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...this is a time for
personal achievement
and not despair...

Homeward Bound

Celebration and Anxiety

Read and learn from this booklet before
your child comes home from hospital.
It is intended to help you to prepare for
a whole new range of challenges and
everyday circumstances. Keep it by you
for reference and support whenever
you may need it.

The day when parents are told they can take their child home from hospital is a
matter for both celebration and anxiety. By now, you will have spent what seems
an eternity in the formality of the hospital system and are probably eager to get
family life back into its normal routine. Sadly, things do not always go as smoothly
as you wish and what was once ‘normal’ will no longer be so. The re-adjustments
needed to family life can be greater than you have anticipated and planned for.
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Good preparation in advance of your child’s return can make a very great difference
and this booklet is designed to help you through the settling in period, with advice
and comments gathered from families who have gone through the same processes
and emotions that you are experiencing.
• By now you should have met your
new care team, arranged through
the Primary Care Trust – PCT, and
know the names and contacts for
your community support team.
• Your family Doctor (GP) should have
been notified of the date when your
child is coming home.
• Any building requirements should
have been assessed and completed;
this sometimes does not happen
until you return home.

In producing this leaflet we at Breathe On UK have drawn extensively from the
views, experiences, and emotions of other mothers, fathers, and families with a
child who is dependent on mechanically supported breathing – long term
ventilation or LTV.

• You may have had help from an
Occupational Therapist (OT) in
obtaining the most suitable adaptation
for your home and in assisting you
to obtain a Disabled Facilities Grant.
If not, now is the time to seek the
support of an OT!

It may seem that your situation is unique but it is not! Although sad, this fact can
bring hope. You are not alone and not forsaken. Although your way of life will
change, this is a time for personal achievement and not despair.

• Before your child leaves hospital,
it is vital that you start your own
care routine manual.

INTRODUCTION
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• You will want to know how to manage
the machinery and tracheotomy
pipes, cleansing the airways etc.,
before hospital discharge. It is easier
to write everything down from the
beginning, both for your own reference
and peace of mind, and so that all
appropriate family members and
carers are confident how to handle
the entire process.
• Above all, whilst your child remains
in hospital and you are in day-to-day
contact with consultants, clinicians,
nursing staff, and your case nurse,
ask questions about everything
you think you need to know. Not
only about medical matters and
nursing techniques, but also on
how best to obtain support from
other organisations. This is the
time to milk the system for
information and guidance –
on the spot, not second hand.
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THE CARE TEAM

Turn-Over of Carers

Coming to terms with accommodating and living in harmony alongside your care
team is inevitably a major challenge, whatever your circumstances. All parents
report difficulties in this issue because of a ‘lack of privacy’, inadequate knowledge
of how to interact with people who are neither ‘staff’ nor family, and the need for
the family collectively to come to terms with new and challenging circumstances
involving ‘living with strangers’. This is a situation which is perfectly normal and
understandable but it must be managed from the start, or things will go from
bad to worse.

Unfortunately, however efficient you are in handling the care team relationship
some events can be beyond your constant control. For example, the majority of
parents report a high turn-over of carers, some of whom are new to LTV care or
have not had experience at ‘live-in’ interaction with families.

The care routine manual that you
develop is vital in this process of
balancing family needs and those of
your carers because the carers are
required to fit into your programme
and not vice versa. You know your
child better than anyone and ultimately
you are the decision maker for family
care.
In addition to essential technical
matters, the manual should include all
names and contact numbers of each
person involved with your child’s care,
and their area of involvement, eg. care
agency manager, medical consultant,
general practitioner, equipment
suppliers, etc.
If living space permits, it is certainly
preferable to have a separate room for
carers to use, but most homes with
carers have limited space and become
very crowded when all the family
members are in residence.
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This is when tolerance, balance and
leadership will be most needed. Clear
‘space and time usage’ boundaries
must be established for all concerned,
to avoid misunderstandings and to
ensure that family and carers work
together as a team. Also, it is standard
practice that tea/coffee, food
preparation space, TV/video facilities
and comfortable seating are normally
provided for carers by the family.
Experience has shown how important
it is from the beginning to develop a
good relationship with your case
manager; also, that they know
immediately of any difficulties or
procedures that you are not happy
with, so that they manage their team
efficiently and nip problems in the
bud.

A lack of practice in a carer may prove
irritating, but it is important to
remember that your understanding and
guidance at this stage of their career
will benefit many other people in the
longer term who are in the same
situation as yours. You may be
surprised at how capable you become
when rising to challenges like these.
Another area of concern can be care
team funding and, as NHS budgets
tighten, the level of care allocated to
your child may change and often not to
your benefit.
With challenges like these to be faced
you must be prepared, if necessary, to
fight the system at all levels to achieve
the support you need and have the
right to expect.
The experiences of many families show
clearly that it helps from the beginning
for the parents to determine which of
them will primarily take this area as

their responsibility before the need
arises, but a spirit of teamwork has
been proven to be a vital element in
overcoming such tests. You may be
surprised at how capable you become
at rising to new problems and finding
the answers.
You should never feel incompetent
because you think you lack knowledge
about any aspect of caring for your
child, or understanding their day-to-day
condition. Try not to feel inadequate
when ordinary events like mealtimes,
housework, shopping, or writing letters
are overlooked, or happen later than
planned. All this and more, has been
occurring for many years in families
with the same problems as yours.
However often they turn up, try not
to let them get you down!
Training will be provided by the NHS or
your care team.

HOMEWARD BOUND 5

MONEY

2. Carers Allowance – CA

4. Disabled Facilities Grant – DFG

Almost inevitably you will face a change in your
financial circumstances and there is a wide range of
possible individual entitlements available that can
help with balancing the budget.

If you qualify for and receive either the
middle or higher rate of DLA you may be
entitled to claim for CA. The application
criteria for this are complex and can be
confusing so, for further guidance and
information go to the following web
address: www.cafamily.org.uk

This is a local authority grant to help
towards the cost of adapting a home to
make it more suitable for housing a
disabled child, and also applies to disabled
children with learning/behavioural
difficulties. It is a mandatory scheme
whereby a grant must be paid if the
council/local authority decides that
changes to the dwelling are necessary and
appropriate, and that the work required is
reasonable and practicable.

As a carer of a disabled child you may be entitled to a
range of benefits and other forms of support, depending on
your personal circumstances. There are an extensive series of benefits and
entitlements that may be applicable. However, the routes to identifying these can be
complicated, and help to steer your way through this maze and obtain updated benefit
information can be found by accessing the Government website
www.direct.gov.uk
You should look in particular at the following available benefits
and payments to which you may be entitled:
1.
2.
3.
4.
5.
6.

Disabled Living Allowance – DLA
Carers Allowance – CA
Child Tax Credit – CTC
Disabled Facilities Grant – DFG
Direct Payments – DP
Working Tax Credit – WTC (Available if a parent is
working over 15 and up to 30 hours a week.)

Due to constant reviews of benefits and entitlements you are advised to apply
online to obtain most up-to-date information.
Below is a brief explanation of some of the benefits that may be available to you.

3. Child Tax Credit – CTC
CTC is a means-tested allowance for
parents and carers of children or young
people who are still in full-time education
and you may qualify for an extra amount if
you are caring for a disabled child.
This credit system has replaced the old
Child Benefit scheme. For further guidance
visit: www.cafamily.org.uk

The amount paid is usually based on a
financial assessment – a ‘means test’ of
your average weekly income in relation to
your outgoings. There is no means testing
for families with disabled children under
19 as part of the application process for
this grant of up to £30,000 in England and
Wales (£25,000 in Northern Ireland). Help
above this limit may be available under the
local authority's discretionary powers. In
Scotland you may qualify for a Home
Improvement Grant. For further information
and a detailed description of the grant
please visit: www.communities.gov.uk

1. Disabled Living Allowance – DLA
This is a complex benefit that requires in-depth medical forms and a questionnaire to
be completed. There are two parts to this benefit : 1. Care, and 2. Mobility, and
payments are made according to three levels of required disability nursing support:
1. Lower – low levels of support
2. Middle – moderate levels of support
3. Higher – complex and high levels
of support
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To obtain the correct award from
this Government initiative, a benefits
advisor can be contacted online, and
an individual benefit assessment
requested. For further guidance visit:
www.direct.gov.uk

HOMEWARD BOUND 7

5. Direct Payments

FUEL AND SPECIAL PROVISION FOR UTILITY BILLS

Direct payments are cash payments made to individuals
who have been assessed as needing services, in lieu of
social service provisions. This service is provided by
The Department of Health.

It is to be expected that due to your child’s medical condition you are likely to run
up very high energy and utility bills, especially during the winter months. All the
energy providers run a special SOCIAL TARIFF. Each company has its own criteria
so it is advisable to check with your individual supplier.

For further guidance visit: www.dh.gov.uk
or telephone 020 7210 4850.
Lines open 08:30 to 17:00, Monday to Friday.

Note: The Utility Warehouse Discount Club offers help with paying energy bills
plus a range of special services for customers who are elderly, long term sick
or disabled. For further guidance visit www.utilitywarehouse.co.uk
or telephone 0800 1313000.

6. Working Tax Credits
Working Tax Credits (WTC) are available for people
who are employed or self employed who:
• are paid for their work
• expect to be in work for at least 4 weeks, and are either aged 16
or over and responsible for at least one child, and usually working
at least 16 hours a week
• are aged 16 or over and disabled, and usually working at least
16 hours a week
• are aged 50 or over and starting work after receiving certain benefits
for at least 6 months and usually working at least 16 hours a week

EMPLOYMENT, DEBT, REDUNDANCY
In the challenging times that we are all passing through these days, anyone can
find themselves facing problems with difficult employers, with troubles caused by
debt, and with the distress of redundancy. Family and friends will, hopefully, rally
round, but it is always worth contacting outside sources that specialise in providing
information and guidance, including:
1. NATIONAL DEBT LINE
Tel: 0808 808 4000
Hours: Mon-Fri 9am-9pm
www.nationaldebtline.co.uk

• are aged 25 or over and usually working at least 30 hours a week
2. TURN2US.ORG
Visit: www.taxcredits.inlandrevenue.gov.uk
or telephone the tax credits helpline on 0845 300 3909.

Tel: 0808 802 2000
Offer advocacies. Will do a charity search.
www.turn2us.org.uk
3. CAB – Citizens Advice Bureau
National service usually requiring a prior made appointment but now outreach
workers and advisors are basing themselves in hospitals, they have a wide
experience of all employment issues, debt worries, housing concerns and
your regional office can be found by visiting www.citizensadvice.org.uk
or telephoning 0870 126 4090.
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FRIENDS & FAMILY

Friends

In your changed existence, it is essential for you to recognise that your initial joy at
having your child back in the family fold will not be permanent. As you face new
personal challenges that are inevitable in this life-changing situation, there will be
times – as many parents, predominantly mothers have told us – when you feel
emotions of guilt, remorse, hopelessness, sometimes despair; a sense of being
altogether ‘different’ from the person you once were.

Many parents tell us that maintaining relationships with friends can be desperately
hard, even insurmountably difficult in some cases. Going out to meet people can no
longer be a spur of the moment activity, because even leaving home for an hour to
have coffee with a pal needs forward planning. There may be problems with
transport, and decisions to make about leaving your child at home with the
necessary care, or taking them with you, where this is possible and acceptable to
your companions.

Almost inevitably, you will feel resentment at the loss of personal freedom that
you can’t ‘do your own thing’ any more.

Face these challenges, don’t retreat into
yourself. Otherwise your fears may
become reality and both friends and
family will become uneasy, and reluctant
to offer advice and support. Remember
that confidence is catching – encourage
others to share your challenges not your
‘burdens’.
Most people will respond to an invitation
to be part of a team, but few, if any, can
maintain a sharing of desperation. Those
who have experienced what you now face
– all of them – believe they are better
people as a result.
It is vital that you make every effort to
keep in touch with friends and family
members who have shared your life. You
may make some surprising discoveries
about them: their capacity to share
difficulties and hard times, to offer help
both emotional and practical.
Never, ever say to a friend or family
member who offers it that you don’t
need their help – nine times out of ten
these offers come from caring not from
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pity and can make a long term difference
to your everyday existence! Their
support, both moral and practical, can be
invaluable in every possible
circumstance.
Your child can only be apart from a
parent, when supervised by a carer who is
accompanied by a family member or
adult known to a parent and who
qualifies by age and has been trained
specifically to cope with LTV children.
One member of the immediate family
has to be on-site at all times with the
carer, or accompany the child when
going out from home.
This sensible ‘belt and braces’ approach
to your child’s welfare can make
carrying on anything like a normal life
very difficult; however, mothers have
reported that where family members
and/or friends will take on this role
it comes as a blessing.

The business of friends visiting you at home, whilst not needing the same degree
of planning, can be demanding in different ways. Many people cannot prevent
themselves from feeling uncomfortable when in the company of an LTV child and
are unsure how best to behave; also, they may find it difficult to have a private
conversation with a stranger (carer) in the house. There is no off-the-shelf answer
to the question of how best to deal with friends because we are all different and
react to situations in different ways.
The up-side to all this is that you will know how people close to you are likely to
react to your new circumstances, and how to help them to recognise your need for
their friendship to endure. This makes it a vital task for you from the outset to find
time to involve your close friends in your new circumstances, to lighten any
concerns they have and put them at ease to work with you on how best to work
together and keep in touch.

TRAINING
This will be at the pace of each individual and will vary from person to person. It is
important that you take the time to fully understand the machines and what to do
in an emergency. Your training will usually involve basic life support, how to use
the equipment including the ventilator and suction, and you may also need
to be trained to replace the tracheostomy tube. If your child’s care is
more complex the team may perform scenario training (or practice
tests). This is not an actual test but is to help you to feel more
confident so that you can deal with any situation that may arise.
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‘RESPITE’ CARE
‘Respite’ is now official-speak for what
people once called ‘taking a break’. It is
not a sign of weakness to take it! You
will discover, quite soon after your child
comes home, that you need a regular
break from the toil of keeping everyday
life on some acceptable level. You
would not be human if this was not the
case.
We all need some form of let-up from
stress, however infrequent this may be,
if we are not to reach breaking point.
Taking ‘respite’ is both honourable
and vital.
For most parents with an LTV child the
only respite option is for their child to
be taken into a hospice. This in itself
can be distressing because the word
‘hospice’ is much misunderstood, and
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a ‘hospice’ is widely recognised as a
place where people are sent to die in
a compassionate and loving
environment.
This can be the case, but hospices also
act as high-care hospitals and
sanatoriums, and as rest homes.
There is no shame in arranging for a
loved family member – in this case
your child – to be cared for devotedly
in a hospice for a few days; quite
the contrary.
This shows that common sense and
courage is being used for the benefit of
all involved – you, your family, your
carers, and most of all, your child –
to ensure that a continuity of life can
be maintained in the longer term.

Make Time for Free Time

‘Captain’s Hour’

The experiences of parents with
children reliant on LTV have shown
how essential it is that free time is
made available regularly for principal
carers and immediate family, to give
them a rest from their quite distinctive
pressures. Such breaks must not
be seen as out of the ordinary, but
welcomed as a new and important part
of normal and responsible family life. In
your role as team captain, it is down to
you to make sure that all your players
get the rest and respite they need to
keep them at their best – and don’t
forget that the team
includes you!

You above all, as the person who
drives the whole caring process, have a
clear-cut responsibility to ensure that
you keep balanced and positive, but
don’t feel a failure when problems seem
overwhelming, when there are rows and
tears, and everything feels too much to
bear – it will pass.
Essential support in maintaining a
balanced and positive outlook can
come from what some parents call
‘Captain’s Hour’ – not necessarily only
an hour, but a daily interlude of time
set aside for you to ‘do your own thing’.
This vital time off period of release
from strain for the key carer – you –
should be sacrosanct and nonnegotiable, and how you spend it is a
matter for your own choice – listening
to music, reading, making ‘phone calls,
surfing the internet, studying, exercise,
or simply taking a nap, whatever you
decide – this is YOUR time.
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HOLIDAYS
Many families tell us that they have not had a holiday since their LTV child left
hospital and that they find the strain of just organising such an event too exhausting.
But this attitude must be overcome because it is essential for the long-term health
and wellbeing of all involved with the day to day caring procedure to have a proper
break whenever possible.

There are many locations throughout
the UK that welcome LTV children,
including self-catering cottages and
activity centres. Certain hotels can
provide rooms that offer the space
required for all necessary LTV
equipment, and for both carer and
child. Where it is necessary and
available, transport may be provided by
your Primary Care Trust if the distance
to be travelled is considered
‘reasonable’ by the PCT.
Because each young LTV person’s
needs vary, as do those of carers, it is
always essential that personal contact
is made with the providers of holiday
facilities. Having identified possible
providers, talk with them – at least by
phone, followed-up by a visit if possible
– to clarify what services are available
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and to pre-empt any concerns you may
have. Also, make sure that every
aspect of your agreement is
confirmed in writing or by email so that
there can be no misunderstandings.
Listed opposite are some organisations
that can help with specialist holidays,
but due to UK legislation, cannot
provide care; this means that a parent/
carer must accompany the child.
However, some organisations can put
their customers in touch with local care
agencies that may provide support
during your stay. Please visit their
websites for the latest information.

• Center Parcs welcome children
aged 3 years+, and can provide
on-site help for LTV children.
Visit: www.centerparcs.co.uk
or telephone 08448 267723.

• Livability (John Grooms) can
provide hotel and self-catering UK
holidays.
Visit: www.livability.org.uk
or telephone 020 7452 2000.

• Holidays for All provide a directory
of organisations offering information
on specialist holidays (UK & abroad).
Visit: www.holidaysforall.org.uk
or telephone 08451 249973.

• Butlins have specially adapted
units at four centres located in
Minehead (01643 703 331),
Skegness (01754 762 311),
or Bognor (01243 820 202),
ask for the Resort Director.
Visit: www.butlins.com

• Vitalise is a national charity
providing short respite-care
breaks for disabled children
aged 6 years+ and carers at a
multi-activity centre deep in rural
Cornwall.
Visit: www.vitalise.org.uk
or telephone 0845 345 1970.

• ACT (Aid for Children with
Tracheostomies) has a
caravan for hire in Devon.
Visit: www.actfortrachykids.com
or telephone Amanda Saunders
on 01823 698398.
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OUT & ABOUT – MOBILITY SUPPORT

Are you Eligible for a Motability Car?

Most LTV families will qualify for a disabled badge for car usage - the Blue Badge
Parking Permit – and the application form for this can be obtained from your local
authority/council. It must be counter-signed by your family doctor and returned to
the issuing body to be processed. The disabled badge will be in a parents name
until the child is two years of age and then will be issued in the child’s name.

To join the Motability Car Scheme, you must be receiving Higher Rate Mobility
Component (HRMC) of the Disability Living Allowance (DLA) – currently £46.75 per
week.

The requirements for being eligible for a
Blue Badge are fairly straightforward:
1. If your child is aged 2 years+ and
has a permanent and substantial
impediment that means they cannot
walk or walk only with great difficulty.
2. If you are the parent of a child
less than two years old who has
a medical condition making it
essential that they:
• Must always be accompanied by
bulky equipment that can only be
transported with great difficulty

If you have access to a personal
computer you can apply online using
the following link, that will take you to
the ‘find your local authority page’:
www.local.direct.gov.uk
Or contact the head office for the Blue
Badge Scheme direct by telephone on
01384 257 001.
Under the disabled provision, parents
will be able to apply for support
funding for running a vehicle under the
‘Motability Car Scheme’.

Checking Your Eligibility
If you would like assistance checking whether you are eligible for the Disability
Living Allowance, you should contact the following agencies: Disability & Carers
Service on 08457 123456 or visit the Directgov website.
• With ‘Motability’ you have the
option of Contract Hire or Hire
Purchase for the chosen vehicle.
• With the Contract Hire package you
do not need to drive. You can
nominate up to two drivers who may
be friends or relatives, and parents
or carers can apply on behalf of a
child aged three years and upwards.
If you choose the Contract Hire
scheme you must have at least 12
months' award length remaining.

a car with a Hire Purchase
agreement, you will need to be
receiving the allowance for the
full length of your agreement.
• Proposed drivers must not have
any serious driving convictions,
disqualifications, or endorsements
within the last five years. There
are also some restrictions on drivers
under 25 and those with provisional
licences.

• For customers choosing to buy

• Need to be near a vehicle
constantly to facilitate quick
treatment, or transported swiftly
to a hospital or other source
of treatment
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PLAY & LEISURE

NETWORKING

Discussions with parents, families, carers, and brothers and sisters confirm the
vital importance of play and leisure as an element in caring for an LTV or technology
dependent child, especially while they are receiving high dependency or intensive
care. It is widely accepted within the medical profession that play for sick children
helps to reduce stress and supports the recovery process.

Many families report that some form of networking with others that have young
people at home who share a similar situation is helpful. Breathe On UK runs a ‘put
you in touch’ service where parents can be introduced to one another. In 2009 it is
planned to have a networking facility on line in the form of a message board, and
in time a chat room will be introduced. A pilot scheme on local networking groups
will be developed in the future once there are enough families in a given area.

The stress on all concerned is greatly
reduced if play can be enabled in the
hospital prior to a return home. Some
hospitals will allow a trained play
therapist to visit them and provide a
well stocked playroom with a wide
selection of activity toys to stimulate
sick children, and may enable play with
brothers and sisters which can be very
beneficial.
However, if the child’s condition
precludes them from leaving the
immediate care unit, toys and play
materials can be brought in from
outside. In this situation, it is vital to
take into account hospital health and
safety policy, and although provision of
new toys and equipment is welcomed,
they must be accepted and checked by
the staff, and be disinfected to prevent
spread of infection.
For an LTV or Technology Dependent
Child being cared for at home, there
are many companies that specialise in
equipment, sensory toys and
activities to stimulate sick children,
even those who are very frail.
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Companies of proven worth include:
Leap Frog (manufacturers of
specialist educational toys).
Visit: www.leapfrogshop.co.uk
Customer order line 0800 169 5435.
PRI Liberator (a specialist
suppliers of communication aids). Visit:
www.pri-liberator.com
Customer order line 0845 226 1144.

TIME MANAGEMENT
All families report that this is one of the most difficult areas of control, but they
recognise that it is beneficial to even attempt it. There are many reasons why
good time management can help all members of the family, first and foremost it
identifies the ‘must do’ elements of the day.
It is important that the main family carers also get some time in the day to stop
and do what they want to do. The daily schedule will inevitably be run around the
health demands of the LTV person, school, work commitments etc but a ‘treat’
or just time for a relaxing bath should be built into the day’s activity.

Optimusic (specialists in
music communication aids.
Visit: www.optimusic.com
Tel: +44 (0) 20 8441 8080.
It has been proven in practice that
music can have a most significant
role in play, leisure and stimulation.
Listening to music has been shown
particular benefit in reducing stress,
and helping both relaxation and
sleep. Most PICUs have access to CD
and DVD players, and we
recommend that you take
advantage by providing
compact discs of your
choice to help your
child’s recovery.
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OXYGEN
When home Oxygen has been ordered a regional supplier will contact the family
to arrange delivery of their supply, they will also give a freephone number which
is available 24/7 for advice and support.
Advice is also available on the following sites:
www.homeoxygen.nhs.uk (England and Wales)
www.nhshealthquality.org (Scotland)
Aire Liquide South East covers South London, the South East and the
South of England – Telephone 0500 823 773.
Air Liquide covers the North East of England – Telephone 0808 202 0999;
also the South West of England – Telephone 0808 143 9999.
Air Products covers the North West, Yorkshire & Humberside, East Midlands,
West Midlands and London – Telephone 0800 373 580.
BOC covers the East of England – Telephone 0800 136 603.
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