
This factsheet gives an overview of DLA for children and guidance on how to complete the claim form 
and how to appeal a decision. Families of children with bleeding disorders may wish to apply for DLA to 
cover additional costs of living with their condition and should do so at the earliest opportunity.
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Section 1: Overview of DLA for 
children 
In this section we give an overview of DLA. It will 
help you if you are making:

• a first claim for DLA because your child has   
 recently been diagnosed with a bleeding   
 disorder, or
• a renewal claim for your child before the end   
 of your current award

Before completing the claim form, we suggest 
that you read this information, together with the 
guidance on completing the form in section 2.

What is DLA? 

Disability Living Allowance (DLA) is a government 
benefit aimed to help you with the extra costs 
of raising a child with a medical condition or 
disability. It can be claimed for children under 
the age of 16 as long as your child has a disability, 
illness or health condition severe enough they

• need much more looking after than a child   
 of the same age without a disability, or 
• have walking difficulties or both 
 
Your child must have had these difficulties for at 
least 3 months and expect them to last for at least 
6 months.  
 
You won’t be awarded DLA because your child 
has a bleeding disorder. You will need to show how 
their bleeding disorder affects your lives and that 
they have additional care needs.

The amount of DLA you are awarded can change as 
your child gets older.
 
Awards for children are usually made for a fixed 
period. This means that you’ll probably have to 
reapply at least once, known as a renewal claim, 
between your child being diagnosed with a 
bleeding disorder and them reaching the age of 16. 
Each renewal claim is treated the same as a new 
claim.

Who can claim DLA?

You can claim DLA for a child as long as you look 
after them as their parent. Parents includes  
step-parents, guardians, grandparents, foster 
parents and even older brothers or sisters. 

DLA is tax-free. Even if you work or if your family 
has savings or money coming in, you can claim. 

Eligibility

To qualify for DLA for children the child must:

• be under 16 - anyone over 16 must apply for   
 Personal Independence Payment (PIP)
• need extra looking after or have walking   
 difficulties
• be in England, Wales, a European Economic   
 Area (EEA) country or Switzerland when you   
 claim - there are some exceptions, such as   
 family members of the Armed Forces
• have lived in Great Britain for at least 6 of   
 the last 12 months, if over 3 years’ old
• be habitually resident in the UK, Ireland, Isle   
 of Man or the Channel Islands
• not be subject to immigration control  
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Children under three

• A child under 6 months must have lived in   
 Great Britain for at least 13 weeks.
• A child aged between 6 months and 3 years   
 must have lived in Great Britain for at least   
 26 of the last 156 weeks. 

All very young children need a lot of care and 
attention, so the younger your child, the harder 
it can be to show they need more help than other 
babies of the same age. But you can still get DLA 
if you show that your baby needs a different type 
of care than other babies, or if that care has to be 
provided more frequently, or over a longer period.

The rules are different in Northern Ireland.

If your child currently lives in Scotland, you need to 
apply for Child Disability Payment instead.

You can claim DLA for children if you’re in or out of 
work.

How is DLA worked out?

DLA is made up of two parts, called components. 

Care component
The rate a child gets depends on the level of 
looking after they need, for example:
You’ll get the higher rate if your child either:

• needs care or supervision frequently    
 throughout both the day and night, or 
• has been diagnosed as terminally ill and is   
 not expected to live more than 6 months

 

You’ll get the middle rate if your child either:

• needs care or supervision throughout either   
 the day or the night, or
• gets renal dialysis twice or more a week

You’ll get the lower rate if your child needs extra 
care throughout some of the day (for at least an 
hour) but not at night.

Mobility component 

The rate a child gets depends on the level of help 
they need getting about, for example:

The higher rate is usually given to children with 
severe physical difficulties, or conditions that 
mean it’s dangerous for them to get around alone.  
 
You’ll get the higher rate if your child is 3 or over 
and one of the following describes them:

• they can’t walk
• they have severe discomfort when they    
 walk outside, for example they can’t walk   
 to school because it would hurt them    
 too much to walk outside that far
• walking would put them in danger or would   
 mean their health would get worse
• they have no legs or feet
• they’re blind or severely sight impaired 
• they’re both deaf and blind 
 
You’ll also get the higher rate if your child is 3 or 
over and all the following describe them: 

• they have a severe learning disability or other   
 mental impairment that affects their intelligence  
 and how they act with other people
• the impairment results in disruptive and   
 dangerous behaviour, for example    
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 someone has to watch over them to stop   
 them hurting themselves or others
• they’re entitled to the highest rate care    
 component 

The lower rate is usually given to children who can 
walk but have difficulty getting around places that 
they don’t know very well. You’ll get the lower rate if 
your child is 5 or over and both the following apply:

• they need someone with them to guide or   
 supervise them on unfamiliar routes (for   
 example, getting somewhere they’ve never been  
 before would be an unfamiliar route, but   
 walking to school the same way every day would  
 be a familiar route)
• they need more help getting around than a child  
 of the same age who isn’t disabled or doesn’t   
 have a health condition 
• If your child is given the middle rate care   
 component because they need supervision   
 to avoid danger, they can also get the lower rate  
 mobility component for the same reason.

Understanding care components 
 
Middle and higher rates 

To qualify for the care component at the middle 
or higher rate, you will need to show that your 
child needs either a lot of supervision or a lot of 
attention in connection with their bodily functions, 
for example, washing themselves, changing 
bedding after an accident, eating and drinking, 
brushing their teeth, dressing or any other activity. 

You will need to list what bodily functions are 
impaired, how often attention is required and 
how long it takes. (These are referred to below to 
as the ‘supervision’ condition and the ‘attention’ 
condition.)  Supervision means someone present 
to prevent any accidents or harm to your child or 
others.

These conditions apply for both day and night, 
although the test is slightly different for night:

• If your child meets one of the conditions during  
 the day, you will be awarded the middle rate. 
• If your child meets one of the conditions during  
 day and night you will be awarded the higher   
 rate. 

We’ve put the important words (that are listed in 
the DLA regulations) in italics. When you’re filling in 
the form, keep these words in mind so that you can 
make it really clear what help your child needs. 

The daytime conditions are that your child needs: 
continual supervision (supervision at all times) 
throughout the day in order to avoid substantial 
danger to themselves OR frequent attention 
throughout the day in connection with their bodily 
functions. 

The night-time conditions are that to avoid 
significant danger to themselves, your child 
requires another person to be awake for a 
prolonged period or at frequent intervals to watch 
over them OR they need prolonged or repeated 
attention in connection with their bodily functions. 
Night-time starts from when the whole household 
goes to bed and ends when everyone gets up. 
Normally it is assumed to start around 11pm and 
end around 7am.
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Care component (lower rate)
This is awarded if your child: in connection with 
their bodily functions, needs attention from 
another person for a significant portion of the day 
(whether during a single period or a number of 
periods).

The significant difference between the lower and 
middle rates is that you need to show that your 
child needs help for much less of the day to qualify 
for the lower rate.

Bleeding disorders and the care component 

Remember, your child will not get DLA because 
of a bleeding disorder. It is not easy to get DLA 
for a baby or an infant because all children of 
that age need a lot of care. However, you should 
apply if your child needs more care, attention, or 
supervision because of their bleeding disorder.

Feedback from our members shows that children 
with severe (and some moderate) bleeding 
disorders usually qualify if their supervision needs 
are well described. Most children receive the 
middle rate of the care component; only a few 
receive the higher rate.

Primary school-age children usually continue 
to qualify for the middle rate until they reach the 
age of 12. It’s rare for children in this age group to 
qualify for the higher rate.  
 
Although describing the supervision needs 
continues to be necessary, it’s also advisable to 
give complete information about: 

• any ‘nursing’ care you give your child when they  
 have a bleed
• any bleeds your child has had recently
• any routine physiotherapy you have been   

 prescribed for your child.
• home treatment
• if your child has an inhibitor 
• prophylaxis (the regular infusion of clotting   
 factor concentrates in order to prevent bleeding)

Things tend to change at the age of 12 (and 
early teens). Often only the lower rate of care 
component is awarded. Much depends on 
individual circumstances. It’s possible to keep the 
middle rate of care component, but it can take 
a lot of work on your part in putting together the 
supporting evidence.  
 
This evidence will need to describe:

• your child’s treatment regime
• how injections are given and who gives them
• the number and frequency of breakthrough   
 bleeds
• the impact of bleeding episodes (joint damage,  
 chronic pain, Anaemia, periods of absenteeism  
 from school, lost workdays for parents/carers   
 etc.). 

When your child reaches age 16, they will need to 
claim the new Personal Independence Payment 
(PIP). The Department for Work and Pensions 
(DWP) will contact you some months before your 
child’s 16th birthday to start the transition process. 
At this point, we recommend looking at our guide 
to claiming Personal Independence Payment.

Comparison with a ‘normal’ child

There is one other condition for the care 
component. This is that your child’s care needs 
are: substantially in excess of the normal 
requirements of persons their age. 
 
 



6  

Disability Living Allowance 
(DLA) for children with 
bleeding disorders

This means:

• If your child has a fluctuating condition use the  
 terms ‘bad days’ and ‘better days’ to describe the  
 changes in their condition. Using terms like ‘good  
 days’ or ‘normal days’ can imply your child needs  
 no extra help on these days.
• Don’t play down your child’s condition. Include   
 a description of their needs on the bad days as  
 well as on better days, so the decision maker has  
 a clear insight into the full extent of your child’s  
 needs.
• Say how often your child needs help, rather than  
 how often they get help.
• Show how your child’s needs are different to   
 those of other children of the same age. If you   
 have older children, compare their needs at   
 the same age or compare your child’s needs with  
 those of a friend or family member’s child.
• Ask yourself – have you included enough detail   
 to convince someone who hasn’t met your child?  
 The application will be assessed by someone   
 who hasn’t met your child and who may not be  
 familiar with your child’s condition. You  may   
 have information about it you can include to   
 help the decision maker understand more.
• Include supporting evidence with the form if   
 you have it. This can be medical reports, speech  
 and language assessments, psychological   
 reports, and a statement of special educational  
 needs – anything that supports what you’ve   
 said in the form. But don’t delay making a claim if  
 you haven’t got these reports yet, as DLA can’t  
 be backdated and you could lose out. If you   
 write on the form that you’ll be sending further   
 information the decision makers should accept  
 it.
• Your child’s bleeding disorder gives rise to a   
 substantial danger over and above that of a   

 child without a bleeding disorder. There must be  
 a specific likelihood your child could seriously   
 risk harming themselves without supervision. 
• There is always a likelihood of a severe bleed   
 arising in the future. 
• Your child will need supervision from someone  
 to avoid substantial danger and the need for the  
 supervision will be continual.
• As your child’s care needs are unpredictable or  
 sporadic, it might be a good idea to: 
• Keep a diary to show what help has been   
 provided. If your child needs attention at night,  
 keep a record of what attention is provided, how  
 often and on which nights, and how long you   
 are awake to provide that care. Depending   
 on your child’s condition, you might want to keep  
 a diary for longer than a week - for example if   
 your child’s condition usually affects them 1 week  
 a month

Your diary could include details about the help 
you gave your child; the help they need; how long 
it takes; their behaviour; how they felt, if it was a 
good or bad day. 

Include any help needed and how long it took, 
during a 24-hour period
 
Waking up    Getting out of bed
Moving around   Going to the toilet 
Washing    Dressing 
Taking medicine  At nursery / school
Doing therapy  Eating 
After school clubs  Getting into bed
 
The diary can really help you when you fill in 
the form. You can also send it with the form as 
evidence. It will help the assessors have a better 
understanding of your child. 
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• Document how often your child needs help,   
 rather than how often they get help. Again,   
 if your child needs supervision to prevent   
 substantial danger, keep a diary to show   
 what has happened on previous occasions   
 or what might have happened if someone   
 had not been there to prevent it. Prolonged   
 care means that you must be watching    
 over  your child for at least 20 minutes. This   
 could mean intervals where the care has been   
 performed at least three times during the night  
 (it’s worth documenting any night activity, even if  
 less than three times a night). 
• If your child’s bleeding fluctuates, describe the  
 changes in their condition; use terms like ‘bad   
 days’ and ‘better days’.
• Document that acute bleeds should be treated  
 as quickly as possible, preferably within two   
 hours, so prevention of bleeding  is achieved   
 by prophylactic factor replacement given by   
 the parent/carer. If your child is on home   
 treatment, this will allow for immediate    
 access to clotting factor and hence optimal   
 early treatment, resulting in decreased    
 pain, dysfunction and long-term disability and   
 significantly reduced hospital admissions for   
 complications. While clotting factor    
 concentrates should be administered as quickly  
 as possible to stop bleeding, additional  pain   
 relief medication is often needed for pain   
 control. Other measures include cold packs,   
 immobilisation, splints, and crutches.

Understanding the mobility component

There are two rates of the mobility component:
The higher rate can be claimed from your 
child’s third birthday. However, because current 
treatments offer good bleed protection, 
significantly reducing the number of 

bleeds into ankles and knees that children 
experience, joint damage is much less than in the 
past, which means claims for young children with a 
bleeding disorder are less likely to be successful.

Prophylactic care means that few children are 
now at risk of bleeding simply through the act 
of walking. However, joint damage remains a 
significant complication associated with severe 
bleeding disorders. 

The higher rate may be awarded if your child: 

• already has some damage to a knee, ankle or hip
• has an inhibitor 
• has repeated breakthrough bleeds in ankles,   
 knees and/or hips despite being  treated   
 prophylactically or is on ‘on-demand’ treatment  
 and has repeated bleeds (e.g. once a month or   
 more), particularly into joints.  

• prophylaxis – regular treatment to prevent   
 bleeds 
• on demand – treatment given when bleeds   
 occur

Don’t play down your child’s condition.

The lower rate can be claimed from your child’s 
fifth birthday. More claims for the lower rate 
are successful because the conditions for 
being awarded the lower rate are similar to the 
supervision condition for the care component. 

The focus is on any danger your child may face 
when outside and the possibility that your child 
may need medical treatment at any time if a bleed 
starts. 
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Bleeds include joint/muscle bleeds or injuries; 
injuries to the mouth, tongue, face, eyes or neck; 
severe knocks to the head; vomiting or coughing 
up blood; open wounds requiring sutures (stitches) 
etc. 

Rates of DLA

These are the current weekly rates of DLA for April 
2021 – April 2022.

• Your child can be awarded one component or   
 both. 
• You will be paid the highest rate of each   
 component for which your child qualifies. 
• The total weekly DLA is worked out by adding   
 together the two components. 

The higher rate of mobility component can only be 
awarded from age three.
The lower rate of mobility component can only be 
awarded from age five. 

DLA is usually paid every four weeks.

DLA and other benefits 

DLA is not taken into account as income for 
income-related benefits such as Universal Credit, 
Housing Benefit, Council Tax Reduction (which 
replaced Council Tax Benefit in April 2013) and Tax 
Credits. In some situations, receiving DLA for a 
child can increase your entitlement to an income-
related benefit. It is always a good idea to report 
an award for DLA – don’t take it for granted that the 
DWP has informed all parts of the benefits system.

If your child is awarded either the middle or higher 
rate of the care component of Disability Living 
Allowance, you (or another adult) may claim Carer’s 
Allowance.  
 
Read more at:www.carersuk.org/images/
Factsheets/Carers-Allowance-2018-19-FINAL.
pdf

Claiming DLA

To make a fresh claim for DLA, you’ll need to 
order a claim form from the DLA helpline:
Telephone: 0800 121 4600 
Textphone: 0800 121 4523 

Families in Northern Ireland can call:  
Telephone: 0300 123 3356  
Textphone: 028 9031 1092

There is also a service for people whose first 
language is not English:
Telephone: 0345 712 3456  
Textphone: 0345 722 4433

NGT text relay (if you cannot hear or speak on the 
phone): 18001 then 0800 121 4600 
Monday to Friday, 8am to 7.30pm 

Care component Weekly rate

Lowest £23.70

Middle £60.00

Highest £89.60

Mobility component Weekly rate

Lower £23.70

Higher £62.55

http://www.carersuk.org/images/Factsheets/Carers-Allowance-2018-19-FINAL.pdf 
http://www.carersuk.org/images/Factsheets/Carers-Allowance-2018-19-FINAL.pdf 
http://www.carersuk.org/images/Factsheets/Carers-Allowance-2018-19-FINAL.pdf 
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Other important facts about your DLA claim

• DLA cannot be backdated
• The date of your claim will usually be the date the  
 form is received or the date you call the enquiry  
 line
• It usually takes 40 working days to deal with a   
 DLA claim
• You should receive the form in 7-10 days
• You will have six weeks from the date of claim to  
 fill in the form and return it

There are other ways to get a form. You can also 
claim online. However, we recommend 
ordering a paper form from the number above, as 
none of the other ways of claiming seem to offer 
the security of backdating. You should make a copy 
of your claim form before sending it back in case 
you need to refer to it later or in case it gets lost.

Please remember that a decision on your child’s 
claim will be made by someone who has never 
seen your child, is not a medical expert and who 
may have little or no knowledge about your child’s 
condition. 

Do not assume that the decision maker will 
understand your child’s condition and clarify all the 
extra care and support your child needs. This will 
increase the chance of your child being awarded 
the right level of DLA. 

You may also need to make a renewal claim 
for DLA. This is reapplying at the end of the 
fixed period of your current award. You should 
automatically be sent a new form several months 
before the end of your recent award. If you haven’t 
received the form by four months before the end of 
your award, call the DLA number to make sure one 
is sent. 

DLA can only be claimed for children under 
16 – anyone over 16 must apply for Personal 
Independence Payment (PIP).

General tips for filling in the claim form 

The claim form asks for lots of information about 
your child and what help they need. It will be helpful 
to include all supporting health information such 
as medical reports, care or treatment plans, test 
results, Haemtrack reports (if you use this), up to 
date prescriptions etc. 

You need to supply photocopies of all this 
supporting information with your claim form. Do 
not send appointment letters, general information 
about the disability or health condition from the 
internet or leaflet, general information about 
medication prescribed for your child.

We understand it may be upsetting describing in 
detail what help your child needs. This information 
is needed so that the DLA can make sure they 
make the right decision. 

If you can, get a photocopy of the claim form once 
you have filled it in. If you receive DLA and there 
is a change in the amount of help your child needs 
or the DLA need to review the amount you were 
awarded it will be helpful for you to know what you 
have said previously. 
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Section 2: Completing the 
claim form 
This section will help you to complete the form to 
claim DLA for your child. 

Before filling in the form: 

• check the bottom left-hand corner of the claim  
 form to make sure you have the current form: it  
 should say DLA1A Child 
• read the overview of DLA in the first section of  
 this factsheet 
• read through these notes and the claim form   
 together to get an idea of which questions are   
 most important and the information you will   
 need to give. 
• Take your time and don’t try to finish it in one   
 go. The form is long and needs lots of    
 information. Read through it first before putting  
 pen to paper so you have an idea of what’s   
 needed. 
 
When you fill in the form: 
• Try to use examples and anecdotes to describe  
 your child’s needs wherever possible. Don’t just  
 rely on the tick boxes. 
• If you feel the pages don’t have enough space to  
 capture the complexity of your child’s needs   
 use question 84 where you can give extra   
 information. 
• We suggest you contact your haemophilia centre  
 in plenty of time to allow them to appropriately  
 support your application. Some centres have   
 social workers who will support you in applying;  
 in other centres a nurse or physio may be able to  
 help you present the required evidence.

Please remember that a decision on your child’s 
claim is made by someone who has never 
seen your child and who may have little or no 
knowledge about your child’s condition. It will 
help if you make clear all the extra care and 
support that your child needs – don’t assume 
that the decision-maker will already have this 
understanding.  
 
There are three main types of questions on the 
form:  
1. About the child (Q1-30)
2. Mobility (Q31-45)
3. Care (Q46-63)

Questions 1-30:  Administrative questions 
These are usually quite straightforward to answer. 
These questions gather general information about 
your child including details about their identity, 
nationality, disability, and details of any medical 
or health professionals involved in their care. This 
section also asks you about any stays your child 
has had in hospital or residential care within the 
last 12 months.

• Question 29: Statement from someone who   
 knows the child. This can be a health care   
 professional, social worker or teacher who  
 can fill this in. Ideally, it should be written by  
 a professional with regular involvement in   
 your child’s care. They must have actual   
 knowledge of your child’s needs during a   
 typical day. They can write about the    
 additional help your child needs because of their  
 bleeding disorder.
• Question 30: Sharing information about the   
 child’s health condition. The DWP may ask for   
 additional information about your child from   
 their doctor or any other relevant professional. 
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Questions 31- 45: Mobility 

• Your child may be eligible for mobility support.   
 The Mobility Scheme allows disabledpeople   
 lease a car, scooter or powered wheelchair   
 in exchange for all or some of their mobility   
 payments. 
 
Question 31: List all your child’s health conditions  
and disabilities. 

Column 1 describe your child’s diagnosis e.g.   
Severe Haemophilia A. 
Column 2 state when your child was diagnosed. 
Column 3 and 4, describe treatment as 
‘intravenous injections of replacement factor 
VIII’ (or other factor) and say if this is on demand, 
prophylaxis, or both. Include all other medications 
(e.g. tranexamic acid) as well as any physiotherapy 
programme you help your child with.

Question 32 – Does the child use, or have they 
been assessed, for any aids or adaptations. List 
aids if your child uses them all the time and not just 
when they have a bleed.
Aids are things like braces, support, crutches, 
wheelchairs, buggies, commodes, reading or 
learning aids. 
Adaptations are things like ramps, slopes, rails, 
alterations to the home such as widened doors.

Here are a few examples of the help they may need 
to use an aid or adaptation. If it not a full list and 
does not cover everything.  

They may need help to:

• Use an aid or adaptation safely
• Get on and off a raised toilet seat
• Propel a wheelchair up a ramp or a slope 
 

Question 33 – When the child needs help  
We suggest ticking both ‘most of the time’ 
and ‘varies’. Explain in the box that your child’s 
supervision needs are continual but that their 
‘attention’ needs vary depending upon the bleeds 
they have. 
Questions 34-43 are about Mobility. These 
questions are about the difficulty that your child 
has walking outside on a reasonably flat surface. 
These questions test whether your child meets the 
higher rate of mobility component. Even if your 
child is of an age where no child would be allowed 
out of doors by themselves, they may still need 
more guidance or supervision than other children 
of the same age. 
Questions 34-40 are about the physical difficulties 
your child has walking. This is for children aged 3 
and over. 
Question 36, mentions about how far your child 
can walk before they stop because of discomfort.  
 
To estimate the distance, they can walk it may help 
you to know:
• an average adult step is just under one meter   
 (one yard)
• a double decker bus is about 11 meters (12 yards)  
 long
• 12 cars parked end-to-end with a small gap   
 between them would be at least 40 metres (55   
 yards)
• two full size football pitches are about 300   
 metres (218 yards) long.

Question 37: Your child’s walking speed. For 
children who can walk but who need someone to 
supervise or guide 
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It’s worth noting for Question 38 very few children 
with a bleeding disorder qualify for the mobility 
component at the higher rate. However, if your 
child can walk it is important to describe how they 
walk (e.g. with a limp or shuffle). It is important that 
you document the total distance your child can 
walk before they have discomfort; e.g. count the 
steps they have walked or how far (metres). Is your 
child likely to stumble or fall without someone’s 
help? What aids do they need to help with their 
walking (e.g. crutches)? 

However, Question 39 asks explicitly about bleeds 
into knees and ankles, so give a list of these types 
of bleeds that your child has had in the last six 
months, together with information about any joint 
damage your child has in their knees, ankles or 
hips. Give the reason your child has these bleeds: 
for example, they have an inhibitor or are not 
on prophylaxis. Explain also what treatment is 
necessary if they do get a bleed. 
 
Think about the issues of walking: 

• Does your child have walking difficulties such as  
 loss of balance, lack of co-ordination and so on? 
• Do they have pains in their legs? 
• Do they have poor muscle tone? 
• Do they have an unusual walk? 
• How difficult is it to predict how far your   
 child will be able to walk? Do you need to take a  
 pushchair or wheelchair every time you go out? 
 
Question 40 - give examples of pain or tiredness 
your child may have if they walk too far the day 
before.

Think about the issues of walking:

• Does your child have walking difficulties such as  

 loss of balance, lack of coordination and so on?
• Do they have pains in their legs?
• Do they have poor muscle tone?
• Do they have an unusual walk?
• How difficult is it to predict how far your   
 child will be able to walk? Do you need to take a  
 pushchair or wheelchair every time you go out?

Questions 41-43 are about your child needing 
someone to guide or supervise them most of the 
time when outdoors. 

Guide means to physically lead or verbally direct 
them to safely find their way around.
Supervise means checking routes for dangers 
or obstacles, keeping an eye on how they are and 
if they can carry on walking. It includes coaxing, 
encouraging, persuading or talking so they carry 
on walking to avoid danger. 

For Question 44 ask yourself: 

• does your child walk more slowly than other   
 children of the same age? 
• oes their manner of walking make it difficult to  
 get along? 
• do they get uncomfortable or tired after a short  
 distance? 
• do they fall or stumble a lot? 
• does the effort of walking seriously affect their  
 health?
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Questions 46 – 61: Care 

The care section is about the extra looking after 
your child needs because of a disability or illness. 
These questions are for children of all ages. Some 
of these questions will only be important for those 
days when your child has a bleed or is recovering 
from a bleed. It’s a good idea to include a diary 
of the extra care your child receives, especially 
during the time of a bleed or recovering from a 
bleed. Ensure you give as much information as you 
can about bleeding episodes: how often do they 
happen; is there a pattern, does child know if they 
have a bleed etc.?

Other questions may be important if your child 
has another health condition as well as a bleeding 
disorder. Include all the information you can.

Question 46 - This is about help needed to get in, 
out or settle in bed during the day. Do they need 
encouragement, prompting, or physical help to get 
into or out of or settle in bed during the day? This 
means waking up, lifting their legs into or out of 
bed, sitting up from lying down or settling in bed 
ready to go to sleep. 

Getting into and out of bed. Explain any 
discomfort your child experiences because of 
pain or stiffness when waking up. They may be 
physically unable to get out of bed without help. 
Or they might not have the motivation to get 
up because of their condition and need lots of 
reassurance and persuasion to get out of bed. 

Medication may also affect your child’s sleep and 
waking up. Think about similar difficulties when 
going to bed. Your child may still be wide awake 
when put to bed or refuse to settle. 

Explain what help you give them to overcome 
this, like comfort and reassurance techniques, 
medication, or treatments. It would help if you also 
said how long this takes.

Question 47. Do they need encouragement, 
prompting or physical help to go to or use the 
toilet during the day?  This is about help needed 
to go to or use the toilet during the day. It can be 
encouragement, prompting or physical help. This is 
if your child needs prompting to go to the toilet, to 
take their underwear down, or to wipe themselves 
and to wash and dry their hands. Think about if 
your child has a bleed and needs help with going to 
the toilet. 

Question 48 - This is about help your child needs 
to move around indoors during the day. It can 
be encouragement, prompting of physical help. 
For example, your child may have mobility issue 
due to a bleed. You may want to include if your 
child stiffens up if they sit for too long, need to be 
encouraged to get up and move around; sit down 
in a chair but cannot get out of it; need the support 
of cushions or pillows to sit upright. A chair is any 
type of chair including a wheelchair. 

This means moving from one place to another, 
using stairs, getting into, sitting in, and getting out 
of a chair. Indoors is their home, a friend’s home, 
school, college or anywhere else inside. 

Question 49 – This is about the help your child 
needs to keep clean and check their appearance 
during the day. Washing and bathing includes all 
issues with personal hygiene. Your child may need 
extra help bathing, washing, or showering and they 
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might take longer than other children of the same 
age because they need help to have a wash etc. 
because of a joint bleed. Your child may not be able 
to reach all parts of their body to wash and dry or 
have pain when getting in and out of the bath. 

Question 50 – This is about the help your child 
needs help to dress and undress during the day. 
The help they need if reaching to pull items of 
clothing on or off is difficult or your child needs 
with fastenings like buttons, zips, buckles and 
laces which may be painful or problematic for them 
following a bleed. For example, “because of a bleed 
they need physical help to manage buttons, zips 
etc. They need help putting on and taking off their 
clothes because of the pain. This includes putting 
a coat on and off to go to and from school, and it 
takes about a minute each time”. 

Question 51 – This is about the help your child 
needs help to eat and drink during the day. For 
example, “they need help to cut up their food at 
each meal time and this takes about two minutes 
each time”. 

Question 52 – This is about the help your child 
needs to take medicine or have therapy during the 
day. It be encouragement, prompting or physical 
help. Taking medicine includes tablets, injections, 
eye drops, knowing what to take, how much to take 
and when to take it. 

Does your child need therapy (physiotherapy, 
hydrotherapy etc.) e.g. twice a day? Therapy also 
means help with any medical equipment including 
needles for injections. You can also mention if you 
they become angry with their condition and refuse 
to take their medicine. List any difficulties with
 

using equipment, help you give to your child and 
the length of time it takes. Include time spent on 
preparing and cleaning equipment.
As well as giving details about medicines, include 
any difficulties your child has receiving them 
or taking them by them self (forgetfulness, 
discomfort, distress, side effects). Describe how 
you help overcome this (encouragement and 
reassurance, even after medication has been 
given). 

As well as injections and tablets, include 
information about any eye drops, creams, 
dressings and enemas your child needs. 

Question 53 - about difficulty seeing. If your 
child has problems with vision, this section 
gathers information about the extent of any visual 
impairment your child may have. This means when 
using their aids like glasses or contact lenses. 
Young children with a visual impairment may also 
need more help in learning through play. If your 
child has a certificate of visual impairment you 
should send a copy of this along with the form.
 
Question 54 - about difficulty hearing. If your child 
has problems with hearing, this section is to find 
out the extent of your child’s hearing impairment. 
This means hearing sound or someone speaking 
when using their hearing aids. Include any 
evidence from a specialist which shows the extent 
of your child’s hearing loss.

Question 55 – about difficulty speaking. Your child 
may want to tell you things. They may get easily 
excited, start speaking very quickly becoming hard 
to be understood; have a stammer, lisp or other 
speech difficulty; become frustrated if they cannot 
be understood or speak only to family and friends
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Question 56 – about difficulty communicating. 
This means passing on information, asking and 
answering questions, telling people how they feel, 
giving and following instructions. This also means 
the ability to say words out loud and talk clearly. 
Write down the different ways your child is helped 
with communication and what would happen 
without this help.

Question 57 - Do they have fits, blackouts, 
seizures, or something similar? This means 
epileptic, non¬-epileptic or febrile fits, faints, 
absences, loss of consciousness and ‘hypos’ 
(hypoglycaemic attacks). For example, they behave 
without thinking about dangers or how it will affect 
others.

Question 58 - Do they need to be supervised 
during the day to keep safe? This is about needing 
someone to supervise them during the day. For 
example, they behave without thinking about 
dangers or how it will affect others.

Describe the ‘supervision’ you give to your child. 
What do you do to prevent a bleed? How do you 
monitor them to check if they have a bleed? Give 
examples of when you have stepped in to stop your 
child from hurting themselves when you have had 
to take them to the hospital for treatment or have 
given them treatment yourself. 

If your child is at nursery or school, describe your 
arrangements with staff. Do you have a written 
care plan for them? What do the staff do when 
they think your child is in danger or having a bleed? 
Again, give examples of when this has happened. 

If you get up during the night to check on your child 
because you fear they may have a bleed, report this 
as well. Don’t worry about repeating yourself. 

Question 59 - This is about help needed with 
development. For example, they may have 
difficulty making friends.

Question 60 –This question gathers information 
about any extra support, care or supervision your 
child needs at school or nursery. If your child 
has a statement of special educational need, 
Individual Behaviour Plan, Education, Health and 
Care plan include it. Your child may come home for 
medicine or therapy, need extra support, but it is 
not available, need someone to go to school to give 
them their medicine or therapy. 

Question 61: Help with hobbies and social 
activities. Include here details of any help your 
child needs when they go out during the day or 
night for social and leisure activities, and any 
support needed for hobbies. This includes visits 
to the park, clubs, sport activities, going to the 
cinema, swimming, visiting relatives, drawing, 
playing on the computer, and watching television. 
These are just some examples and you should 
include any interests that your child has and what 
help they need.

Question 62: Any help your child needs during the 
night. Complete this section if you have to get up 
in the night to help with your child’s care needs. 
Night-time is the time between when you go to bed 
until you get up. If you stay up later than you want 
to because your child does not settle in bed, or if 
you get up very early, these times also count as 
night-time.
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Question 84: Extra information 
Use this section to write in more detail about your 
child’s needs. Giving detailed medical information 
may lead to a quicker decision and reduce the 
chances of the DWP arranging for more reports on 
your child’s condition. 

Remember the decision maker may not know 
about your child’s bleeding disorder so document it 
clearly here. 

Include information about the treatment your child 
needs for their bleeding disorder: 
Describe their prophylaxis regime if they are on 
one. (Prophylaxis is the regular infusion of clotting 
factor concentrates in order to prevent bleeding).

• Describe what you do in the case of a bleed. 
• List medications. List times taken and dosage.  
 How does the child cope with taking treatment/ 
 medication? 
• Do they have any treatment which only needs to  
 be given if you observe certain signs?
• If you give them the injection, give a description  
 of the stages involved and how much time this   
 takes. 
• Do injections always go well? Does your child   
 co-operate with injections or do they need   
 coaxing and settling before they let you inject   
 them? Include the time taken to settle your child  
 before an injection. 
• Finding ways to make them take medicine (e.g.  
 tranexamic acid used to treat or prevent   
 excessive blood loss), for example, crushed with  
 yoghurt, followed by a favourite drink, need for  
 sticker chart or other incentives.
• Do they need medicines during the school day?  
 How is this managed? Do you have to go to   
 school to give your child their medicine? 

• Would your child receive treatment/medication  
 without your intervention? What harm could   
 happen if you don’t help them take treatment/  
 medication. What are the consequences of not  
 taking treatment/medication?
• Time-consuming to prepare medicines e.g.   
 crushing tablets, cleaning and sterilising   
 syringes. Aseptic technique (the clean technique  
 is to reduce the number of germs whenever   
 possible to minimise the risk of contaminating  
 an invasive device, e.g. port-a-cath). 
• Include any ‘help’ you give with medical    
 equipment. This could be checking a port-  
 a-cath, if your child has one, but also includes   
 the practicalities of ordering, taking delivery of,  
 and storing their treatment if they are on home  
 treatment. 
• Also, include any information about routine   
 physiotherapy exercises prescribed by the  
 haemophilia centre. How long do the    
 exercises take and how often are these done?   
• How often does your child have to attend   
 hospital appointments (routine appointments   
 and when a bleed occurs etc.)?  Also explain   
 what happens in an emergency (include outside  
 clinic hours). 
• Give information about surgery or other hospital  
 care your child has received. You can also   
 use this to describe the difficulties your child’s  
 bleeding disorder has on their mental health,   
 e.g. if they feel frustrated, isolated or upset.   
 You can use this section to explain how you   
 help your child, e.g. encouragement, special   
 behavioural techniques, planning the day ahead,  
 discussing feelings, etc. Give as much additional  
 information as you can. 
• If you’re still unclear about how your child’s   
 condition affects their care and mobility needs,  
 contact your Haemophilia Centre for advice.
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And finally,

1. If you have it, please send copies of any 
supporting information with your form. Do not send 
your original documents. 
2. Send your completed form to us straight away, 
so that a decision is made on your claim as quickly 
as possible. 
3.Send your form and any supporting information 
to the address on the envelope provided. 
 

Section 3: The decision 
This section offers guidance on what to do once 
you have received a decision about the claim for 
DLA for your child.

Introduction 

Decisions on a DLA claim can often feel unfair and 
random. This can be particularly so if you have 
made a renewal claim and the new award is less 
than you were getting before.

At this stage it’s very important to remember: 

• your child will not be awarded DLA just because  
 they have a bleeding disorder, and 
• the amount of DLA you are awarded can change.  
 This is particularly so as children grow older and  
 the impact their bleeding disorder has on their  
 life changes.

Once you’ve sent your form to the office 
dealing with your claim you should get an 
acknowledgement within two weeks. You should 
get a decision within three months. 
 
 
 

The decision letter will tell you: 

• which components your child has been awarded 
• the rates of components awarded 
• the period of the award.

Is it a ‘good’ decision? 
This is a difficult question to answer because 
each child is different and the impact a bleeding 
disorder has differs from child to child. We suggest 
you read the information in the first section of 
this factsheet. This gives an idea of which levels 
of each component are commonly awarded for 
children with bleeding disorders.

Be realistic: it’s important to keep in mind 
that although your child sometimes meets the 
conditions for a particular rate, they will only be 
awarded that rate if a decision maker is convinced 
that they meet the conditions for the majority (i.e. 
more than half) of days over a period of time.

For example: your son has had two bleeds in an 
ankle in the last three months, but no other bleeds. 
Each time he was unable to walk for four or five 
days. He also needed a lot of care for those days.

• Although he would probably meet the conditions  
 for the higher rate of the mobility component   
 on 10 days, this is not the majority of days. He   
 doesn’t qualify for the mobility component   
 higher rate. 
• He probably also met the daytime qualifying   
 condition for the care component because   
 he needed frequent ‘attention in connection   
 with his bodily functions’. However, over a three- 
 month period, he did not meet this condition on  
 the majority of days and so does not qualify   
 for the care component middle rate. 
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If you are unhappy with the decision 
The first stage is to ask the DWP for a written 
explanation of their decision. You can do this by 
calling the phone number or writing to the address 
on the decision letter. Do this within one month of 
the date of the decision letter.

At the same time ask for a copy of the case papers 
to be sent to you. This will include your claim form 
and any other information the DWP used to make 
their decision. This is important because they may 
have used information you haven’t seen.

If you are still unhappy with the decision, you can 
ask for the decision to be looked at again (known 
as a reconsideration). Here is a suggested action 
plan.

Phone or write to the DWP to ask for the decision 
to be looked at again.  

Ask yourself if there is any additional information 
you can provide that wasn’t available to the 
decision maker. 

• The written explanation should list the    
 information the decision maker used. Does this  
 include a report from the haemophilia centre?   
 Or anyone else you suggested the DWP contact?  
 If anything is missing, you could ask these   
 people to provide you with a supporting letter to  
 send to the DWP. 
• See the guidance on completing the form in   
 section 2 of this factsheet to check what other  
 information you could provide. It’s usually a good  
 idea to provide the following: 
• a physiotherapist’s or orthopaedic report  
 

• a treatment record for the last three months,   
 including both prophylactic and on-demand   
 treatments 
• information about the time taken to give   
 injections, including ‘encouraging’ your child to  
 have them 
• information about the help you give your child   
 with physiotherapy exercises (routine and   
 recovery from a bleed) 
• a history of bleeding episodes in the last 3-6   
 months; as well as injections, what other care   
 did you need to give your child? 

In all of this, try to fully describe how many days 
are involved and how much time is taken on these 
days. One way of doing this is to present the 
information in the form of a diary of a recent period 
of two to four weeks. 

• Look at anything the decision maker has given   
 as reasons for their decision. Note any points   
 you disagree with to include in a letter to go with  
 the other information you will be sending. 

Challenging a DLA decision – mandatory 
reconsideration 

If you disagree with a benefits decision your child 
has received, you have to ask the DWP to look at 
their decision again (this is called a ‘mandatory 
reconsideration’) before you can appeal. You must 
ask for this within one month of the date on your 
decision letter, by phone using the number on the 
decision letter, or post by completing the CRMR1 
form.

The DWP will send you a ‘mandatory 
reconsideration notice’ telling you if the decision 
has been changed or not. If you are still unhappy, 
you can appeal against the decision.



19  

Disability Living Allowance 
(DLA) for children with 
bleeding disorders

Section 4: Appeals 
This section offers guidance on what to do if the 
DWP has looked again at the decision, but you are 
still unhappy with their decision.

Introduction 

Making an appeal against a decision on DLA is the 
last stage of the decision-making process. 

Here is an eight-step process you will have to go 
through: 

1. You receive a letter notifying you of the  
result of your child’s claim for DLA.  
If you are told that your child is not entitled to 
anything or you think your child has been given 
the wrong amount you have one month from 
the date on the letter to ask for a ‘mandatory 
reconsideration’. 

2. Ask the DWP to look again at their decision.  
They will look at your claim again, any new 
evidence they have, and see if they will change 
their decision. 

3. You will receive two copies of the 
reconsideration decision from the DWP. If you 
wish to appeal the decision, use the second copy 
of the reconsideration decision. You have one 
month to appeal.

Seek advice from a benefits adviser, for example, 
Citizen’s Advice.

4. Use the SSCS1 form to ask for an appeal. 

5. The DWP will send both you and the HM Courts 
& Tribunals Service (they organise the appeal 
hearing) the reason why your child was given the 
award they received. 

6. You need to prepare for your appeal and send in 
more information about your child’s difficulties. 

7. You will be told the date of the hearing. 

8. An independent tribunal called a Social 
Security and Child Support Tribunal will hear 
your appeal. The panel usually consists of a legally 
qualified tribunal judge, a doctor and a person with 
experience of the needs of disabled people. A DWP 
officer may also be present. 

Preparing for a tribunal 

Before going to the tribunal, preparing some notes 
in advance is a good idea. Do this about two weeks 
before the tribunal.

• Read through the Secretary of State’s    
 submission, particularly the reasons for the   
 decision. Make a note of any statements you   
 disagree with and why you disagree with them. 
• Read through the rest of the case papers.   
 Highlight and tag any information that helps   
 your claim. In particular, look for information   
 that  the decision maker may have ignored or not  
 fully considered.

If successful, you will usually receive your money 
in four to six weeks.
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Making an appeal 
You must appeal in writing within one month of 
the date of the decision letter.

• Make your appeal on the SSCS1 form. You can   
 phone the DWP to ask them to send you a copy.  
 You can also download and print a copy of the  
 SSCS1 form from  
 www.gov.uk/government/publications/appeal-a-     
     social-security-benefits-decision-form-sscs1
• If you have found a representative for the   
 tribunal, give their contact details in section 4.  
 But don’t delay sending the SSCS1 form if you   
 can’t find a representative – you can always send  
 details later. 
• Section 5 asks for the grounds for your appeal.  
 A simple statement such as ‘my child’s care   
 needs have not been fully considered’ should be  
 enough. If you think your child may be entitled   
 to the mobility component, add ‘my child’s   
 mobility needs have not been fully considered’. 
• Section 6 asks about your choice of hearing.   
 We suggest that you attend the hearing rather   
 than have it decided on the papers. Attending   
 the hearing will give you the chance to give more  
 information that may not be clear from the case  
 papers – you will not need to take your child with  
 you. 

Looking for further support 

You may be able to find a representative to help 
you. The following links may help: 

• Disability Rights UK: http://disabilityrightsuk.org
• Carers UK: www.carersuk.org/
• Advice Guide from Citizen’s Advice:  
 http://adviceguide.org.uk
• Benefits and work: www.benefitsandwork.co.uk 
• DWP: www.gov.uk/mandatory-reconsideration

http://disabilityrightsuk.org 
http://www.carersuk.org/
http://www.benefitsandwork.co.uk  
http://www.gov.uk/mandatory-reconsideration

