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Children with limb loss
An information leaflet for parents and carers of
children with lower and / or upper limb loss.

If you require this leaflet in another language, large print or another
format i.e. audiotape, please contact the Patient Advice and Liaison
Service on Freephone 0800 917 6039 or email pals@porthosp.nhs.uk

2

Children with limb loss

The purpose of this leaflet is to provide information for
parents of children with limb loss. This leaflet can only
be used as a general guide and is unable to cover every
detail. We hope it answers some of your questions.
However, it cannot tell you everything you may want to
know. Please do not hesitate to ask any member of the
medical staff if you have any queries.

Introduction
An estimated one in 2,000 babies is born with all or
part of a limb missing. Despite research, for the majority
of cases, no known cause has been identified. The
likelihood of more than one limb being involved is
extremely rare.
Sometimes, as a result of trauma or life threatening
illness, children need to undergo surgery and this
situation is extremely traumatic for everyone involved.
The aim of the team at the Portsmouth Enablement
Centre (PEC) at St Mary’s Community Health Campus
in Portsmouth is to help you, as parents, to try to come
to terms with your child’s condition and to provide the
necessary rehabilitation and support to enable your child
to achieve their potential.

The referral
Early referral to the PEC is encouraged so that you can
be provided with the necessary information and support.
When you learn that your new baby has part of an arm
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or leg missing it can be a considerable shock. It can
take some time before you feel you have come to terms
with this. The team is there to provide you with the
necessary support, including a counselling service which
is available at the PEC.
Pre-natal appointments are also available to offer
support to parents prior to the birth of their baby.

The first visit

Children’s play area

Children’s fitting room

On arrival at the Portsmouth Enablement Centre you will
be met by the reception staff who will show you where
to go.
At the Centre there is a warm and welcoming reception
area that includes a tea / coffee bar run by the League
of Friends, a children’s play area, and a range of useful
information for users of the Centre which can be
accessed from noticeboards and leaflet dispensers. There
is also a courtyard garden close to reception which
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you can sit and relax in. The Centre is fully accessible
to disabled people and wheelchair users, including the
toilets, one of which has a baby changing area.
During the first appointment there may be several
members of the multi-disciplinary team present, including
the rehabilitation consultant, prosthetist, occupational
therapist, physiotherapist and specialist nurse. Your
consultant should have any relevant medical details.
However, if you have any other information related to
your child’s health or medication please bring it with you.
This appointment is an opportunity for you to meet
the team and to discuss your child’s future, your hopes,
fears and expectations, all of which will be discussed
in a sensitive manner. During the appointment artificial
limbs will be discussed and, if requested, there may be an
opportunity to be shown examples should you wish to
see them.
Following this appointment you will be shown around the
PEC and, if appropriate, your child may be cast for his or
her first artificial limb. This can be rearranged if necessary.
Please note some appointments can be very long due to
waiting times for complex fitting or repairs. If you have
other commitments please advise us at the beginning
of the appointment. You may wish to bring along some
activities for your child and some snacks.
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Upper limb loss
Your child’s development
Your child will be regularly reviewed throughout their
development and the team will work with you to ensure
your child is able to achieve their full potential.
There are some key stages in your child’s development
when their need for an artificial limb may change.
From 3 months – this is the time when the first artificial
arm may be provided. The occupational therapist and
prosthetist will be involved with this. Once it has been
decided what is to be provided, a plaster cast of your
child’s ‘little’ arm will be taken, ready for the socket to
be made. The manufacture of an entire prosthetic arm
takes around 2-3 weeks.
The first arm is made from one
piece of lightweight plastic
material, held on by an elastic
sleeve. The arm is made from
a firm foam hand covered in a
skin coloured glove.
The wearing of this arm will
encourage two-handedness
and hand-eye co-ordination and
enables your child to become
used to wearing something
on the end of their arm and
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become accustomed to weight and length. Both hands
can be used in two handed activities such as clapping,
catching a ball and pushing a wheeled toy, dependent
on their age and ability. Early encouragement to wear
the arm will help prepare your child for the time in the
future when they may require a more functional arm.
Children who wear an arm from a very young age, even
if inconsistently, will be able to make a more informed
decision later on.
From the age of 18 months to two years your child
may be ready for a more functional arm, at which point
the prosthetist and occupational therapist will discuss
the options available. This can be a difficult time for
parents; you have to make decisions for your child until
they are old enough to decide for themselves whether
an artificial arm will be useful. With encouragement
and support you can play a significant role in helping
your child to accept the artificial arm. However, there
needs to be a balance and if your child becomes
distressed wearing the artificial arm then there should
be no pressure to continue. Some children may wear an
artificial limb when they are very young, then discard
it, but may then come back to explore something more
functional later on.
During childhood and school years it will be
necessary to review your child to ensure they are
reaching the developmental milestones and their needs.
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A clinic appointment will be made
every 3-6 months to monitor their
changing needs, review existing
prostheses or prescribe new limbs.
When a new prescription is made
the occupational therapist may need
to be involved, particularly if training
is required, to ensure that your child
knows how the arm works and how
to use it effectively.
The length of time required varies
and it may be necessary to link in
with an occupational therapist in your area if you live
some distance away from the PEC.
The occupational therapist will also liaise with play
groups, nurseries and schools when necessary to provide
support for teaching staff.

Upper limb prosthetics
Passive or cosmetic artificial arms
This is a cosmetic arm that is lightweight and provides
opposition to the other arm, encouraging the child to
use a bimanual grasp. It does not have any moving
parts. A spring hand can be used at around 8 years old,
allowing the child to grip objects passively. However,
at this age the child may have progressed to a body
powered limb.
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Body powered artificial
arm
A body powered or conventional
prosthesis is an arm that utilises
a harness and cabling to control
a hand (also known as a terminal
device) and, where applicable, an
elbow unit. The harness system is
controlled by body movements,
e.g. movement of the shoulder
and chest muscles.
A hand or split hook device can be fitted.
A mechanical hand opens and closes to grip an object. The
split hook is the most functional terminal device as it has a
more precise grip; however it is also the least cosmetic.

Myo-electric controlled
arm
“Myo-electric” is the term for
electric properties of muscles.
A myo-electric controlled
arm is an externally powered
artificial limb that you control
with the electrical signals
generated naturally by your
own muscles. It does not
require a harness to operate it.
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This kind of arm can only be considered if your child has
demonstrated that they are able to use a body powered
artificial arm successfully and on a regular basis.
A test is then carried out of the muscle sites to ensure
that an electrical signal is present.
A period of pre-training is carried out by the
occupational therapist with your child using a computer
that simulates a myo-electric arm. Your child’s current
artificial arm will be weighted to simulate the weight of
a myo-electric controlled arm as a myo-hand is much
heavier than a mechanical hand. This will take place
over several sessions to ensure your child will manage,
as not everyone is suitable for this type of arm.
If this training period is successful, a myo-electric
controlled arm will be considered. Following delivery
further training sessions will be necessary to ensure your
child is able to use the arm effectively.

Learning to use an artificial arm
The occupational therapists’ role is to teach your
child how to use the arm so its maximum potential
can be learned in a natural and effective way. An
artificial arm can feel clumsy and heavy at first but with
encouragement and support it is possible to use it and
your child will become skilled and be able to carry out
two handed activities.
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Here are a range of activities that help encourage use of
the artificial arm and hand:
• Construction toys – using both hands
• Throwing / catching a ball – using both hands
• Sewing card / threading beads – using both hands
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• Cutting out – using the terminal device to hold paper
• Play Doh – using both hands, plus holding items such
as bowls with a terminal device
• Riding a tricycle or scooter – using both hands
• Playing musical instruments – using both hands e.g.
triangle, tambourine, xylophone, etc
• Sand play – using the terminal device to hold bottles,
buckets, etc.
By encouraging two handed play, the artificial arm and
hand are brought into use. As well as structured play, it
is a good idea to allow for a range of free activities to
encourage the use of both hands, e.g. baking, dressing
up, dolls’ prams, model making, fishing, etc.
There is no reason for your child to feel excluded from
hobbies or activities in which they are interested. In
most cases it is simply a case of finding an alternative
approach.
There are manufactured terminal devices designed for
specific activities, such as sport. The occupational therapist
and prosthetist may be able to devise an appliance that will
assist your child to carry out certain activities e.g. eating
appliances, swimming paddles, etc.
The artificial arm will never replace the absent part of
the arm but can be seen as a tool to achieve particular
functional activities and a level of cosmesis. As with
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all tools the success lies with
the user. If there is sufficient
motivation, the chances are
that your child will become
a regular wearer and find
the artificial arm useful. The
benefits of being able to use
an artificial arm are that it will
reduce the physical dependence
on the remaining hand and
provide experience which at
some point may be essential in
keeping independence, should
something happen to the other
hand, no matter how minor.

Lower Limb Loss
Once a child is beginning to
pull up to stand (around 1 year)
an artificial limb will be made.
Approximately every three months, your child will be
asked to attend the PEC to check for growth progress.
When a new limb is prescribed, the following will
happen in the majority of cases:
At the first visit a cast will be taken of your child’s limb.
On the second visit the new artificial leg will be fitted
ensuring the socket is fitting well with no areas of
discomfort or pressure. The alignment will be adjusted
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appropriately for your child. On the next visit the limb
will be delivered ensuring the cosmesis is acceptable and
checking that the limb is still comfortable and functional
for your child. You will then be given an appointment
for a review.
If any problems occur between visits additional
appointments can be made by ringing the centre. Typical
problems include the artificial leg breaking (as children
quite naturally can be very rough with them), and
soreness of the residual limb.
Once children with lower limb loss are fitted with a limb
they tend to start walking very quickly and require little,
if any, training.

Lower limb prosthetics
The following is a very general outline because the
artificial limb fitted to your child will be very carefully
prescribed to fit your child’s needs and abilities.

Artificial limbs for infants
Your child will be fitted with an artificial limb at the
age when they begin to pull to stand (around 10-12
months). The first artificial limb will be made of one
piece and will be simple and have no moving joints. It
will be lightweight and stable and easy to put on and
take off.
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Artificial limbs for children
Your child will be reviewed regularly, and if needed the
artificial limb will be re-fitted to allow for the growth of
your child. The length of the limb and size of the foot
will be increased and altered when necessary. Your child
will be re-cast for a new socket when appropriate. The
limb will still be simple in design and likely to have no
moving joints.

Artificial limbs for older children
As your child grows in size, strength and dexterity the
artificial limb will become more complex. This is because
your child is now taller and more components can fit
underneath, including articulating joints (for above
knee), allowing a full range of movement.

Taking care of the artificial limb
It is important that you take good care of the artificial
limb.
The inside of the socket should be cleaned daily using a
damp cloth (not wet) and diluted washing up liquid or
an antiseptic wipe.
Hands should be washed regularly with soap and water
as you would normally wash your hands. Should staining
occur on the glove try and remove it straight away.
Solutions that may be helpful are:
• Swarfega (or similar products) for grease
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• Nail varnish remover for biro
• Mild bleach for general stains.
If the cosmetic glove becomes torn or damaged, please
ask for a replacement as soon as possible as the glove
protects the mechanisms from becoming damaged by
dirt or moisture.
Gloves do have a limited life (usually 4 -6 months)
and will need to replaced. This can be done at home.
However, it is better that this is carried out by the
prosthetist or prosthetic technician. If a new glove is
required please mention this to the administration staff
when you call as one may need to be ordered.
Do not allow the moving metal parts, such as elbow
joints or wrist rotary, to get wet.
Only use the artificial limb for what it was designed for.
Please look after the artificial limb. However, accidents
do happen and the team at the PEC are here to help
with any problems.

Aftercare
Your child will need to have regular adjustments, repairs
and alterations to the artificial limb. This will be carried
out as speedily as possible.
As your child develops their needs will change and their
prosthetic prescription will need to be reviewed.
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Other centres
Should you move away from the area please inform a
member of the team and they will advise you of the
details of the nearest Centre.
They can also provide you with details of Centres /
specialised rehabilitation services in your holiday area in
case emergency repairs are required.

Local and national support groups
There is a wealth of information and support out there
which can help with your child’s development and
introduce you to other parents and carers who are in a
similar position to you.
Locally, Portsmouth
Enablement Centre has a well
established user group called
Moving Forward which works
with Portsmouth Hospitals
NHS Trust to improve services
and provide information to users of the Centre.
The group also organises and supports a range of
events each year including an annual summer BBQ,
Christmas open evening, fund raising activities that
in the past have included kayaking and abseiling, and
participation in the Amputee Games. The Group meets
four times a year. For more information go to www.
movingforwardportsmouth.org.uk
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In Southampton an Amputee
and Carer Support Group has
been established which meets
on the third Tuesday of each
month between 2:00 – 3:30 p.m. at St Boniface Church
in Shirley, Southampton.
Nationally, there are a number of support groups, such
as The Limbless Association and The Douglas Bader
Foundation to name but a few. Further details about
all of these and other support groups for amputees
and disabled people can be found at: http://www.
movingforwardportsmouth.org.uk/usefulcontactlist.php
For parents of children with hand or arm deficiency there is
also the charity Reach. Reach aims to provide families who
have children with upper limb deficiencies the opportunity
to get together, share experiences and information about
what options they have and where to go for advice
regarding treatment, and most importantly, to help them
realise that they are not alone. You can contact Reach on
0845 1306 225 or at www.reach.org.uk
There is also the national charity STEPS which supports
individuals, families and carers affected by lower limb
conditions from limb loss to clubfoot and hip dysplasia.
You can contact STEPS on 01925 750271 or at
www.steps-charity.org.uk

17

18

Children with limb loss

Glossary
Appendage /
harness

Straps needed to suspend the
artificial arm and prevent it falling
off and operates the terminal
device

Body powered
prosthesis

Artificial arm operated by
movement of the upper body

Cast

Plaster of Paris mould taken of
the residual limb or ‘little arm /
leg’ from which the final socket is
made

Cosmesis

How the arm looks

Glove

The skin coloured cosmetic glove
which is fitted over the artificial
hand

Myo-electric
prosthesis

Operated using the energy
generated by muscle movement
and powered by battery

Occupational
therapist

Advises on independence in all
activities of daily living, whether or
not an artificial limb is prescribed

Op cord / cabling

The cord attachment to the straps
responsible for activating the
working parts

Prosthesis

Artificial arm, hand, leg, foot
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Prosthetist

Person qualified to measure and fit
for an artificial limb

Residual limb (or
stump)

The residual part of the leg or arm
that is often referred to as the
stump

Sock / mitt

Cotton or nylon sock sometimes
worn next to the skin for comfort
and hygiene

Socket

The part of the prosthesis in which
the ‘little arm or leg’ or residual
limb is fitted

Terminal device

The tools or attachments which
can be fitted into the wrist when
required for different activities

How to comment on your treatment
We aim to provide the best possible service and staff
will be happy to answer any questions that you have.
However, if you have any concerns you can also
contact the Patient Advice and Liaison Service (PALS) on
Freephone 0800 917 6039 or e-mail PALS@porthosp.
nhs.uk, who will be happy to talk to you.
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St Mary’s Community Health Campus
Portsmouth Enablement Centre

MILTONCROSS SCHOOL

Available Parking Areas
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