Government Allowances and
Sources of Financial Help
3—15 years
Government Allowances
Universal Credit (UC)
Universal Credit is a monthly payment to help with
your living costs. You may be able to get it if
you’re on al ow income or out of work.
Universal Credit is being introduced in stages
across the UK. You don’t need to do anything until
you hear from the Department for Work and
Pensions (DWP) about moving to Universal Credit,
unless you have a change in circumstances.
For more information about Universal Credit, go to www.gov.uk/
universal-credit or look for government information leaflets at your
post office, benefits office or library.

Council Tax Reduction
One benefit which is not included within UC is Council Tax
reduction. This will be set by Local Authorities and hence rates will
vary across the country. You can find out if you are eligible by
asking your local council, or see www.gov.uk/council-tax
The government is
currently carrying out a
major overhaul of
welfare benefits.
Although the information in this
leaflet was correct at time you
received it, you are advised to
check with the various helplines
and publications given at the end
of this leaflet for updated
information.

Registered Charity No. 1155846

Disability Living
Allowance
See next pages 2-5 for full
details on this allowance for
children between birth and 15
years old which is not means
-tested.

Please
note:
It is beyond the
scope of this
leaflet to give
more than a
basic outline of
the various
sources of
financial help
available.
If you need
more
information,
there is a list of
organisations
and useful
publications at
the end of the
leaflet which
should be able
to help.
Amounts of
money for each
benefit are not
given, as they
tend to change
over time.
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Disability Living Allowance (DLA)
Disability Living Allowance (DLA) is a benefit to help with the extra
costs involved in caring for a child under the age of 16 with a disability,
and is not included in Universal Credits as it is not means tested
(anyone with a child with a disability can claim). In order to be
considered for DLA, a child must normally:






Live in and be present in Great Britain, or, live in the European Economic Area or
Switzerland and the UK is responsible for paying them sickness benefits
Be allowed to enter or stay in the UK and not be stopped from getting benefits
Need extra looking after or have walking difficulties
Need much more day-to-day help than children of the same age, and
Have had these needs for at least 3 months and these needs are likely to last for at
least another 6 months

It has two components:
 A care award, paid at three rates, depending on the level of care needed.
 A mobility award, paid at two rates, depending on the degree of difficulty in getting
around. The higher rate is payable from 3 years of age, and the lower rate is payable
from 5 years of age.

Who can claim DLA?
You can claim the care component of DLA from birth up to the age of 16. At 16,
the benefit will change to Personal Independent Payment (PIP). However, to get
payment from birth a baby must be terminally ill. For all other babies, including
those with severe feeding problems, payment will start from the day the baby
reaches 3 months old. In all cases, a claimant must have needed help for three
months, but a claim can be made before the three months is up.
Up to the age of 16, it is paid to the parent. DLA is not taxable, is paid on top of
other benefits, and is not means-tested - your income and savings do not count.
Criteria for claiming DLA Care Component
In order to claim DLA, there are different criteria for different levels of payment:
For the disability test for the lowest rate DLA care component your child must satisfy
the following condition:
 need attention in connection with bodily functions for a significant part of the day
which can be during one or more periods.
For the disability test for the middle rate DLA care component your child must satisfy
one of the following conditions:
 need frequent attention throughout the day in connection with their bodily
functions.
 need continual supervision throughout the day to avoid substantial danger to
themselves or others.
 need prolonged or repeated attention at night in connection with their bodily
functions.—i.e. another person to be awake at night for a prolonged period or at
frequent intervals to watch over them in order to avoid substantial danger to
themselves or others.
Continued ...
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Criteria for claiming DLA Care Component (continued)
For the disability test for the highest rate DLA care component
your child must satisfy either of the following:



have one of the day needs and one of the night needs shown
in the middle rate conditions.
be terminally ill.

In addition to the above tests their care, supervision or watching
-over needs must also be greater than those of a child of the
same age who is in normal physical and mental health.

Mobility criteria
The higher rate for mobility is payable from
3 years of age. For the disability test for the
higher rate DLA mobility your child must
satisfy one of the following conditions:










be unable to walk
be virtually unable to walk
the exertion required to walk would constitute a danger to
his life or would be likely to lead to a serious deterioration
in his health
have had both legs amputated (or missing from birth) at or
above the ankle
qualify for the highest rate of DLA care component, be
severely mentally impaired and show disruptive behaviour.
have a severe visual impairment
be both blind and deaf and need the assistance of another
person to walk out of doors.

If you receive the higher rate of mobility allowance, you will
also qualify for exemption from Vehicle Excise Duty (Road
Tax) and be eligible for the Blue Badge scheme.
Lower rate
To qualify for the lower rate, a person must be aged over 5
years, and:


need guidance or supervision with walking on unfamiliar
routes because of their mental or physical disablement. He
or she must need substantially more guidance or
supervision than a child of the same age who is in normal
physical or mental health.
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How to claim
DLA
You can claim DLA
by completing a
claim pack.
You can get a claim
form by
downloading it from
the internet at
www.gov.uk/
government/
publications/
disability-livingallowance-forchildren-claim-form
Or by phoning the
Disability Living
Allowance Helpline:
Telephone:
0345 712 3456
Text phone:
0345 722 4433
Monday to Friday,
8am to 6pm.
The claim will be
backdated to the
date of your call if
you return your
pack within 6
weeks.

PIP (Personal Independence Payment)
At age 16, claimants are usually transferred from
DLA to PIP (not everyone has been so far) which
has a different set of criteria and scoring. If your child is
already receiving DLA, you do not have to do anything until
you receive a notification that s/he is being transferred to
PIP. For details on how to complete the PIP form, please
contact the PWSA office.
3 to 15 years
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Why claim DLA for children with PWS?
Parents of children with PWS sometimes feel that their child
does not “merit” a disability allowance, because their difficulties
seem to be very light.
However, it is important to compare your son or daughter’s abilities with those of a child of
similar age, and do not forget that things you do as a matter of course for your son or
daughter with PWS may not be what you would do for another similarly aged child.
Even if you feel you do not need the money now, there may come a time when a “nestegg” of money saved will help provide your son or daughter with equipment or help in the
future. The vast majority of people with PWS will be eligible for DLA, although it will be at
varying levels, depending on the person’s ability. However, having PWS does not give an
automatic right to DLA, and the seriousness of the syndrome should be emphasised when
applying.

Completing the DLA Claim form
PWS specific considerations
Below are some PWS specific considerations relating to some of the
questions which you may wish to include if they apply to your son or
daughter. Other questions will apply more individually to your son or
daughter’s needs which you should include alongside the considerations we have given. It is
important to answer all of the questions as if describing a bad day, and try not to be too
positive.

Question 22 - List the child’s illnesses or disabilities in the table below.
As well as Prader-Willi Syndrome, list all associated problems for which treatment or
management is required. For example, your son or daughter will also have hypotonia and
the treatment for this may be physiotherapy. Hyperphagia can also be listed, with the
treatment being restricted access to food and if your child receives growth hormone, the
disability would be listed as short stature or poor growth. Are there additional disabilities
such as epilepsy, autism, asthma, scoliosis or sleep apnoea? If so, what additional
problems do these cause?

Question 23 - Does the child use, or have they been assessed for, any aids or
adaptions?
List all of the equipment you use - For example, it may be that
you need to place a rolled up towel around your son or
daughter to support them while they eat or play.
You may have a standing frame or adapted buggy, or you may
use Makaton to help with communication. If you use any kind of
support when bathing your child, this will also be included.

Question 24 - When the child needs help
Mark the box ‘is the same most of the time’. Although needs do
vary on a day to day basis, the overall support required for the
child with PWS will remain the same.
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If you
experience
difficulties
completing
the form, contact the
PWSA UK. We will be
pleased to offer advice,
but as we are unlikely
to know your child
personally, we cannot
comment on individual
cases.

Mobility questions
Question 26—Do they have
physical difficulties walking?
The answer to this will invariably be
yes— children with PWS will usually
have an unsteady gait.

Question 29—Please tick the box that best describe the
way they walk
It is important to think carefully about the way in which your
child walks before ticking the boxes. Does your child’s foot clear
the ground completely when taking a step? Do they bend their
leg at the knee? It is likely that ‘walking with a shuffle’ will best
describe how a child with PWS walks, but it is perfectly
acceptable to tick more than one box.

Question 31—More information
When filling in this box, consider how your child navigates
steps, stairs, kerbs and uneven ground. Mention here the
unsteady gait, which can have a huge impact on their ability to
walk well, and it is useful to also mention the need for close
supervision. It may also be an opportunity to list the mobility
aids and how they are used. You can repeat your answers as
many times as necessary.

Question 33—Do they fall due to their disability?
For this, the answer is yes. Due to the hypotonia, children are at
higher risk of falling and tripping, and do not have the natural
instinct to ‘reach out’ to save themselves. Therefore, the impact
of the fall is greater. The high pain threshold may mask serious
injuries.

Question 34—More information
This is a good opportunity to explain the impact of hypotonia,
and how it affects your child. Remember to include the inability
to save themselves when falling and how this can increase their
fear and anxiety. Also mention the level of supervision your
child requires, even when walking around the home.

Question 35—Extra information about mobility
List here any mobility aids and how often they are used, and
take the opportunity to explain what would happen if the
mobility aids were not being used.
If your child often refuses to walk, use this space to describe
what happens in these circumstances, and exactly what actions
are required to encourage them to move again. It is important
to think about how they navigate around school and the level
of support required for them to do so safely.

Government
allowances and
sources of financial
help

Carer’s Allowance
(CA)
You can claim CA if
you spend at least 35
hours a week looking
after someone who
gets the higher or
middle rate of the DLA
care component, and if
you earn less than £120
(currently) a week,
after allowable
deductions.
CA is not means-tested
and does not depend
on past National
Insurance
contributions, but it is
taxable and gives you
Class 1 NI contribution
credits.
If you receive certain
benefits you may not
be eligible for CA or
they may be treated as
an overlapping benefit.
To check if you are
eligible go to
www.gov.uk/carersallowance or pick up a
leaflet from your local
Job Centre Plus or
library. There are other
criteria which may
affect your claim.
Citizens Advice can
help if you are unsure if
you qualify.

3 to 15 years
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Care questions
Question 37 - Do they need encouragement, prompting, or
physical help to get into or out of or settle in bed during the
day?
The answer to this will be yes— children with PWS have poor
temperature control, meaning that the environment has to be right
for them to settle, and this takes extra time. In addition to this, due
to poor muscle tone, children may be unable to change position
and some may need extra support around the head and neck area.
It is not unusual for children with PWS to use nappies overnight and are likely to need
physical help getting in and out of bed as well as help settling—tailor your answer to the
individual needs of your child.

Question 39 - Do they need encouragement, prompting, or physical help to
move around indoors, use stairs or get into or out of a chair during the day?
Think about how your child moves around– do they bum shuffle or crawl? Are they able
to manoeuvre around furniture such as coffee tables? How stable are they when walking
up and down the stairs and walking around generallly?

Question 42—Do they need encouragement, prompting or physical help to eat
and drink during the day?
The answer to this will invariably be yes. Mention here the need for low calorie healthy
eating plans and smaller portion sizes, and the risk of choking when eating—this is even
when the food is cut into small pieces. Are they more likely than other children to eat or
drink dangerous or poisonous substances in an attempt to obtain food? Emphasise that
additional problems are present here because of poor vomiting ability.

Question 43—Do they need encouragement, prompting or physical help to take
medicine or have therapy during the day?
This question covers speech and language therapy, physiotherapy
and any other therapies used to help muscle tone such as swimming
and play. Does your child need: extra or special exercises; stimulation
and repetition; help to cooperate; physical equipment such as splints
or supports? Most children with PWS will need prompting and
encouragement to take part—use the additional information box to
describe your son or daughters behaviour if they are tired and
unwilling to co-operate.

Question 46 - Do they have difficulty speaking?
How well can your son or daughter: form basic word sounds or cry? It is worth mentioning
here about the sticky viscous saliva that can occur in those with PWS, and that this affects
an individuals ability to speak clearly.

Question 47—Do they have difficulty and need help communicating?
Mention here anything you use to help with communication, including picture boards,
Makaton and PECS. Use the information box to explain why you use it and be specific.
Continued ...
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Question 49—Do they need to be
supervised during the day to keep
safe?
The answer to this will always be yes, due to
needing supervision around food. Your son
or daughter may not be at the stage where
the overwhelming appetite has presented
itself, but you will still need strategies in place for when it does
come.
This would include making sure no food is left out, supervision
when others are eating, supervision around bins etc. Use the
information box to explain the feelings of anxiety associated
with food and how your child behaves if there is a change to
their routine or to plans that you have made.

Question 50 - Do they need extra help with their
development?
Again, the answer to this would be yes, and we would advise
that you tick every box. You can give specific information
about your child in the information box, and can include the
following:







How well can your child: grasp, hold and manipulate
throw; pull, push; jump
take part in interactive games
hold his or her attention span
complete tasks
repeat tasks?

Question 53 - Do they wake and need help at night, or
need someone to be awake to watch over them at
night?
Consider all of the following points, and be specific in your
answers.
Does your child:







Get into the right position in bed? If not, why not?
Keep covered and warm (or are they able to indicate when
they are too hot?)
Are they able to move the blanket or duvet away from
their face?
Do you use any extra support whilst they are sleeping,
such as rolled up towels or wedges?
Do any of the problems relating to daytime care also cause
problems at night? If so, in what ways?
Is breathing (sleep apnoea) a problem at night? Do you
have to use special monitoring equipment?

Government
allowances and
sources of financial
help

Going to Appeal
You can appeal
against any decision,
but you will need
reasons.
The first step is to ask
for a mandatory
reconsideration. This is
where you ask DWP to
look again at all of the
information you have
sent, and if there were
items you forgot to
mention on the first
form, you can mention
them now.
You can still appeal if
mandatory
reconsideration is
unsuccessful.
Enlist the help of as
many influential
people as possible
(e.g. teacher, health
visitor, doctor, social
worker, MP or the
PWSA UK). But make
sure they give a
realistic view of your
child, not a positive
one.

3 to 15 years
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Extra information - some points to consider:
It can sometimes be difficult to describe how having a toddler or
child with PWS is more of a challenge than having a child without it.
There is a need to focus on the degree of support you give which is
in excess of that which is normally offered to a child of the same age.


Remember to compare your child with children of the same age.



Do not assume the person who reads your claim form will know anything about PraderWilli syndrome. They are administrators, not medical personnel. Enclose PWSA UK
leaflets or information from our website with your application.



Do not be too positive. Try to describe a bad day. Many people find this difficult and it
can be depressing listing all the problems experienced by someone with PWS, but it’s
important that the reader gets a clear message about the challenges you face.



Keep a diary for a week or two of everything you do for your child
with PWS, together with any incidents that occur which make your
supervisory role essential. This will be particularly necessary if you
have to go to appeal.



Describe the likely development of the syndrome if weight and
behaviour are allowed to get out of control, to justify the need for
constant dietary control. (You cannot use what will happen to justify
a claim but you can say why you have to act in a precautionary manner). This is
particularly important for children. PWSA UK information sheets can be useful.



Repeat a point as often as you think it is relevant. You will find that the forms
themselves often seem to ask for repeat information. Always complete the information
again. Just because you have mentioned a problem once does not mean that it will be
taken into account elsewhere in the form. Do not leave empty spaces.



Use your imagination. What would you like to do, but would be difficult because of the
limitations of the syndrome? Go to the theatre, out for a meal, visit friends, library, etc.?



If you have asked a doctor or other professional to complete the part of the form which
asks for details from someone who knows your child well, check that they have sent it
off. The clerk considering your application will not go looking for it, even if you have
given them the address.


Are tantrums so severe that there is a likelihood of your son or
daughter inflicting harm on themselves or others? If possible, give
examples of actual instances.


Are they likely to sit down and refuse to move in awkward or
dangerous situations? (e.g. in a crowded shop or in the middle of the
road).

You will probably have many extra hospital appointments and visits
from professionals, which are an extra call on your time. These will include regular check
-ups, physiotherapy, speech therapy, etc.
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Other sources of funding and help
The Family Fund
The Family Fund is the UK’s largest
independent provider of grants to lowincome families raising a disabled child
or young person with additional
complex needs or children and young people with a serious
illness.
You can apply to the Family Fund if:
 You live in England, Northern Ireland, Scotland or Wales.



You are the parent or carer of a disabled or seriously
ill child or young person aged 17 or under.



You have evidence of your entitlement to one of the
following: Child Tax Credit, Working Tax Credit, Income based
Job Seekers Allowance, Income Support, Incapacity Benefit,
Employment Support Allowance, Housing Benefit and
Pension Credit. If you do not receive any of the above, further
information may be needed to complete your application.


You have permanent legal residency in the UK and have
lived in the UK for six months.

Help from the Family Fund is discretionary and subject to
available funding. The Fund also retains discretion to decline
an application where a family has a significant level of capital
or household income.
They are unable to help children and young people in local
authority care, including those living with foster carers. Where
a statutory agency has a responsibility to pay for the item
needed, the Fund cannot help. Due to limited funding, they
are unable to help all disabled children and use their own
disability criteria when establishing eligibility.
However, many families with a child with PWS have received
help from The Family Fund in the past. For more information,
visit their website at www.familyfund.org.uk

Newlife provides grants for
essential equipment such as: pain
relieving beds, wheelchairs,
communication aids, and much
more.
For more information, see www.newlifecharity.co.uk or call
Newlife Nurses on 0800 902 0095

Government
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Local welfare
rights help
Your local welfare
rights officer or
Citizens Advice will be
able to give you
general advice
aboutother benefits
you may be entitled to
if you are on a low
income, and help
completing forms, but
do not expect them to
know about PraderWilli syndrome. The
checklist in this leaflet
should help, or
contact the PWSA UK
if you are having
problems.

Help from PWSA
UK
We will be pleased to
provide written backup or leaflets for claims
PWSA
UK or grants,
for
benefits
but we cannot comWe will
be pleasedcasto
ment
on individual
offer
advice,
as
es,
as we
are but
unlikely
to
know
your child
we
are unlikely
to
well.
Also,
regret
know
yourwe
child
we
are
not
able
to propersonally, we regret
vide
grants
for
individwe cannot comment
uals.
Please contact
on individual
cases.
our main office
(address overleaf) for
further details.
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Useful Websites and Publications
Cerebra
Cerebra is a charity set up to improve the lives of children
with brain related conditions. It has some very useful
information about Disability Living Allowance.
http://w3.cerebra.org.uk/help-and-information/guides-forparents/dla-guide/

Contact a Family
Contact a Family is a great resource for parents of children with disabilities. Its website
has a section called Advice and Support with a wide range of information, including
benefits.
https://contact.org.uk/advice-and-support/benefits-financial-help/

Disability Grants
Disability Grants provides information on charities and trusts to help you find a
grant for yourself, your family or anyone you are supporting with a disability for
things like equipment, holidays, housing etc.
www.disability-grants.org

Disability Rights Handbook
Published by Disability Rights UK, this handbook gives extensive details about all the
benefits available in the UK. There is also extensive information on their website.
www.disabilityrightsuk.org

Gov UK
Gov UK is the government’s site and gives information about the range of financial help
available to those with disabilities.
www.gov.uk/financial-help-disabled

Turn2us
Helps people to find out what is available to them in benefits, grants for individuals
and other financial help or funding.
www.turn2us.org.uk

PWSA UK
Suite 4.4 , Litchurch Plaza
Litchurch Lane
Derby DE24 8AA
T: 01332 365676
E: admin@pwsa.co.uk
W: www.pwsa.co.uk
Reg Charity No: 1155846
© PWSA UK
Registered
RegisteredCharity
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