: ACT, 2003; DH, DfEE, HO, 2000a). Getting the assessment process right for families is one of
the most important factors in delivering an effective service that will meet individual and family
needs; it is particularly relevant in the context of inter-professional and inter-agency working. A
Common Assessment Framework in England is being developed (www.everychildmatters.gov.uk)
based on inter-professional and inter-agency work. The aim of this assessment is to improve the
quality and consistency of assessments of children’s needs that can be used by the whole
children’s workforce as a common ‘front end to more specialist assessments’. A number of these
more specialist assessment tools have been developed specifically for long-term ventilated
children or children with complex care needs. Bibliography B includes examples of assessment
frameworks that can be downloaded from www.longtermventilation.nhs.uk and contains web-
based links to the Common Assessment Framework consultation process being undertaken by
the Department for Education and Skills.
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3 Local adaptation

avoid admission to an intensive care unit when they do not require that level of care, so
developing plans to manage alternative scenarios can work well. It needs to be recognised
however that not all situations can be planned for, and different solutions and plans will suit a
variety of scenarios.

An important principle is that the parents should be allowed and enabled to be ‘just parents’ when
their child has an acute iliness, with provision for the child's care made appropriately. In some
circumstances it may be that the local hospital staff can be trained to be able to care for the child
appropriately, and staff from the hospital may rotate to work with the child in the community.
However, there will always be issues relating to staff developing and maintaining competency and
skills, especially when there is a turnover of staff, making it challenging to sustain adequate training.

Long-term ventilated children have the same rights and choices to access play, leisure and
recreational activities as other children, and their care packages should be organised to facilitate
this (see Bibliography M). Activities and opportunities that are available to them will vary
according to the local area but the same principles should apply. It can be challenging to find
ways to allow the child freedom to integrate while being constantly monitored to ensure their
health and well-being. The key principle should be that the child's carer follows the child to all
settings, rather than there being different carers in each setting. This is important in order for the
child to have some continuity and to limit the number of people they have to establish these
sorts of relationships with. This supports the notion of competent carers who know a child well
ensuring the child's safety in all settings. Agreements about funding differing aspects of this care
and employment should be made using a multi-agency approach to the overall care package. For
example, for Rachel, this might include her attending a holiday play-scheme accompanied by her
carers, who remain employed by the health provider, but are funded by social services for this
aspect of the care by pooling a budget for Rachel. The carers and play-scheme staff will need
specific training and orientation both to work with Rachel and to understand how the play-
scheme runs so they can work together to facilitate Rachel's full integration. KIDSactive
(2004a,b) has produced best-practice guidance for including disabled children in play and leisure
activities (for further policy and guidance in this area see Bibliography M).

Parents and long-term carers of the ventilated child are entitled to short-break care opportunities.
Shared Care Network (Carlin and colleagues, 2005) has produced useful guidance on providing
a range of quality services and examples of good practice (referenced in Bibliography M).There
will be a range of provision locally, which may vary but might include local authority provision
and, in some areas, children’s hospice (although eligibility will be dependent on the child's
diagnosis and practice within local hospices).

Whatever option a family chooses, the principles and practices presented in this guidance should
be applied to the setting the child will be using. For some families it works best to have ‘in-
house’ short-break care, where a carer who is fully competent to be left alone with the child for
a defined period looks after the child while the parents go out for a break. If they are going
away for a weekend, for example, it is important for the child to have continuity from someone
they know well and who can take over parental responsibility. This may be a grandparent or
close family friend. Parents will also need to provide a ‘babysitter’ for any well siblings in the
family so the carer does not have to take responsibility for them at the same time as attending
to the needs of the ventilated child.
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Arranging short-break care and leisure activities takes time and careful planning. This needs to be
done in partnership with the parents and child, to ensure that a full range of provision is
explored, and the right option for each individual situation is found. It can be very difficult for
parents to build up trust in an alternative person or service caring for their child, and they may
feel guilty about asking for a break. They need to be helped to feel supported in their decisions,
and fully listened to. It may be that the required provision is not available in a local area for a
long-term ventilated child, and provision will have to be adapted innovatively to accommodate
the needs identified. The same principle should be applied: the carer who knows the child well
should be able to follow the child and provide the ‘caring’ in whichever setting is chosen.

These aspects of the child's care package should be reviewed and altered as necessary through
the course of a child’s life, to meet their evolving needs and the needs of the family members,
and remain as an integral part of the care-package agreements.

In this context,‘school’ is used to include any educational pre-school or school setting. The same
core principles should be applied to early years and education settings.

The long-term ventilated child has the same rights to education as all children. Practitioners will
need to familiarise themselves with the Department for Education and Skills Special Needs Action
Programme (2003), and Government Strategy for Special Educational Needs (2004). The Disability
Rights Commission has produced a Code of Practice for Schools on their responsibilities under
Part 4 of the Disability Discrimination Act which came into force in September 2002. This makes
the discrimination of disabled pupils unlawful and requires schools to change policies and practices
that place a disabled pupil at a substantial disadvantage. The Act makes it unlawful for schools to
treat a disabled child “less favourably” than a non-disabled child for a reason relating to their
impairment. The Code of Practice can be accessed at www.drc-gb.org/thelaw/practice.asp. The
Disability Discrimination Act (2005), which will become law in December 2006, will place a new
duty on schools, as public bodies, to promote equality of opportunity and to eliminate unlawful
discrimination. Under this specific duty, schools will be required to produce a disability equality
scheme to show how they are planning to meet the need of disabled pupils.

The Special Educational Needs (SEN) Code of Practice (2001) provides guidance to local
authorities, early education settings and schools on carrying out their statutory duties for
identifying, assessing and making provision for children with SEN.The Code places a strong
emphasis on education, health and social services working together to assess children’s needs
and develop packages of support to enable children with SEN, many of whom will also be
disabled, to access education. The Early Support Programme, established in 2002, promotes
multi-agency working around disabled children from birth to 3 years of age and their families.
The programme supports activity in 49 local authorities and guidance and toolkits have been
published for professionals and families which are available to download from
www.earlysupport.org.uk and www.longtermventilation.nhs.uk. A good practice guide is available
on supporting pupils with medical needs (see Appendix F for full references).
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The Disability Discrimination Act (1995) requires schools and other education settings to make
reasonable adjustments to their policies and practice to prevent discrimination against disabled
children and this often involves making an assessment of risks. The Health and Safety at Work
Act (1974) requires employers to make an assessment of the risks of activities, introduce
measures to control these risks and tell their employees about these measures. In some cases,
children with medical needs may be more at risk than other children. Staff may need to take
additional steps to safeguard their health and safety. The employer is responsible under the Act
for making sure that all relevant staff know about and are, if necessary, trained to provide the
additional support these children require.

Local authorities have a statutory duty to establish Parent Partnership Services to provide advice
and information to parents on the statutory framework for special educational needs, their rights
and the provision available locally. They must also make arrangements for resolving disputes
between parents, schools and local authorities relating to special educational needs matters. The
SEN Code of Practice emphasises the importance of schools and local authorities involving
children in decisions that affect them including assessments, the development of Individual
Education Plans and in annual reviews of their statements of SEN.

The exact amount and type of special educational needs provision will be dependent on the
nature of the child’s underlying condition and their age and stage of development. There are,
however, some particular dilemmas and key principles for this group of children that need to be
considered. These are outlined in the rest of this subsection.

A representative of the local education authority should be part of the core team involved in
planning and caring for the child or young person in the community, as soon as the child is of
pre-school age. They will need to be involved at an early stage in planning for nursery/school
attendance, agreeing levels of care, appropriate support, and special funding that may be required.
An agreement should be reached about how funding should be split between the various agencies.

A school health plan will need to be developed in partnership with the parents, child and school
nurse (refer to SEN codes of practice: DfES, 2001) in order to detall all care required and
ensure that the relevant permissions and delegation of responsibilities are clear. The key worker
should liaise with the school nurse who is unlikely to have had experience of a child with long-
term ventilation needs. The school nurse will be able to provide expertise about the school and
advice on ways of working that will be successful. They may also be involved in working with the
teaching staff and the key worker in giving information to the rest of the school and the child's
peers about the special needs of the long-term ventilated child.

The long-term ventilated child may or may not be otherwise disabled by a physical impairment,
in addition to their medical and technological needs. The child may require help physically to
access education, and assistance with their learning, as well as attention to their medical needs.
This means there is the potential for a child requiring more than one member of staff to be
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specifically available to them in an educational setting — for example, a child with a severe
neuromuscular condition who requires two people to lift and move him. Local practice will need
to determine how this care is provided but it may work well to have health funding one carer
and education the other, but both carers must be trained in all aspects of the child’s care and
learning needs and be fully integrated within the school team.

The child may or may not have learning support needs, either as a result of their underlying
condition or due to prolonged periods of hospitalisation. If the child has learning support needs
they will require some additional help in school in addition to their needs for medical care.
Depending on the level of learning support need, the child may undergo a statutory assessment
which may lead to a Statement of Special Educational Needs. See the Early Support Programme
guidance and toolkits on these matters (www.earlysupport.org.uk). Alternatively appropriate
levels of support will be negotiated and agreed by education and health. Depending on the level
of this need, local practice will determine funding arrangements. In addition, training for staff
employed by a school to care for the child will need to be arranged and an ongoing training
programme instigated for the skills of staff to be updated and reassessed. This training will be
delivered by a healthcare professional.

If the child requires ventilation for parts of the school day, it may be that it works best for the
health-carers who already know the child well, and can be specifically supported to deliver this
higher level of care, to accompany the child to school and be given additional training relating to
supporting the child’s education from the school. Funding arrangements for this would need to
be locally agreed but should not be allowed to prevent this sort of arrangement being put in
place to provide continuity and a safe environment for the child to access education.

A child’s inclusion within a school setting is essential in ensuring that they have as ordinary a life
as possible. A balance will need to be found for the child, between the provision of appropriate
care and attention from the carers or support assistants, and their need for privacy and space
alone with their peers. Careful planning and contingency arrangements will be needed using
creative and innovative thinking to achieve this key objective. For example, one young boy and
his carer had a walkie-talkie each and he could contact the carer when he required assistance or
suctioning while he went into the playground with his friends.

In some situations it may be appropriate for a range of people within the school setting to be
trained in the child’s care. This can achieve an objective of ensuring that there is always a
member of staff available to care for the child rather than relying on one person and the child
not being able to attend school if that person is off sick, for example. However, there is a need
to ensure that all those who are actually or potentially caring for the child maintain their skills
and competencies. This may be difficult to achieve if the skills are not being practised on a
regular basis. It may be that the provision of a small care team of people within school who
become ‘experts’ in the child's care can be developed, ensuring continuity and competence as
well as avoiding reliance on one person alone.

As with all children with special needs, it is important that there are regular, ideally combined,
health, social care and educational reviews. These can provide a forum for planning ahead
specifically for the child’s changing needs in respect of schooling, school trips or equipment
needs, for example, in addition to the statutory educational review requirements. It may be that
a smaller sub-group needs to meet to plan a specific event such as a school trip to ensure
attention to detail and to ensure the child’s needs for inclusion and safety are met.
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It is important to recognise that starting nursery/school is a significant milestone for any child
and their parents, and achieving this with minimal stress or deviation from normal practice will
be very important for the child and their parents. Working proactively with families to begin
planning for this transition early is important and can help prevent or minimise some of the
actual and potential problems. It can also be important to normalise some of the concerns a
parent may have about their child starting school in an educational setting. All parents worry, for
example, about whether their child will eat at lunchtime, or develop friendships when they first
start school.

The Council for Disabled Children is currently undertaking a project entitled Health Needs in
Education that aims to develop materials for use in schools and early years settings which
highlight best practice in supporting children with complex health needs. This includes children
who require co-ordinated assistance in order to maintain optimum health during the school day,
which may involve assistance with enteral feeding, catheterisation, assisted ventilation or those
requiring emergency treatment. Best-practice guidance will be published in due course. Contact
the Council for Disabled Children for further information (www.ncb.org.uk/cdc).

3.3 The young person’s changing social needs and sexuality

Young people using long-term ventilation will vary greatly in the degree to which they have the
freedom to organise their own lives and relationships. However, their right to live as ordinary a
life as possible, enshrined with the Children Act 1989, must be balanced against risk factors. Like
any other young person, they will want to develop their independence and the opportunity to
experience peer friendships and relationships in private, and separate from their adult carers. For
many young people using long-term ventilation, opportunities to meet with others and to relate
in private may be limited, but they must be involved in risk assessment processes and enabled to
make informed decisions about risk factors which affect the quality of their lives.

Young people should receive support with their changing needs as they get older; on topics
including:

B making friends

their sexuality

accessing adolescent services

accessing age-appropriate leisure facilities

accessing further education or employment, and

independent living.

There is a range of publications and best-practice guidance on managing the changing needs of
young people. See Bibliography K for sources of information.
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3.4 Transition to adult services

Young people need support to participate actively in decisions relating to their ongoing care and
their transfer to adult services. In particular, transition to adult services can be traumatic for
young people who have established strong relationships with children’s services over a long time.
The key worker should co-ordinate the process and ensure that transitions to adult services are
phased. They should include visits to adult service facilities and the gradual introduction of young
people and their families to new professionals and agencies. Where appropriate, transitional care
arrangements should be in place from |6+ for adult continuing care arrangements.

The NSF standard on Disabled Children and Children with Complex Health Needs (DfES, DH,
2004c), requires local authorities, Primary Care Trusts and NHS Trusts to ensure that transition
planning has as its main focus the fulfilment of the hopes, dreams and potential of the young
person, and in particular the maximisation of education, training and employment opportunities
as well as the opportunity to enjoy social relationships and to live independently.

Transition to adulthood is one of the key chapters of the Strategy Unit's Improving Life Chances
of Disabled People (2005) report, which outlines three key ingredients needed for effective
support of disabled young people, to ensure that they enter adulthood able to participate and
be included. These are:

m  planning for transition focused on individual need

B continuous service provision, and

B access to a more transparent and appropriate menu of opportunities and choices.

The report anticipates that, over time, the introduction of individualised budgets will allow
seamless transition from childhood to adult services. In the interim, it recommends that
children’s and adult services should overlap to improve continuity. This should be achieved
through person-centred planning approaches and a Connexions service that is committed and
equipped to support young disabled people.

As well as the NSF and Strategy Unit's report, there have been a number of other policy
initiatives and pieces of legislation which address the issues of transition, including the Valuing
People Strategy (with pilots in five local authorities developing links between person-centred
planning and transition), Removing Barriers to Achievement — the SEN Strategy (DfES, 2004)
and the extension of Direct Payments to |6- and |7-year-olds through the Carers and Disabled
Children Act (2000). For key publications and best-practice guidance on managing transition, see
Bibliography K, which lists sources of information.

3.5 Implementing cross-department national policies to improve
outcomes for children with complex needs

There is a lot of research evidence to suggest that the care and services provided to children on
long-term ventilation do not bring about the stated improved outcomes, and children and their
families do not always experience positive benefits. Recent studies have found that many parents
experience services as an additional stress as opposed to an added benefit. When parents
complain about low-quality or inappropriate services that do not bring about the desired
outcome, the response has frequently been to provide additional services which in turn add to
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an already complex care package. Parents have reported that ‘less can be more” and that they
would prefer to receive fewer, but better-quality and well co-ordinated services that are shown
to bring about the desired outcome for the child and their family. (For more information on
these matters see Sudbery and Noyes, 1999; and Noyes, 2004).

As children on long-term ventilation have such complex needs for health, social care and
education, they are often covered by multiple cross-departmental policy initiatives that are
designed to improve outcomes of care and reduce health and social inequalities. In practice, this
has turned out to be one of the most challenging aspects concerning organising and delivering
care, as there are so many policies and initiatives to apply locally, and many have overlapping
objectives. For example, in the case of Rachel who featured in the exemplar in Section 2, cross-
departmental policy initiatives aimed at maximising her inclusion in society were far too
numerous to reference in the exemplar, and are listed in Box 8.

Not surprisingly, health, social care and education professionals have found it difficult to stay
abreast of these cross-cutting policy initiatives and in practice this has led to confusion and
duplication, and the focus of care has strayed from providing a seamless and individualised
package of services around the child. To counter this, it is essential that the key worker (or
groups of key workers across a locality) takes a leading role in keeping abreast of these issues. It
makes sense for the key workers across a locality to join forces and share information, facilitate
multi-professional and inter-agency training, ensure that all professionals are up to date, able to
take a strategic view, and can develop ways of working together locally. This should ensure that,
where policies, initiatives and services overlap, or have overlapping aims, the child and their
family receive appropriate, high-quality, well-coordinated services that bring about positive
benefits and improved outcomes.
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Box 8 Government cross-department policies and initiatives to promote Rachel’s social

inclusion (adapted from Audit Commission, 2003a, Services for Disabled Children;
Noyes, 2004)

B The Qudlity Protects Programme aims to ensure that the needs of ‘looked after’ and
disabled children are adequately assessed and met, enabling them to live with their
families or other appropriate settings in the community (DH, 1998b).

B The Green Paper, Every Child Matters aims to ensure that every child reaches their
potential through targeted services and child protection policies (DH, 2003c).

m  The Disability Discrimination Act (1995) includes the duty to adopt a strategic
approach, in partnership with local users, towards more accessible play and leisure
services for disabled children.

B Part lll of the Act puts duties on providers of goods and services, including, from
2004, to remove barriers creating difficulties in accessing the physical environment of
a setting.

B The Office of the Deputy Prime Minister is issuing practical guidance on accessible
play, and best-practice guidance on housing and adaptations (OPDM, 2004).

B The Department for Culture, Media and Sport has launched A Framework for Action
on Disability, including a commitment to enhance access to cultural and sporting
opportunities for disabled children (DfCMS, 2003).

B The National Service Framework for Children provides standards for services to
apply nationally and locally to promote social inclusion, including standards for
equipment services, housing and adaptations, and special needs transport. In particular,
targets have been set to increase uptake of a Carers Special Grant by 2006 and to
improve the life chances of all children.

B The Integrated Community Equibment Services Initiative has set a framework for the
integration and improvement of community equipment and mobility services enabling
disabled children to get out and about with greater ease (DH, 2001a).

B The Modernisation Agency has established a collaborative programme to support
improvement in wheelchair services for disabled children (www.modern.nhs.uk).

B The Department for Education and Skills (DfES) Pathfinder scheme supports
initiatives to improve transport services for disabled young people.

B The Special Education Needs and Disability Act (2001), the Special Education Needs
Code of Practice and the Special Educational Needs Action Programme (DfES, 2001;
2003) all promote the inclusion of disabled children — and together with

m  the White Paper, Valuing People, sets out an expectation that all local services will
introduce person-centred planning for all young people moving from children’s to
adult services. It also requires Learning Disability Partnership Boards to identify a
member with lead responsibility for transition issues, who will work with the
Connexions service to ensure effective joint working and continued inclusion of the
disabled child into adulthood (DH, 2001b).

100



3 Local adaptation

References

Association for Children with Life-Threatening or Terminal Conditions and their Families (ACT) (2003) Assessment
of Children with Life Limiting Conditions and their Families: a Guide to Effective Care Planning. ACT, Bristol.

Association for Children with Life-Threatening or Terminal Conditions and their Families (ACT) (2004) A Framework
for the Development of Integrated Multi-agency Care Pathways for Children with Life-threatening and Life-limiting
Conditions. ACT, Bristol.

Audit Commission (2003a) Services for Disabled Children: a Review of Services for Disabled Children and their Families.
Audit Commission, London. Download from www.audit-commission.gov.uk

Care Co-Ordination Network UK (2004) Key working for disabled children — CCNUK standards. See
www.ccnuk.org.uk

Carers and Disabled Children Act (2000). HMSO, London. See www.hmso.gov.uk/acts/acts2000
Carers Equal Opportunities Act (2004). HMSO, London. See www.hmso.gov.uk/acts/acts2004

Carlin, ], Morrison, J, Bullock, J, Nawaz, S (2005) All Kinds of Short Breaks: a Guide to Providing a Range of Quality
Services to Disabled Children and their Families. Contact: www.sharedcarenetwork.org.uk

Children Act (1989). HMSO, London. See www.hmso.gov.uk/acts/acts | 989
Department of Culture, Media and Sport (2003) Beyond 2004: a Framework for Action on Disability. DCMS, London.

Department for Education and Skills (2001) Special Educational Needs Code of Practice. Department of Education
and Skills, London. Download from www.teachernet.gov.uk

Department for Education and Skills (2003) Special Education Needs Action Programme. Department for Education
and Skills, London. Download from www.teachernet.gov.uk

Department for Education and Skills (2003a) Early Support Programme. Guidance and toolkits are available to
download from www.earlysupport.org.uk and www.longtermventilation.nhs.uk.

Department for Education and Skills (2004) Removing Barriers to Achievement: the Government Strategy for SEN.
Download from www.teachernet.gov.uk/wholeschool/sen/senstrategy/

Department for Education and Skills, Department of Health (2004a) National Service Framework for Children, Young
People and Maternity Services. Children and Young People in Hospital. Department of Health, London. Follow links from
www.dh.gov.uk

Department for Education and Skills, Department of Health (2004c) National Service Framework for Children, Young
People and Maternity Services. Disabled Children and Young People and those with Complex Healthcare Needs.

Department of Health, London. Follow links from www.dh.gov.uk

Department of Health (1998b) The Quality Protects Programme. Transforming Children’s Services. Department of
Health, London.

Department of Health (1999a) Caring about Carers: a National Strategy for Carers. Download from
www.carers.gov.uk/

Department of Health (2001a) Guide to Integrating Community Equipment Services. Department of Health, London.
To download follow links to the publication library from www.dh.gov.uk

Department of Health (2001b) Valuing People. A New Strategy for Learning Difficulties for the 2 * Century. The
Stationery Office, London.

101



From Hospital to Home

Department of Health (2003b) Getting the Right Start: National Service Framework for Children Standard for Hospital
Services. Department of Health, London. Follow links from www.dh.gov.uk

Department of Health (2003c) Green Paper: Every Child Matters: Change for Children. HMSO, London
(www.everychildmatters.gov.uk).

Department of Health (2003d) Discharge from Hospital: Pathway, Process and Practice. Health and Social Care Joint
Unit and Change Agents Team, Department of Health, London.To download follow links to the publication library
from www.dh.gov.uk

Department of Health (2004) Achieving Timely and ‘Simple’ Discharge from Hospital — a Toolkit for the Multi-Disciplinary
Team. London: Department of Health. To download follow links to the publication library from www.dh.gov.uk

Department of Health (2005) Carers and Disabled Children Act (2000) and Carers Equal Opportunities Act (2004):
Carers and People with Parental Responsibility for Disabled Children. Combined Draft Policy Guidance. Department of
Health, London. Follow links from www.dh.gov.uk

Department of Health, Department for Education and Employment, Home Office (2000a) Framework for the
Assessment of Children in Need and Their Families. The Stationery Office, London.To download follow links to the

publication library from www.dh.gov.uk

Disability Discrimination Act (1995). HMSO, London. See www.hmso.gov.uk/acts/acts 995 (contains links to related
Acts in countries other than England).

Disability Discrimination Act (2005) HMSO, London. See www.hmso.gov.uk/acts/acts2005

Disability Rights Commission (2002) Code of Practice for Schools: Part 4 of the Disability Discrimination Act. Download
from www.drc-gb.org/thelaw/practice.asp or www.longtermventilation.nhs.uk

Health and Safety at Work Act (1974) HMSO, London. See www.hmso.gov.uk/acts/acts | 974
Health Act (1999). HMSO, London. See www.hmso.gov.uk/acts/acts| 995

Health and Safety Executive. Five Steps to Risk Assessment — INDG 163 (revl). Download from
www.hse.gov.uk/pubns/indg | 63.pdf

Health and Social Care Act (2001). HMSO, London. See www.hmso.gov.uk.acts.acts200 |
Infection Control Nurses Association (1999) Guidelines for Hand Hygiene. ICNA and DEB Ltd |3, London.

KIDSactive (2004a) Inclusion Checklist for Local Authorities. (Offers ways for local authorities to move policy into
practice in including disabled children.) Contact pip@kidsactive.org.uk, tel 020 7359 3073.

KIDSactive (2004b) Inclusion checklist for settings. (Outlines good practice for playworkers, childminders and other
childcare staff in including disabled children.) Contact pip@kidsactive.org.uk, tel 020 7359 3073.

Kirk, S (2001) Negotiating lay and professional roles in the care of children with complex healthcare needs, Journal
of Advanced Nursing 34(5): 593—-602.

Larson, E (1998) A causal link between handwashing and the risk of infection?, Infection Control and Hospital
Epidemiology 9: 28-36.

Lenehan C,, Morrison J. and Stanley J. (2004) The Dignity of Risk: A practical handbook for professionals working
with disabled children and their families. Contact Council for Disabled Children, 8 Wakley Street, London ECIV
7QE.Tel: 020 7843 1900; Email: cdc@ncb.org.uk.

Limbrick, P (2003) An Integrated Pathway for Assessment and Support. Interconnections: Worcester. Contact the
Handsel Trust on 0121 373 2747, email handsel.trust@virgin.net

102



3 Local adaptation

Ludvigsen, A, Morrison, ] (2003) Breathing Space: Community Support for Children on Long-term Ventilation. Barnardo’s,
Barkingside.

Modernisation Agency (2004) Improving Services for Wheelchair Users and Carers. Modernisation Agency.
To download follow links from www.modern.nhs.uk

Noyes, ] (1999a) Voices and Choices. Young People who Use Assisted Ventilation: their Health, Social Care, and Education.
The Stationery Office, London.

Noyes, ] (2004) Evaluation of Health and Social Care Provision for Ventilator-Dependent Children in the UK. PhD thesis,
University of York.

Netten, A, Curtis, L (2002) Unit Costs of Health and Social Care. Personal Social Services Research Unit, University of
Kent.

Office of the Deputy Prime Minister, Department for Education and Skills, Department of Health (2004) Delivering
Housing Adaptations for Disabled People: a Good Practice Guide. Download from www.odpm.gov.uk

Rawlinson, T, Prescott, H, Lewis, M, Stallard, P (2005) From Hospital to Home: the Redlity of Home Care. A Preparation
Pack for Parents. Unpublished, in preparation; The Lifetime Service, Bath.

Rayfield, J, Lawson, ], Howard, ] (2003) Infection Control Guidance for General Practice. Community Infection Control
Nurses Network and Royal College of General Practitioners. See www.icna.co.uk and www.rcgp.org.uk

Special Educational Needs and Disability Act (2001). HMSO, London. www.hmso.gov.uk/acts/acts200 |
Strategy Unit (2005) Improving Life Chances of Disabled People. London, The Strategy Unit: wwwi.strategy.gov.uk

Sudbury, J, Noyes, | (1999) Ventilator-Dependent Children: Bibliography and Analysis of the Literature. Download from
www.longtermventilation.nhs.uk

Townsley, R, Abbott, D, Watson, D (2004) Making a Difference? Exploring the Impact of Multi-Agency Working on

Disabled Children with Complex Healthcare Needs, their Families and the Professionals who Support them. The Policy
Press, Bristol.

103



From Hospital to Home

Bibliographies

A) Definitions, key policy documents and service specifications

American Thoracic Society Consensus Statement (1990) Home mechanical ventilation, American Review of
Respiratory Disease 141:258-259.

Association for Children with Life-Threatening or Terminal Conditions and their Families (ACT) (2004) The ACT
Charter for Children with Life-threatening or Terminal Conditions and their Families, 4th edn, included in the ACT
Information Pack for Families (pages 6—7). ACT, Bristol.

Association for Children with Life-Threatening or Terminal Conditions and their Families (ACT) and Royal College
of Paediatrics and Child Health (2003) A Guide to the Development of Children’s Palliative Care Services, 2nd edn.
ACT, Bristol.

Audit Commission (2003a) Services for Disabled Children: a Review of Services for Disabled Children and their Families.
Audit Commission, London. Download from www.audit-commission.gov.uk

Carers and Disabled Children Act (2000). HMSO, London. See www.hmso.gov.uk/acts/acts2000
Carers Equal Opportunities Act (2004). HMSO, London. See www.hmso.gov.uk/acts/acts2004
Centre for Economic and Social Inclusion: http://www.cesi.org.uk

Children Act (1989). HMSO, London. See www.hmso.gov.uk/acts/acts| 989

Children Act (2004). HMSO, London. See www.hmso.gov.uk/acts/acts2004

Clinovia/Thain, A. Building Services for Children and Adults with Complex Care Needs. PowerPoint presentation.
Download from www.longtermventilation.nhs.uk

Department for Education and Skills, and Department of Health (2003) Together from the Start: Practical Guidance for
Professionals Working with Disabled Children (birth to third birthday) and their Families. Department for Education and
Science, and Department of Health, London.

Department for Education and Skills, Department of Health (2004a) National Service Framework for Children, Young
People and Maternity Services. Children and Young People in Hospital. Department of Health, London. Follow links from
www.dh.gov.uk

Department for Education and Skills, Department of Health (2004b) National Service Framework for Children, Young
People and Maternity Services. Children and Young People who are lll. Department of Health, London. Follow links from
www.dh.gov.uk

Department for Education and Skills, Department of Health (2004c) National Service Framework for Children, Young
People and Maternity Services. Disabled Children and Young People and those with Complex Healthcare Needs.
Department of Health, London. Follow links from www.dh.gov.uk

Department for Education and Skills, Department of Health (2004d) National Service Framework for Children, Young
People and Maternity Services. Medicines for Children and Young People. Department of Health, London. Follow links
from www.dh.gov.uk

Department for Education and Skills, Department of Health (2004e) National Service Framework for Children, Young

People and Maternity Services. The Mental Health and Psychological Well-being of Children and Young People.
Department of Health, London. Follow links from www.dh.gov.uk

104



Bibliographies

Department of Health (1996) The Patient’s Charter. Services for Children and Young People. HMSO, London.

Department of Health (1997a) A Bridge to the Future. Nursing Standards, Education and Workforce Planning in
Paediatric Intensive Care. Report of the Chief Nursing Officer's Task Force. Department of Health, London.

Department of Health (1997b) Paediatric Intensive Care ‘A Framework for the Future’. Report From the National Co-
ordinating Group on Paediatric Intensive Care to the Chief Executive of the NHS Executive. Department of Health,
London.

Department of Health (1998a) Objectives for Social Services for Children. Department of Health, London.

Department of Health (1998b) The Quality Protects Programme. Transforming Children’s Services. Department of
Health, London.

Department of Health (1999a) Caring about Carers: A National Strategy for Carers. Download from
www.carers.gov.uk/

Department of Health (1999b) Working Together to Safeguard Children. Department of Health, London.

Department of Health (2000) The NHS Plan: a Plan for Investment, a Plan For Reform. London: Department of
Health.

Department of Health (2001b) Valuing People. A New Strategy for Learning Difficulties for the 2 [* Century. The
Stationery Office, London.

Department of Health (2003a) Getting the Right Start: The National Service Framework for Children, Young People and
Maternity Services. Emerging Findings. Department of Health, London.

Department of Health (2003b) Getting the Right Start: National Service Framework for Children. Standard for
Hospital Services. Department of Health, London. Follow links from www.dh.gov.uk

Department of Health (2003c) Green Paper: Every Child Matters: Change for Children. HMSO, London
(Wwww.everychildmatters.gov.uk).

Department of Health (2003e) National Service Framework for Children of Wales. Template for the Development of
Standards. Welsh Assembly Government, Cardiff.

Department of Health (2005) Carers and Disabled Children Act (2000) and Carers Equal Opportunities Act (2004):
Carers and People with Parental Responsibility for Disabled Children. Combined Draft Policy Guidance. Department of

Health, London. Follow links from www.dh.gov.uk

Disability Discrimination Act (1995) HMSO, London. See www.hmso.gov.uk/acts/acts1 995 (contains links to related
Acts in countries other than England).

Disability Rights Commission: http://www.drc-gb.org/publicationsandreports

Doull, I, Payne, H (2002) Literature Review of Services for Children with Special Health Needs in Wales. Lot 5: Children
Requiring Long-term Ventilation. Health and Social Services Committee of the National Assembly of Wales, Cardiff.

Health Act (1999). HMSO, London. See www.hmso.gov.uk/acts/acts 999

Jardine, E, O'Toole, M, Payton, J, Wallis, C (1999) Current status of long-term ventilation of children in the United
Kingdom: Questionnaire survey, British Medical Journal 318: 295-299.

Lenton, S (2004) NSF Implementation. Whole Systems Change for Children. Pathway Network Thinking: Potential

Application to Multi-Agency Commissioning, Delivery, Quality Assurance and Inspection of Children’s Services. Download
from www.longtermventilation.nhs.uk

105



From Hospital to Home

Ludvigsen, A, Morrison, ] (2003) Breathing Space: Community Support for Children on Long-term Ventilation. Barnardo’s,
Barkingside.

Margolan, H (2001) Bristol Royal Hospital: Project Report — To Investigate the Needs of Long-term Ventilated Children and
their Families in the South West Region. United Bristol Healthcare Trust, Bristol.

National Assembly for Wales (2002) Draft Standards for Caring for Critically Ill Children: Long-term Ventilation for
Children and Young People. National Assembly for Wales, Cardiff. To download, follow links from www.wales.nhs.uk

National Pathways Association — supports professionals in the implementation of care pathways and facilitates
contact with a network of professionals: www.the-npa.org.uk

NHS Executive North West (2000) A Specification for the Provision of Paediatric Long-term Ventilation for the Area
Covered by the NHS Executive North West. NHS Executive North West, Warrington.

North and South Thames PICU Network (2002) Draft Guidelines for the Development of Services for Children who
Require Long-term Ventilation. North and South Thames PICU Network, London. Available to download from
www.longtermventilation.nhs.uk

Noyes, ] (2004) Evaluation of Health and Social Care Provision for Ventilator-Dependent Children in the UK. PhD thesis,
University of York.

Salt, A, Lenton, S, Franck, L (eds) (2004) Special issue — Children with complex healthcare needs: supporting the
child and family in the community, Child: Care, Health and Development 30(3).

Strategy Unit (2005) Improving Life Chances of Disabled People. London, The Strategy Unit: wwwistrategy.gov.uk

Sudbury, J, Noyes, | (1999) Ventilator-Dependent Children: Bibliography and Analysis of the Literature. Download from
www.longtermventilation.nhs.uk

United Nations (1989) United Nations Convention on the Rights of the Child. Including: Background to the Convention
and Full Text of the Convention. Children’s Rights Development Unit, London. (See also www.unicef.org/crc/crc.htm)

Western Health and Social Services Board (2002) Model for Management of Children who Require Long-term
Ventilation in the Western Board Areq, Scotland (www.whssb.org).

Wheatley, H (2004) Come On In: The Disability Discrimination Act 995, Part 3, Access to Goods and Services — A
Practical Guide for Children’s Services. Council for Disabled Children. Email: mbremmers@ncb.org.uk

While, AE, Cockett, AM, Lewis, S (2004) Children and young people requiring home assisted ventilation in the South

of England: incidence, receipt of care support and competencies of the care package. Children and Society 18:
207-217.

106



Bibliographies

B) Assessment frameworks and discharge management

Association for Children with Life-Threatening or Terminal Conditions and their Families (ACT) (2003) Assessment
of Children with Life Limiting Conditions and their Families: a Guide to Effective Care Planning. ACT, Bristol.

Association for Children with Life-Threatening or Terminal Conditions and their Families (ACT) (2004) Integrated
Multi-agency Care Pathways for Children with Life Threatening and Life Limiting Conditions. Contact ACT: info@act.org.uk

Bradford Community Children’s Team (2002) Continuing Care Needs Assessment Tool: First Edition. Bradford City NHS
Primary Care Trust.

Capen, C, Dedlow, E (1998) Discharging ventilator-dependent children: a continuing challenge. Journal of Pediatric
Nursing 13(3): 175—184.

Change Agent Team website — further information and learning materials to support proactive and timely discharge
(adult-orientated but many principles can be applied): http://www.changeagentteam.org.uk

Clinovia. Pre-discharge Checklist. Download from www.longtermventilation.nhs.uk
Clinovia. Patient Management Template. Download from www.longtermventilation.nhs.uk

Department for Education and Skills. E-consultation website on the Common Assessment Framework.
www.dfes.gov.uk/consultations/conDocument.cfm?consultationld=1263

Department of Health (1999¢) Discharging Responsibilities, Discharge Liaison Nurses and their Role in Discharge
Planning. Department of Health, London. To download follow links to the publication library from www.dh.gov.uk

Department of Health (2003d) Discharge from Hospital: Pathway, Process and Practice. Health and Social Care Joint
Unit and Change Agents Team, Department of Health, London. To download follow links to the publication library
from www.dh.gov.uk

Department of Health (2004) Achieving Timely and ‘Simple’ Discharge from Hospital — a Toolkit for the Multi-Disciplinary
Team. London: Department of Health.To download follow links to the publication library from www.dh.gov.uk

Department of Health (2005) Carers and Disabled Children Act (2000) and Carers Equal Opportunities Act (2004):
Carers and People with Parental Responsibility for Disabled Children. Combined Draft Policy Guidance. Department of
Health, London. Follow links from www.dh.gov.uk

Department of Health, Department for Education and Employment, Home Office (2000a) Framework for the
Assessment of Children in Need and Their Families. The Stationery Office, London.To download follow links to the
publication library from www.dh.gov.uk

Department of Health, Department for Education and Employment, Home Office (2000b) Framework for the
Assessment of Children in Need and Their Families. Practice Guidance. The Stationery Office, London. To download
follow links to the publication library from www.dh.gov.uk

DeWitt, F Janson, M, Davidson Ward, S (1993) Obstacles to discharge of ventilator-dependent children from the
hospital to the home, Chest 103: 1560—1565.

Health and Social Care Joint Unit and Change Agent Team (2002) Discharge from Hospital: a Good Practice CheckKlist.
Department of Health, London. This guide aims to facilitate good working practice between Councils with social

care responsibilities and their NHS partners.To download follow links to the publication library from www.dh.gov.uk

Jardine, E,Wallis, C (1998) Core guidelines for the discharge home of the child on long-term assisted ventilation in
the United Kingdom, Thorax 53: 762—-767.

|07



From Hospital to Home

Leeds City Council/Leeds Health Authority. Integrated Needs Assessment for Disabled Children & Children with a
Health Condition. Download from www.longtermventilation.co.uk

Marchant, R, Jones, M (2003) Getting it Right — Involving Disabled Children in Assessment, Planning and Review Processes.
Triangle, Hove, East Sussex.

National Pathways Association concerns the development of integrated care pathways to improve the quality of
care. See www.the-npa.org.uk

Noyes, ] (1999a) Voices and Choices. Young People who Use Assisted Ventilation: their Health, Social Care, and Education.
The Stationery Office, London.

Noyes, ] (2000) ‘Ventilator-dependent’ children who spend prolonged periods of time in intensive care units when
they no longer have a medical need or want to be there, Journal of Clinical Nursing 9:774-783.

Noyes, ] (2002) Barriers that delay children and young people who are dependent on mechanical ventilators from
being discharged from hospital, Journal of Clinical Nursing 1'1(1): 2—11.

The Royal Hospitals: Royal Belfast Hospital for Sick Children (2001) Discharge Planning for Ventilator Dependent
Children at Home. Contact: Dr Bob Taylor; The Royal Group of Hospitals and Dental Hospital Health and Social
Services Trust, The Royal Belfast Hospital for Sick Children, 180 Falls Road, Belfast BT 12 6BE, Northern Ireland.

The Royal Hospitals: Royal Belfast Hospital for Sick Children. Multi-disciplinary Assessment for Children with Complex
Needs. (Download from www.longtermventilation.nhs.uk).

Royal Liverpool Children’s Hospital NHS Trust. Alder Hey at Home. Partnership Agreement of Care with Parents.
Available to download from www.longtermventilation.nhs.uk

Samuels, M (1996) Long-term ventilation, Paediatric Respiratory Medicine 2: 24-31.

Salford Community Nursing Team. Example of a Home Care Agreement with Parents. Download from
www.longtermventilation.nhs.uk

Transitional Care Unit, Great Ormond Street Hospital for Children NHS Trust (2001) Assessment Guide for Proposal
of a Home Care Package of the Tracheostomy Ventilated Child. Great Ormond Street Hospital for Children NHS Trust.

Transitional Care Unit, Great Ormond Street Hospital for Children NHS Trust (2004) Discharge Planning Template.
Download from www.longtermventilation.nhs.uk

UK Working Party on Long-Term Ventilation. National Needs Assessment Tool for Long-Term Ventilated Children and
Children with Complex Healthcare Needs in the Community. Download from www.longtermventilation.nhs.uk

University Hospital of North Staffordshire NHS Trust (2004) Policy for the Discharge of Children who Require Long-
term Respiratory Support. Download from www.longtermventilation.nhs.uk

Wiltshire and Swindon Primary Care Trusts (2003) Care Pathway for Technology Dependent Children and Children with
Exceptionally Complex Continuing Healthcare Needs. Wiltshire and Swindon Children’s Palliative Care Network.
Contact: Kathryn.Heath@banes-pct.nhs.uk for electronic version Chris Mills, South Wiltshire Primary Care Trust, is
the main contact for discussion.

108



Bibliographies

C) Human resources

Audit Commission (2002a) Recruitment and Retention — A Public Service Workforce for the 21* Century. Audit
Commission, London. Download from www.audit-commission.gov.uk

Barnardo’s Family Link Somerset. Protocol for the training of carers and sessional workers in the clinical needs of
long-term ventilated children. Including clinical protocols on:

B support and monitoring

training

reviews

making a Family Link supporters link

insurance

health and safety

equipment and transport

family link supporter's checklist

medication

HIV/AIDS statement

standard hygiene procedure

principles for working with children concerning care and control
child protection procedures

allegations against Family Link supporters

guidelines on intimate care

what to do in a crisis

complaints procedure

job description and person specification.

Contact: Somerset Inclusion Partnership, 34 Wellington Road, Taunton TAl S5AW.

Bath and North East Somerset Primary Care Trust. Job Descriptions for Lifetime Support Worker (LSW), Home

care community children’s nurse (F grade), Home care community children’s nurse (G grade). The Lifetime Service.

Download from www.longtermventilation.nhs.uk

Clinovia. Contents for Training and Procedure Care Manual. Download from www.longtermventilation.nhs.uk
Clinovia. Template for Successful Recruitment and Retention. Download from www.longtermventilation.nhs.uk
Clinovia. Training and Development Template. Download from www.longtermventilation.nhs.uk

Department of Health (2004) National Workforce Competence Framework for Children’s Services. Download from
wwwiskillsforhealth.org.uk

Great Ormond Street Hospital Transitional Care Unit. Competencies for Parents. Download from
www.longtermventilation.nhs.uk

Great Ormond Street Hospital Transitional Care Unit. Outline of a Training Proposal to Train Staff to Care for a Child at

Home. Download from www.longtermventilation.nhs.uk

Great Ormond Street Hospital Transitional Care Unit. Recommendations for Training for the Primary Care Giver of the
Long-term Ventilated Child. Download from www.longtermventilation.nhs.uk

Great Ormond Street Hospital Transitional Care Unit. Training Programme for Staff Nurses. Download from
www.longtermventilation.nhs.uk

Great Ormond Street Hospital Transitional Care Unit/Barbara Boosefeld. Carers’ Competencies: Assessment Book.
Download from www.longtermventilation.nhs.uk

109



From Hospital to Home

10

Great Ormond Street Hospital Transitional Care Unit/Barbara Boosefeld. Training Competencies for Healthcare
Support Workers. Download from www.longtermventilation.nhs.uk

Hewitt-Taylor, ] (2004) Children who require long-term ventilation: staff education and training, Intensive and Critical
Care Nursing 20(2): 93—102.

The Leeds Teaching Hospitals NHS Trust. Job Description for Children’s Clinical Support Worker. Download from
www.longtermventilation.nhs.uk

Lifetime Service. Annual Reassessment for Lifetime Health Support Workers. Download from
www.longtermventilation.nhs.uk

Lifetime Service. Health Support Workers Training Programme. Download from www.longtermventilation.nhs.uk
Lifetime Service. Person Specification: Lifetime Support Worker. Download from www.longtermventilation.nhs.uk

Newham PCT Services for Children and Young People (2004) Assessment Booklet for Staff Caring for Children with
Complex Needs in the Community. Download from www.longtermventilation.nhs.uk

Policy initiatives concerning the development of a children’s workforce:

B the Health Act (1999) includes flexibilities that allow agencies to make jointly funded appointments

B the Green Paper Every Child Matters (DH, 2003c) provides specific guidance on the issues involved in staffing
children’s services

B the National Service Framework for Children (DfES, DH, 2003 a-e) makes recommendations on recruitment
and retention of staff

B the Audit Commission Report Recruitment and Retention — A Public Service Workforce for the 21+ Century
provides guidance on the recruitment, retention and development of staff skills (Audit Commission, 2002a)

B the NHS has published a National Workforce Competence Framework for Children’s Services
(wwwiskillsforhealth.org.uk)

B the Royal College of Nursing has published guidance entitled Services for Children and Young People:
Preparing Nurses for Future Roles (RCN, 2004). Ring RCN Direct on 0845 772 6100, quoting publication
code 002 454.

Royal Liverpool Children’s Hospital NHS Trust Carer Education Programme (includes clinical guidelines):
tracheostomy and stoma care

suction

ventilator use and maintenance

oxygen dependency

gastrostomy care and feeding

tube feeding

medications including administration

lone worker policy.

Download from www.longtermventilation.nhs.uk

Yorkshire Regional Long-term Ventilation Service. Core Competencies
Long-term Ventilation/High Dependency. Adapted for: Paediatric Intensive Care Unit, Leeds General Infirmary.
Download from www.longtermventialtion.nhs.uk



Bibliographies

D) Clinical governance, risk management and child protection

Ambrosio, |, Woo, M, Jansen, M, Keens, T (1998) Safety of hospitalised ventilator-dependent children outside of the
intensive care unit, Pediatrics 101(2): 257-259.

Barsotti, C, Yorkhill NHS Trust (2003) Care Competencies for Ventilation Support Workers. Download from
www.longtermventilation.nhs.uk

Bath and North East Somerset Primary Care Trust. Risk Assessment Template and Risk Scoring Matrix. See
www.longtermventilation.nhs.uk

Bath and North East Somerset Primary Care Trust/Lifetime Service. Example of a Risk Assessment: Electromechanical
Equipment in the Domestic Home. Download from www.longtermventilation.nhs.uk

Clinical Governance Support Team: website to provide help and practical support to practitioners implementing
clinical governance, www.cgsupport.nhs.uk

Clinovia (2002) Assuring Customers: the Clinical Governance Framework within Clinovia. Download from
www.clinovia.co.uk

Clinovia. Quality Management Template. Download from www.longtermventilation.nhs.uk

Clinovia/Thain, A. Managing Risk in the Provision of Complex Care in the Home. PowerPoint Presentation. Download
from www.longtermventilation.nhs.uk

Department of Health (1999b) Working Together to Safeguard Children. Department of Health, London.

Department of Health (2001c) Building a Safer NHS for Patients — Implementing an Organisation with a Memory.
Department of Health, London.To download follow links to the publications library from www.dh.gov.uk

Department of Health (2002) Clinical Governance Reporting Processes. Department of Health, London. To download
follow links to the publications library from www.dh.gov.uk

Gilgoff, I, Helgren, J (1992) Planning an outing from hospital for ventilator-dependent children. Developmental
Medicine and Child Neurology 43(10): 904-910.

Great Ormond Street Hospital Transitional Care Unit. Checklist for Safety Checks to be undertaken each Shift.
Download from www.longtermventilation.nhs.uk

Health and Safety Executive. Risk assessment leaflets available from: www.hse.gov.uk/pubns

Health and Safety Executive. COSHH: A Brief Guide to the Regulations: What you need to know about the Control of
Substances Hazardous to Health Regulations 2002 — INDG |36 (rev2). Download from
www.hse.gov.uk/pubns/indg | 36.pdf

Health and Safety Executive. Five Steps to Risk Assessment — INDG 163 (revl). Download from
www.hse.gov.uk/pubns/indg | 63.pdf

Health and Safety Executive. A Guide to Risk Assessment Requirements — INDGZ2 | 8. Download from
www.hse.gov.uk/pubns/indg2 | 8.pdf

Infection Control Nurses Association (1999) Guidelines for Hand Hygiene. ICNA and DEB Ltd |3, London.

Janowski, M (1984) Accidental disconnections from breathing systems, American Journal of Nursing (February):
241-244.



From Hospital to Home

Larson E. (1998) A causal link between handwashing and the risk of infection? Infection Control and Hospital
Epidemiology 9:28-36.

Lenehan, C, Morrison, J, Stanley, ] (2004) The Dignity of Risk: a Practical Handbook for Professionals Working with
Disabled Children and their Families. Contact: Council for Disabled Children, 8 Wakley Street, London ECIV 7QE tel
020 7843 1900 email cdc@ncb.org.uk

NSPCC (2003) “It Doesn’t Happen to Disabled Children”: Child Protection and Disabled Children. Download from
www.nspcc.org.uk/inform/downloads/itDoesntHappenToDisabledChildren.pdf

Materials are currently in development in relation to disability and safeguarding children, which will be available from
the Council for Disabled Children in 2005.

Newham Primary Care Trust/Clinovia. Manual Handling Risk Assessment Tool. Download from
www.longtermventilation.nhs.uk

Rayfield, J, Lawson, ], Howard, ] (2003) Infection Control Guidance for General Practice. Community Infection Control
Nurses Network and Royal College of General Practitioners. See www.icna.co.uk and www.rcgp.org.uk

Standard Medical Advisory Committee. Sub Committee on Anti-Microbial Resistance (1998) The Path of Least
Resistance. See www.advisorybodies.dh.gov.uk/smac|.htm

112



Bibliographies

E) Key working, inter-agency and multi-agency working

All Together Better — Plain Language Book for Families (linked to Making A Difference) available free from the family
fund: www.familyfund.org

Arblaster, L, Conway, J, Foreman, A, Hawtin, M (1998) Achieving the Impossible. Interagency Collaboration to Address the
Housing, Health and Social Care Needs of People Able to Live in Ordinary Housing. The Policy Press, Bristol.

Association for Children with Life-Threatening or Terminal Conditions and their Families (ACT) (2004) A Framework
for the Development of Integrated Multi-agency Care Pathways for Children with Life-threatening and Life-limiting
Conditions. ACT, Bristol.

Audit Commission (2003b) Let Me Be Me: Handbook for Managers and Staff Working with Disabled Children and their
Families. Audit Commission, London. Download from www.audit-commission.gov.uk

Beattie, A (2000) Service Co-ordination. Contact the Handsel Trust on 0121 373 2747, email handsel.trust@virgin.net

Beresford, B, Sloper, T, Baldwin, S (1996) What Works in Services for Families with a Disabled Child? Barnardo’s,
Barkingside.

Care Co-Ordination Network UK (2004) Key working for disabled children — CCNUK standards. See
www.ccnuk.org.uk

Department for Education and Skills, and Department of Health (2003) Together from the Start: Practical Guidance for
Professionals Working with Disabled Children (birth to third birthday) and their Families. Department for Education and
Science, and Department of Health, London. Download from www.earlysupport.org.uk

Department of Health (1998a) Partnership in Action (New Opportunities for Joint Working Between Health and Social
Services). Department of Health, London. To download follow links to the publications library from www.dh.gov.uk

Department of Health (1998b) Unlocking the Potential: Effective Partnerships for Improving Health. Department of
Health, London.To download follow links to the publications library from www.dh.gov.uk

Department of Health (2001b) Valuing People. A New Strategy for Learning Difficulties for the 21+ Century. The
Stationery Office, London.To download follow links to the publications library from www.dh.gov.uk

Greco,V, Sloper, B Barton, K (2004) Care Co-ordination and Key Worker Services for Disabled Children in the UK.
Research Works 2004-01, Social Policy Research Unit, University of York. Download from www.york.ac.uk, follow
links to the Social Policy Research Unit.

Limbrick, P (2001) The Team Around the Child. Contact the Handsel Trust on 0121 373 2747, email
handsel.trust@virgin.net

Limbrick, P (2003) An Integrated Pathway for Assessment and Support. Interconnections: Worcester. Contact the
Handsel Trust on 0121 373 2747, email handsel.trust@virgin.net

Limbrick, P (2004) Early Support Needs for Children with Complex Needs: Team Around the Child and the Multi-Agency
Key Worker. Interconnections: Worcester: Contact the Handsel Trust on 0121 373 2747, email
handsel.trust@virgin.net

Limbrick-Spencer, G (2001) The Keyworker. WordWorks. Contact the Handsel Trust on 0121 373 2747, email
handsel.trust@virgin.net

Muckherjee, S, Beresford, B, Sloper, P (1999) Unlocking Key Working: An Analysis and Evaluation of Key Worker Services
for Families of Disabled Children. The Policy Press/Joseph Rowntree Foundation, Bristol/York.

13



From Hospital to Home

Research in Practice (2004) Champions for Children. Enabling Disabled Children and their Families and Children First.
Disabled Children and Their Families: www.rip.org.uk/publications/champions.htm

Sloper; P (2004) Facilitators and barriers for coordinated multi-agency services, Child: Care, Health and Development
30(6): 571-580.

Townsley, R, Abbott, D, Watson, D (2004) Making a Difference? Exploring the Impact of Multi-Agency Working on
Disabled Children with Complex Healthcare Needs, Their Families and the Professionals who Support Them. The Policy
Press, Bristol.

Watson, D, Townsley, R, Abbott, D, Latham, P (2002) Working Together? Multiagency Working in Services to Disabled

Children with Complex Healthcare Needs and their Families. A Literature Review. Birmingham, The Handsel Trust:
www.handseltrust.org

[14



Bibliographies

F) Education

Audit commission (2001) Going Places: Taking People to and from Education, Social Services and Healthcare. Audit
Commission, London. Download from www.audit-commission.gov.uk

Audit Commission (2002b) Special Educational Needs: a Mainstream Issue. Audit Commission, London. Download
from www.audit-commission.gov.uk

Botton, A (1997) Losing the Thread: Pupils’ and Parents’Voices about Education for Sick Children. National Association
for the Education of Sick Children, London.

Connexions Service — a comprehensive service offering advice to young people. See www.connexions-direct.com
or www.connexions.gov.uk

Department of Education and Skills (2001) Special Educational Needs Code of Practice. Department of Education
and Skills, London. Download from www.teachernet.gov.uk

Department for Education and Skills (2003) Special Education Needs Action Programme. Department for Education
and Skills, London. Download from www:teachernet.gov.uk.

Department for Education and Skills (2003a) Early Support Programme. Guidance and toolkits are available to
download from www.earlysupport.org.uk and www.longtermventilation.nhs.uk.

Department for Education and Skills (2004) Removing Barriers to Achievement: the Government Strategy for SEN.
Download from www.teachernet.gov.uk/wholeschool/sen/senstrategy/

Department for Education and Skills, and Department of Health (1996) Supporting Pupils with Medical Needs: a
Good Practice Guide. Offers advice on drawing up policies on managing medication in schools. Department for
Education and Skills, London. Download from www:teachernet.gov.uk.

Department for Education and Skills, Department of Health (2005) Managing Medicines in Schools and Early Years
Settings. HMSQO, London.

Disability Rights Commission (2002) Code of Practice for Schools: Part 4 of the Disability Discrimination Act.
Download from www.drc-gb.org/thelaw/practice.asp or www.longtermventilation.nhs.uk

Lightfoot, ], Wright, S, Sloper, P (1999) Supporting pupils in mainstream schools with an iliness or disability: young
people’s views, Child: Care, Health and Development 25(4): 267-283.

Mukherjee, S, Lightfoot, J, Sloper, P (2002) Communicating about pupils in mainstream school with special health
needs: the NHS perspective, Child: Care Health and Development 28(1): 21-27.

Nash, T, Asprey, A (2004) Children with life limiting or life threatening illnesses and their support in schools: the provision
of medical and nursing support. Unpublished report available from ptsnash@exeterac.uk, or DrT Nash, Senior
Research Fellow, Department of Sociology, University of Exeter; EX4 4Q).

Rehm, R (2002) Creating a context of safety and achievement at school for children who are medically
fragile/technology dependent, Advanced Nursing Science 24(3): 71-84.

Skill (2004) Into Higher Education. An informative and practical guide for disabled students considering applying to
university or college. See www.skill.org.uk, or tel 020 7450 0648.

Slopenr T (2003) Service Support for Children with a Chronic lliness or Physical Disability Attending Mainstream Schools.
MCH 13-09. Download from www.dh.gov.uk/PolicyAndGuidance/ResearchAndDevelopment

Special Educational Needs and Disability Act (2001). HMSO, London. www.hmso.gov.uk/acts/acts200 |

www.teachernet.gov.uk/wholeschool/healtthandsafety/medical is a website that provides guidance on managing pupils
with medical needs in school.

15



From Hospital to Home

G) Housing, equipment and adaptations

Audit Commission (2002c) Fully Equipped: The Provision of Equipment to Older or Disabled People by the NHS and
Social Services in England and Wales. Audit Commission, London. Download from www.audit-commission.gov.uk

Audit Commission (2002d) Procurement and Supply: A Review of National Findings. Audit Commission, London.
Download from www.audit-commission.gov.uk

Benefit information can be obtained from the Department of Work and Pensions website: http://www.dwp.gov.uk/

Beresford, B (2003) The Community Equibment Needs of Disabled Children and their Families. Research Works
2003/01, Social Policy Research Unit, University of York. Follow links from www.york.ac.uk

Beresford, B, Oldham, C (2000) Making Homes Fit for Children: Working Together to Promote Change in the Lives of
Disabled Children. The Policy Press/Joseph Rowntree Foundation, Bristol/York.

Beresford, B, Oldham, C (2002) Housing Matters: National Evidence Relating to Disabled Children and their Housing.
The Policy Press/Joseph Rowntree Foundation, Bristol/York.

Care and Repair: ‘On the mend — hospital discharge and the role of home improvement agencies’. Care & Repair
England, http://www.careandrepair-england.org.uk

Care and Repair or Staying Put: www.cel.co.uk/foundations/about_hias/what_are_hias.htm

Department of Health (2001c) Guide to Integrating Community Equipment Services. Department of Health, London.
To download follow links to the publication library from www.dh.gov.uk.

Disabled Facilities Grants. Information on applying from the Office of the Deputy Prime Minister. Download from
http://www.odpm.gov.uk/stellent/groups/odpm_housing/documents/page/odpm_house_602543.hcsp

Heywood, F (1996) Funding Adaptations. The Need to Co-operate. The Policy Press, Bristol.

Heywood, F (2001) Money Spent Well: The Effectiveness and Value of Housing Adaptation. The Policy Press/Joseph
Rowntree Foundation, Bristol/York.

Housing Assessment Checklist. Download from www.longtermventilation.nhs.uk
Integrating Community Equipment website see www.icesdh.org.uk
McKeevor, B (2002) Homes Fit for Children: From Policy to Politics. Guildhall Press, Derry.

Modernisation Agency (2004) Improving Services for Wheelchair Users and Carers. Modernisation Agency. To
download follow links from www.modern.nhs.uk

NHS Executive and Department of Health (2000) Evaluation of the Powered Wheelchair and Voucher Scheme
Initiatives. Final Report. York Health Economics Consortium, University of York. Follow links from www.york.ac.uk

Office of the Deputy Prime Minister, Department for Education and Skills, Department of Health (2004) Delivering
Housing Adaptations for Disabled People: a Good Practice Guide. Download from www.odpm.gov.uk

Oldman, C, Beresford, B (1998a) Homes Unfit for Children. Housing, Disabled Children and their Families. The Policy
Press, Bristol.

Oldman, C, Beresford, B (1998b) Living at Home with a Disabled Child. The Policy Press, Bristol.
Whizz-kidz. Provides customised wheelchairs, tricycles and other specialised mobility equipment, wheelchair training,

information and advice to change the lives of disabled children across the UK. www.whizz-kidz.org.uk.

16



Bibliographies

H) The roles of parents and carers in domestic settings

The Carers and Disabled Children Act (2000). HMSO, London. www.hmso.gov.uk/acts/acts2000
The Carers (Recognition and Services) Act (2000). HMSO, London. www.hmso.gov.uk/acts/acts2000
The Carers and Equal Opportunities Act (2004). HMSO, London. www.hmso.gov.uk/acts/acts2004

Coffman, S (1995) Crossing lines: parents’ experiences with paediatric nurses in the home, Rehabilitation Nursing
Research 4(4): 136—143.

Cohen, M (1999) The technology-dependent child and the socially marginalized family: a provisional framework,
Qualitative Health Research 9(5): 654-688.

Directgov is a website containing public service information from the UK government. Good resources for parents
and carers: http://www.direct.gov.uk

Heaton, J, Noyes, ], Sloper, P, Shah, R (2003) Technology and Time: Home Care Regimes and Technology-Dependent
Children. Final Report. ESRC, London. Download from www.longtermventilation.nhs.uk

Kirk, S (1998) Families’ experiences of caring at home for a technology dependent child: a review of the literature.
Child: Care, Health and Development 24(2): 101—114.

Kirk, S (1999) Caring for children with specialised healthcare needs in the community: the challenges for primary
care. Health and Social Care in the Community 7(5): 350-357.

Kirk, S (2001) Negotiating lay and professional roles in the care of children with complex healthcare needs. Journal
of Advanced Nursing 34(5): 593-602.

Kirk, S, Glendinning, C (1998) Trends in community care and patient participation: implications for the roles of
informal carers and community nurses in the United Kingdom, Journal of Advanced Nursing 28(2), 370-381.

Kirk, S, Glendinning, C (2002) Supporting ‘expert’ parents — professional support and families caring for a child with
complex healthcare needs in the community, International Journal of Nursing Studies 39: 625—635.

Kirk, S, Glendinning, C (2004) Developing services to support parents caring for a technology-dependent child at
home. Child: Health, Care and Development 30(3): 209-218.

Kirk, S, Glendinning, C, Callery, P (2005 in press) Parent or nurse! The experience of being the parent of a
technology-dependent child. Journal of Advanced Nursing forthcoming.

Limbrick-Spencer; G (2000) Parents Support Needs. The Views of Parents of Children with Complex Needs. Handsel
Trust Publications, Birmingham.

Ludvigsen, A, Morrison, | (2003) Breathing Space: Community Support for Children on Long-term Ventilation. Barnardo’'s,
Barkingside.

O'Brien, M (2001) Living in a house of cards: family experiences with long-term childhood technology dependence,
Journal of Pediatric Nursing 16(1): 13-22.

O'Brien, M, Wegner, C (2002) Rearing the child who is technology dependent: perceptions of parents and home
care nurses. Journal of Specialised Pediatric Nursing 7(1): 7—15.

Ratcliffe, ] (2003) Listening to Siblings. The Experience of Children and Young People who have Brothers or Sisters with a
Severe Disability. Birmingham, Handsel Trust Publications.

17



From Hospital to Home

Rawlinson, T, Prescott, H, Lewis, M, Stallard, P (2005) From Hospital to Home: the Reality of Home Care. A Preparation
Pack for Parents. Unpublished, in preparation, Bath: The Lifetime Service.

Roberts, K, Lawton, D (2001) Acknowledging the extra care parents give their disabled children, Child: Care, Health
and Development 27(4): 307-319.

Sloper, P (1999) Models of service support for parents of disabled children what do we know? What do we need
to know?, Child: Care Health and Development 25: 85-99.

West, S (2000) Just a Shadow.A Review of Support for the Fathers of Children with Disability. Handsel Trust Publications,
Birmingham.

Wilson, S, Morse, J, Penrod, | (1998) Absolute involvement: the experience of mothers of ventilator-dependent
children, Health and Social Care in the Community 6(4): 224-233.

Yorkhill Hospital for Sick Children. House Rules for the Care Team. Download from www.longtermventilation.nhs.uk

18



) Clinical guidelines

Bibliographies

Barnardo’s Family Link Somerset. Protocol for the training of carers and sessional workers in the clinical needs of
long-term ventilated children. Including clinical protocols on:

support and monitoring

training

reviews

making a Family Link supporters link
insurance

health and safety

equipment and transport

family link supporter's checklist
medication

HIV/AIDS statement

standard hygiene procedure

principles for working with children concerning care and control
child protection procedures

allegations against Family Link supporters
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Contact: Somerset Inclusion Partnership, 34 Wellington Road, Taunton TAl S5AW.
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replacement of a minitube
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care of the sealed lead-acid battery.

Download from www.longtermventilation.co.uk

Rovyal Liverpool Children’s Hospital NHS Trust Carer Education Programme (includes clinical guidelines):

tracheostomy and stoma care
suction

ventilator use and maintenance
oxygen dependency
gastrostomy care and feeding
tube feeding
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medications including administration
lone worker policy.

Download from www.longtermventilation.nhs.uk
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application of medications by the associate carer
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management of a blocked tracheostomy tube
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administration of a continuous feed via a Mic-Key skin level feeding tube
power failure at home

what to do in the event of: equipment failure, medical queries, nursing queries, acute emergency.

Download from www.longtermventilation.nhs.uk

University Hospital of North Staffordshire NHS Trust. Protocol for the Transfer of the Long-term Ventilated Child from
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Draft 2. Download from www.longtermventilation.nhs.uk
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Ability Magazine (British Computer Society)
John Lamb Media Ltd

Dairy Cottages, Wolterton

Norfolk NRI' 7LX

Tel: 01263 768572

Web: http://www.abilitymagazine.org.uk/

Access to Communication and Technology (ACT)
Oak Tree Lane Centre

91 OakTree Lane

Selly Oak, Birmingham

West Midlands B29 6JA

Tel: 0121 627 8235

Web: http://www.wmrc.nhs.uk/act/

ACE Centre Advisory Trust

92 Windmill Road

Headington

Oxford OX3 7DR

Tel: 01865 759800

Web: http://www.ace-centre.org.uk/acemain.asp

The ACE Centre-North

Units | | & 12, Gatehead Business Park
Delph

Saddleworth OL3 5DE

Tel: 01457 829444

Web: http://www.ace-north.org.uk/

ACT: Association for Children with Life Threatening Conditions
Orchard House

Orchard Lane

Bristol BS| 5DT

Tel: 0117 922 1556

Email: info@act.org.uk

Web: http://www.act.org.uk

Advisory Centre for Education

| C Aberdeen Studios

22 Highbury Grove

London N5 2DQ

General Office Number (Monday—Friday 9.30am—5.30pm): 020 7354 8318 or 020 7704 3370
General Advice Line (Monday—Friday 2-5pm): FREEPHONE 0808 800 5793

Web: http://www.ace-ed.org.uk/
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Aid for Children with Tracheostomies

Tel: 01823 698398

Email: support@actfortrachykids.com

Web: http://www.actfortrachykids.comWeb:/

Ann Craft Trust (formerly NAPSAC)
Centre for Social Work

University of Nottingham

University Park

Nottingham NG7 2RD

Tel: 0115 951 5400 or O1'15 846 6334
Email: information@anncrafttrust.org
Web: http://www.anncrafttrust.org/

ASC:Advice,Advocacy and Representation Service for Children
|-3 Greengate

Salford M3 7NN

Tel: 01608 398442

ASC (Action for Sick Children)

ASC HEAD OFFICE
Action for Sick Children,
National Children’s Bureau,
8 Wakley Street,

London ECIV 7QE

Tel: 020 7843 6444

ASC MIDLANDS

Action for Sick Children
Midlands Office

No 3, Abbey Business Centre
Keats Lane, Earl Shilton
Leicestershire LE9 7DQ

Tel: 01455 845600

ASC SCOTLAND

Action for Sick Children (Scotland)
172 Leith Walk

Edinburgh EH6 5EA

Tel: 0131 553 6553

ASC WALES

AW.CH (Wales)

31 Penyrheol Drive

Sketty, Swansea SA2 9JT

Tel: 01792 205227

Web: http://www.actionforsickchildren.org/

Useful contacts
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Assistive Communication Aids Centres (ACS)

Communication Aid Centre

Speech and Language Therapy Department
Frenchay Hospital

Bristol BS16 |LE

Tel.O1'17 975 3946

Email: cacfrenchay@north-bristol.swest.nhs.uk

Communication Aid Centre
2™ Floor; North Wing
Charing Cross Hospital
Fulham Palace Road
London, W6 8RF

Email: acs@rivernet.org.uk

Association for All Speech Impaired Children (AFASIC)
2nd Floor

50-52 Great Sutton Street

London ECIV 0D)

Tel (administration): 020 7490 9410

Email: info@afasic.org.uk

Web: http://www.afasic.org.uk/

Augmentative Communication Service
Wolfson Centre

Mecklenburgh Square

London WCIN 2AP

Tel: 020 7837 7618

Email: k.price@ich.ucl.ac.uk

Barnardo’s (Head Office)
Tanners Lane
Barkingside, llford

Essex 1G6 QG

Tel: 020 8550 8822

The CALL Centre (Communication Aids in Language and Learning)
University of Edinburgh

Paterson’s Land, Holyrood Road

Edinburgh EH8 8AQ

Tel: 0131 651 6235/6236

Email: call.centre@ed.ac.uk

Web: http://callcentre.education.ed.ac.uk/
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Care Co-ordination Network UK
Social Policy Research Unit
University of York

Heslington

York YO0 5DD

Tel: 01904 321959

Email: info@ccnuk.org.uk

Web: http://www.ccnuk.org.uk

Carers UK

20-25 Glasshouse Yard
London ECIA 4T

Tel: 020 7490 8818

Web: http://www.carersuk.org/

CENMAC (Centre for Micro-Assisted Communication)
Charlton School

Charlton Park Road

London SE7 8JB

Tel: 020 8854 1019

Email: mail@cenmac.com

Web: http://www.cenmac.com/

Chailey Heritage Rehabilitation Engineering Unit
North Chailey

Lewes

Sussex BN8 4EF

Tel: 01825 722112 ext 210

Child-to-Child Trust

Institute of Education

20 Bedford Way

London WCIH OAL

Tel: 020 7612 6649

Email ccenquiries@ioe.ac.uk

Web: http://www.child-to-child.org

Childhood Research and Policy Centre
Social Sciences Research Unit

|8 Woburn Square

London WCIH ONS

Tel: 020 7612 6397

Email: ssru@ioe.ac.uk (please indicate: for the attention of the CRPC)

Web: http://www.ioe.ac.uk/ssru/crpc.html

Useful contacts
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Childline

Freepost NATNI I | ]

London EI 6BR

Tel: 0800 1111

Web: http://www.childline.org.uk/

Children’s Rights Alliance for England

Children’s Rights Alliance, Joint National Co-ordinators
94 White Lion Street

London NI 9PF

Tel: 020 7278 8222

Email: info@crights.org.uk

Web: http://www.crights.org.uk

Christopher Reeve Paralysis Foundation
500 Morris Avenue

Springfield, N

USA

Web: http://www.christopherreeve.org/

College of Occupational Therapists
|06—1 14 Borough High Street
London SEI LB

Tel: 020 7357 6480

Web: http://www.cot.co.uk

Communicate

The Lodge, Regional Rehabilitation Centre
Hunters Road

Newcastle upon Tyne NE2 4NR

Tel: 0191 219 5640

Email: communicate@nhs.net

Web: www.communicate-nhs.com

Communication Advice Centre
Greenpark Healthcare Trust

Musgrave Park Hospital, Stockmans Lane
Belfast BT9 7)B

Tel: 028 9066 9501

Email: hilary.robinson@greenpark.n-i.nhs.uk

Communication Aids Centre
Rookwood Hospital
Fairwater Road, Llandaff
Cardiff CF5 2YN

Tel: 029 2031 3956
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Communication Clinic
Newcomen Centre, Guy's Hospital
St Thomas' Street

London SEI 9RT

Tel: 020 7955 5000 ext 3862

Communication Matters

c/o The ACE Centre

92 Windmill Road

Oxford OX3 7DR

Tel: 0845 456 821 |

Web: http://www.communicationmatters.org.uk/

Congenital Central Hypoventilation Syndrome Family Support Network
71 Maple Street

Oneonta

NY 13820, USA

Email: VanderlaanM@Hartwick.Edu

Web: http://www.cchsnetwork.org/

CCHS Support Group

24 Larners Road

Toftwood

Dereham NRI19 |LE

Tel: 01362 696509

email: cchssupp@hotmail.com

Contact a Family

209-211 City Road

London ECIV [N

Tel: 020 7608 8700

Helpline for parents and families 0808 808 3555 or Textphone 0808 808 3556
Email: info@cafamily.org.uk

Web: http://www.cafamily.org.uk/index.html

The Council for Disabled Children
8 Wakley Street

London ECIV 7QE

Tel: 020 7843 1900

Web: http://www.ncb.org.uk/cdc/

Department for Education and Skills
Web: http://www.dfes.gov.uk

Department of Health
Web: http://www.dh.gov.uk
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Disabled Living Foundation

380-384 Harrow Road

London W9 2HU

Tel: 020 7289 6111 (Monday—Friday 9am—5pm)

Helpline: 0845 130 9177 (Monday—Friday 10.00am—1.00pm)
Web: http://www.dlf.org.uk

Family Fund Trust

Rowntree Wharf

PO Box 50

York YOI 92X

Email: info@familyfund.org.uk

Web: http://www.familyfundtrust.org.uk/

International Ventilator Users Network
4207 Lindell Boulevard #110

Saint Louis

Missouri 63108-2915, USA

Email: ventinfo@post-polio.org

Web: http://www.post-polio.org/ivun

Joseph Rowntree Foundation
The Homestead

40 Water End

York YO30 6WP

Tel: 01904 629241

Web: http://wwwijrf.org.uk

keycom plc

University Court

Staffordshire Technology Park
Stafford ST18 OES

Tel: 01785 717777

Web: http://www.keycom.co.uk/

The Lifetime Service

Child Health Department

Bath and North East Somerset Primary Care Trust
Bath NHS House, Newbridge Hill

Bath BAI 3QE

Tel: 01225 731624

Email: lifetime@banes-pct.nhs.uk

Mary Marlborough Specialist Disability Service
Mary Marlborough Centre, Communication Aids
Windmill Road, Headington

Oxford OX3 7LD

Tel: 01865 227 600
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NALC (National Association of Laryngectomee Clubs)
Ground Floor, 6 Rickett Street

London SWé6 IRU

Tel: 020 7381 9993

Web: http://www.nalc.ik.com/

NAPSAC see Ann Craft Trust

National Association of Hospital Play Staff
Email: tina.clegg@uhl-trnhs.uk

Web: http://www.nahps.org.uk/

National Federation of Access Centres

South West Regional ACCESS Centre, Disability ASSIST Service
University of Plymouth, Drake Circus

Plymouth PL4 8AA

Tel: 01752 232696

Email: M.M.Kemp@plymouth.ac.uk

NHS Direct (England and Wales)
NHS helpline: 0845 46 47
Web: http://www.nhsdirect.nhs.uk/

NHS Helpline (Scotland)
Tel: 0800 22 44 88 (8am—10pm)
Web: http://www.show.scot.nhs.uk/public/publicindex.htm

Ombudspeople

The Health Service Ombudsman England

| 1" Floor, Millbank Tower

Millbank

London SWIP 4QP

Tel: 0845 015 4033

Email: OHSC.Enquiries@ombudsman.gsi.gov.uk
Web: www.ombudsman.org.uk

The Health Service Ombudsman Wales

Fifth Floor, Capital Tower

Greyfriars Road

Cardiff CF10 3AG

Tel: 0845 601 0987

Email: WHSC.Enquiries@ombudsman.gsi.gov.uk

Useful contacts
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The Northern Ireland Ombudsman

The Ombudsman’s Office, Progressive House

33 Wellington Place

Belfast

Tel: 0800 34 34 24 or 028 9023 382

Email: ombudsman@ni-ombudsman.org.uk

Web: http://www.ni-ombudsman.org.uk/ombadd.htm

Scottish Public Services Ombudsman

4 Melville Street

Edinburgh EH3 7NS

Tel: 0870 O1 | 5378

Email: enquiries@scottishombudsman.org.uk
Web: www.scottishombudsman.org.uk

The Local Government Ombudsmen: England
Millbank Tower
Millbank
London SWIP 4QP
Tel: 020 7217 4620 or 0845 602 1983

Beverley House
|7 Shipton Road
York YO30 5FZ
Tel: 01904 380200

2 The Oaks

Westwood Way
Westwood Business Park
Coventry CV4 8B

Tel: 024 7682 0000

See website for detalils of areas covered by each office: www.lgo.org.uk

The Local Government Ombudsman for Wales
Derwen House, Court Road

Bridgend CF31 BN

Tel: 01656 661325

Email: enquiries@ombudsman-wales.org

Web: http://www.ombudsman-wales.org/

Outsiders Sex and Disability Helpline
Dr Tuppy Owens

BCM Box Lovely

London WCIN 3XX (enclose SAE)
Tel: 020 7499 3527 (I lam—/pm)
Email: outsiders@clara.co.uk

Web: http://www.outsiders.org.uk/
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ParentAbility

National Childbirth Trust
Alexandra House
Oldham Terrace

London W3 6NH

Tel: 020 8992 2616

Royal Institute of British Architects
66 Portland Place

London WIB TAD

Tel 020 7580 5533

Email: info@inst.riba.org

Web: http://www.riba.org/

Scottish Centre of Technology for the Communication Impaired (SCTCI)
Westmarc, Southern General Hospital

1345 Govan Road

Glasgow G5 4TF

Tel: 0141 201 2619

Email: sctci@sgh.scot.nhs.uk

Sleep Disordered Breathing & Chronic Respiratory Failure Research Group
c/o Dr Colin Wallis

Great Ormond Street Hospital for Children NHS Trust

Great Ormond Street

London WCIN 3JH

Email: c.wallis@ich.ucl.ac.uk

Social Policy Research Unit

The University of York

Heslington

York YO0 5DD

Web: http://www.york.ac.uk/inst/spru/

Spinal Injuries Association
Acorn House

387-39 1 Midsummer Boulevard
Milton Keynes MK9 3HP

Tel: 0845 678 6633

Email: sia@spinal.co.uk

Web: http://www.spinal.co.uk
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TASSCC (Technological Assessment and Support Service for Children and the Curriculum)
Summerhill Centre

Stronsay Drive

Aberdeen ABI5 6JA

Tel: 01224 346127

Email: tasscc@aberdeencity.gov.uk

Web: http://www.aberdeen-education.org.uk/tasscc/

Whizz-kidz

| Warwick Row

London SWIE 5ER

Tel: 020 7233 6600

Email: info@whizz-kidz.org.uk

Wired for Health (health information for schools and education professionals)
Web: http://www.wiredforhealth.gov.uk

The Who Cares? Trust

Kemp House

152—160 City Road

London ECIV 2NP

Tel: 020 7251 3117

Email: mailbox@thewhocarestrust.org.uk
Web: http://www.thewhocarestrust.org.uk
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