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Welcome

We are a team of welfare benefits specialists whee wsked by the National Association for Colitis
and Crohn’s Disease (NACC) to produce the guide. The pugbake guide is to help people aged at
least 16 but under 65, with Inflammatory Bowel Diseasedtditive Colitis or Crohn’s Disease), to
complete an application for Disability Living Allowancds part of the process of devising the guide
we consulted widely, including receiving 1,000 questionnaires fr&@G!members. We do hope that
you find the guide helpful.

Deborah Gubbay, Steven Donnison, Holiday Whitehead.

“If anything is available to make my life more comfortable thenl can buy it, that's what this
benefit is for.”

That’s what one NACC member told us about Disability hgvAllowance (DLA).

DLA can definitely make a big difference to people’s livéiscan give members back some of their
feelings of independence and control. It can help meetoteof a car and give entitlement to a blue
badge, pay for an improved diet, meet extra heating Ioklgpay for much-needed holidays. Needing
a better diet, extra heating or a holiday are not groforddaiming DLA, but if you are awarded the
benefit you are free to spend it as you wish — you d@ve o spend it on paying for care.

But making a claim can be a long drawn-out and emotipdadlining process with no guarantee of
success at the end. Many NACC members told us whaiggkrit had been claiming DLA. Some

told us how they felt they were not being listened tihhe@ even felt that they were treated like frauds
or liars. This booklet is intended to reduce your chantéaving such an unpleasant experience and
to increase your chances of making an effective clae.can't offer any guarantees as to success, but
if you follow this guide wecan promise that you will present a clear and accurate pictiiyour

condition and avoid many of the pitfalls. We are aderfit about this promise because

we know

how difficult it is to explain your condition to othpeople and we know how hard it is to complete the
claim pack when your symptoms can fluctuate so unpredictéldyknow because we’ve studied over
one thousandquestionnaires, letters, diaries and e-mails sent éom tise subject by NACC members.
We've also carried out extensive telephone interviewls members and we've helped some of you
complete DLA claim packs. The things that other memfoensd out by experience, you will know
before you begin.

we understand

how complex making a claim for DLA can be. As onanber said: The forms are so complicated
that you have to be a lawyer to fill them outVell, you may not be a lawyer, but you do have one on
your side: this guide was written by a team of thredanebenefits specialists, one of whom is a
barrister.

and you're not alone

because in thelelp! Section there are details of how to contactNA&C Information Service for

more information or to make an appointment f@lsA Support Line Volunteer to call you to help
with any questions or problems you have with your DLAnclandNACC-in-Contact Support Line

to talk over any emotional difficulties that claimindg.® might cause you. There are also tips on how
to get help and support from elsewhere. We very stroeglymmend that you read the Help! Section
and think about what support you can arrange before youstagke your claim.
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How To Use This Guide

This guide is designed to take you step-by-step through thewhatess of making a claim for
DLA right from getting a copy of the form through to gegta letter telling you the result of your
application. Read it all through once if you want,ust jead each section as you need it. But do
please start with thBefore You Begisection. You may also want to use the following sheets at
the end of the guide:

Medical Visit Record Sheet this is for you to fill out if you have a Departmefitdork and
Pensions (DWP, the new name for what used to be the tegpdrof Social Security) medical.
(For more about this sé&eparing for a Medical

Claim File Record Sheet this is for noting details of any letters and phorks ¢a and from the
DWP. ltis intended to form part of the Claim File alnwe very strongly recommend you keep.
(SeeBefore You Begifor further details).

Health Professional’'s Sheet Read the Health Professional’'s Sheet through darafong with
the section oMedical Evidencgbefore contacting your GP and/or specialist foetstof
support.

You can also include the NACC booklet dnderstanding Colitis and Crohn’s Diseasehelp
the decision maker with your application. Download a dopy the NACC website at
www.nacc.org.ulor ring the NACC office (01727 830038) and ask to be sent one.
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Am | Eligible?

In this section we do our best to explain simply anctsety what the qualifying conditions for
DLA are. But first, two facts we learnt from our rasgh with NACC members:

Some NACC members who areligible for Disability Living Allowance haven’'t made a

claim because they don’t consider themselves to be disahlekh reality, you don’t have to be
disabled at all to claim DLA. It may be enough that yoamdition stops you preparing a cooked
main meabr means that everyday activities such as washing, dresswallang are painful for
you. You can also claim DLA if you don’t need help wathything but you do need someone to
keep an eye on you, for example, in case you have, bdéathuse you are having special medical
treatment, or because you need someone to make sure ygeitarg proper nourishment
throughout the day.

For DLA purposes, ‘disabled’ simply means that you haleg term iliness which affects your
everyday activities.

Some NACC members who_areligible for DLA haven’'t made a claim because their GP,
nurse, social worker or someone else told them they weenot ill enough.

If you've been told by anyone, including the DWP, that yaunvqualify, we would strongly
advise you to consult a professional welfare rights wo(d&e theHelp! section) before
abandoning the idea of claiming.

NACC members offered all sorts of other reasons whethas no point in them making a claim
for DLA. Most of them were wrong. So, remembgou can claim DLA even if

you are working

* you are claiming any other benefits (such as IncapBeitefit, Income Support or Jobseekers
Allowance)

* your partner works

* you have savings

» you live alone and no-one is providing care for you

* you already have someone, a partner for example, pngvidire for you

* you don’'t want anyone to provide care for you

You do need to have a health problem that has lasted for atlteas months and is likely to last
at least another six and you do need to be under 65 whefirstoapply. In addition, because of
the health problem you must ‘reasonably require’ help thibllily functions’.Or you need to
have a health problem that means you need someone torkege an you. If this is starting to
appear complicated, please don't be concerned, we aretal®{plain on the next page:



Bodily functions
For the purposes of DLA, ‘bodily functions’ are thingsel

» walking » getting in or out of bed

* eating » dressing and undressing
* drinking * washing

* sitting * having a bath

* sleeping » showering

* breathing * going to the lavatory

* hearing » taking medication

* seeing e communicating

(Shopping, housework and cooking are not counted as boddtidus, but cooking is still
important — see the Cooking TestWhat Rate Might | Qualify Fo)?

It doesn’t matter if you normally manage all theseilyddnctions by yourself and don’t want
any help. The question the law asks is do you ‘reasonafyre’ help, not do you want it or get
it. So it might be less confusing if you forget aboutitlea of help for a moment and try theA
True or False Testinstead. This is not a legal test, it's one we hagated which may help you
decide whether to make a claim.

The DLA True or False Test
Pick any bodily function from the list. Walking, dressihgyving a bath, whatever you like. Now
answer the questions below:

* |lcando it but it hurts True or False?
* | cando it, but only slowly True or False?
* | cando it, but not really safely True or False?

* |cando it, but only because I've developed a special tggaraf my own True or False?
* lcando it but | often need someone to remind me orueage me to do it True or False?
* | cando it but | need someone with me just in casgs$hgo wrong True or False?
 lcantdoitat allanymore True or False?

If the answer iFrueto anyof those questions in relationaay bodily function then you may be
entitled to DLA, because they are all reasons why ymhinreasonably require’ help or
supervision with a bodily function, even if you don't getr want it.

If the answer iFruein relation to walking then you may be entitled to ingbility component
of DLA. (We explain the components below). If thesaer isTruein relation to any of the othe
bodily functions you may be entitled to tb@e componentof DLA. The more bodily functions
you can answefrueto, the more likely you are to be eligible for DLA.your condition is a
variable one, so the answer is sometifiese and sometimeBalsethen you may still be eligible
for DLA. We explain how to deal with fluctuating cotidns inCompleting the Claim Pagk
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What Rate Might | Qualify For?

This section may appear very complicated, but it's still a simgtifin of the rules of entitlement
to DLA. It's intended to help you decide whether to make a clainio nelt you whether you
definitely qualify for a particular rate. If, after you'vea this section, you think you may
gualify for any rate, then you should complete a claim pack. If you damkt you would qualify
then please consult a welfare rights worker before giving up on theeidealy. (See Help!). If
you find this section too confusing to follow then either fill ime@nt pack anyway or contact an
advice centre for further help.

DLA is paid at different rates, depending on how great ye&ds are judged to be. Trying to
work out which rate you might qualify for can get veonfusing. The most important thing is to
make sure you put every bit of information you can intoctaean pack and then worry about
whether you’ve been awarded the right rate when yoa getision. But here’s our attempt to
explain how the rates are decided.

Mobility component
There are two rates for the mobility component.

Higher rate mobility. This is for people who are unable, or virtually unatdeyalk because of
a physical health problem. Asvary approximateuide, if you are unable to walk more than
about 50 yards without stopping or severe discomfortybermay qualify. So, if you suffer from
such extreme fatigue that you can only walk 50 yards befeding to stop for a rest you may

qualify.

The test is how far you can walk withaevere discomfartSo even if you can walk 100 yards
before you absolutely must stop, if you suffer seveseaanfort after 50 yards, perhaps because
of soreness around the anus, then you may still qualifjner matters, such as the speed at which
you walk, the way in which you walk and the length of tiyoe need to rest should also be taken
into account.

Lower rate mobility. This is a very different test. It is for peopleondan walk but need
someone with them when they are outdoors in unfanmlases. So, for example, if you need
someone with you when you go to a new place, perhapdpdirine lavatories for you, help you
cope if you suddenly become very fatigued or have an episadeootinence, then you may

qualify.

Care component
There are three rates for the care component: Jawiddle and higher depending on how much
help or supervision you need. Broadly speaking you can get:

thelower rate if you pass the cooking test (see below) or you needftwedi least an hour a
day. People who need help first thing in the morning andaisty at night with things like
bathing, dressing, undressing and getting in and out of bed teifl gtialify for the lower rate.



The cooking test if your condition means that you are unable to prepare |a
traditional main meal for one person you pass the cookstgand qualify for
lower rate care. The law says the test is a ‘hypmthleone, which means it
doesn’t matter whether, in reality, you ever do trydokca meal or whether
you even know how to cook. Instead, the question is:ufhad all the
ingredients would you physically be able, safely and witlpairt, to carry
out all the activities involved in cooking a meal? Ermample, you may
suffer from joint pains and poor grip so that it is ungafeyou to hold hot
pans or too painful to peel and chop vegetables or you magy sufth
extreme fatigue that it would be too exhausting for you ¢épare and cook
food. (sedPart 16: Preparing a cooked main meal for yourself

Themiddle rate is for people who need attention frequently throughouti#he rather than just
in the morning and evening. So if you need the help abovédbxample, also need help
changing and washing during the day because of incontinencengy qualify for the middle
rate.

At night, if you need help for at least twenty minutesit least twice you can also qualify for the
middle rate. ‘Night’, for the purposes of DLA, meaffteiathe adult household has gone to bed,
rather than when it gets dark.

Alternatively, if you need ‘continual supervision throughthe day’, i.e. someone to watch over
you, keep an eye on you or be on hand in case of emégetien you may also qualify for the
middle rate. So, for example, if you have osteopsrasd are prone to falls or stumbles you may
need continual supervision because the consequence of mmordall could be a broken limb.

If you are in need of help or supervision throughout theashalyat night you may qualify for the
higher rate. More technically, you qualify if you require:

frequent attention throughout the darycontinual supervision throughout the day

and

help for at least twenty minutes at night or at leastd a nightor someone to be awake to watch
over you for at least twenty minutes a night or at leastor three times a night. (You may need
someone to watch over you because you are receivingpsotaiteral nutrition or tube feeding
throughout the night or because you may fall going to and fhe lavatory).

Well, that’s the descriptions of the components and.rddes’t worry if you didn't follow it all,
the important thing is:

“If you think you may be eligible, make a claim”.



Before You Begin . ..
Before you begin your claim, please resolve to dothwags:

1 Make sure you're organised — keep a Claim File
A claim file is just a folder, or a ring binder, in whigbu keep notes and copies of everything to
do with your DLA claim. It can save you months of frustnaand lost benefits.

Many sections of the benefits system are understafie@dearstretched. Mistakes can easily
happen. For example, if your claim is refused you neag sn an appeal form and even phone
the DWP a few days later to check they received it. odtimlater you've heard nothing more so
you phone again, only to be told that there’s no recokgof form or your phone call and it's
now too late to appeal. You can apply for permission fateaappeal but there’s absolutely no
guarantee you'll be granted one and you may lose beasfasesult.

If, on the other hand, you've kept a claim file then wtrenDWP say they have no record of
your form or your call, you can reply:

| sent the form first class on the"L6f October. | have a copy of it in front of me now. And on
the 19" of October | spoke to Karen Smith in your office, she said she beided my appeal
and would be writing to me within 14 days.

In these circumstances the DWP are likely to justyasi to send them another copy of your
appeal form. Even if you are forced to apply for permmssioappeal late the fact you've kept
such careful records will count very strongly in yoavdur. A claim file can save you a great
deal of time, frustration and money. It's also invaleadlidence if you wish to complain about
the way your claim has been dealt with.

What to put in your Claim File

Keep a photocopy of EVERYTHING you send the DWP.

Most especially, keep a photocopy of your completed daim and keep it safe. We do know
how difficult and expensive this can be, but if you donil yoeay regret it because

* Your claim form may be lost by the DWP — it does happen.

* Even if your claim is successful the award will eitherfor a limited period, say three years,
and you'll have to apply again towards the end of thabdear it will be awarded
indefinitely, but it may still be reviewed every few ygain either case you'll have to fill out
more claim forms and having your original form to look atyrbe very helpful.

* If you're not happy with the result of your claim youlwave difficulty challenging the
decision effectively without a copy of your original rior

Keep every letter you receive from the DWP.

Put them all in a folder in date order along with copieletters you've sent them. (We had one
client who was able to claim thousands of pounds in baatdetieefits because he had kept
copies of letters right from the beginning of his claim)

Always ask for the name of anyone you speak to and keep a noteibfalong with the date
and the subject.

E.g. 16.02.06 Spoke to Gemma Watson at the DLA Unit. She said they havedretg
consultant’s letter Don’t feel embarrassed about this. In the very ulliggent that anyone
refuses to give you at least their first name and ttgosethey work on, insist on speaking to
their Supervisor.
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2 Arrange support

Making a claim for DLA can be hard work mentally andogionally. It may all go smoothly for
you or you may end up climbing the walls in sheer fury onging into the depths of depression.
So, turn to the Help! Section now, before you staurydaim.

We suggest you take a break before starting the form.

Start Your Claim!

You've decided you may be eligible? No point in hanginguab Send for that claim pack.
The best way to get one is to:

* Make a freephone call to the Benefits Enquiry Line on GE#20200 (8.30 am to 6.30 pm
Monday to Friday and 9.00 am to 1.00 pm on a Saturday) andeaskdolsend you a DLA
claim pack.

You should then be sent a DLA claim pack with two dat@sged on it. The first is the date you
asked for the form and the second is the date, six watshsby which you should return it.
(Which means you have to post it several days befatedtte). If they receive it after the six
weeks your claim is still valid, but it starts from whée DWP get your form back instead of the
date when you first asked for it.

If you get a claim form from elsewhere, such as an adgesacy, it won't be date stamped and
your claim will start from when the DWP receives yosompleted form.

When you make the call don’t forget to get the full naardirst name and department in which
they work, of the person you speak to. Make a note aloihg with the date, in your claim file.
That way, if you don’t receive a claim form you should bke &0 get another one backdated to
the day of your original call.

The form should arrive in 7-10 days. In the meantimeryay wish to consider:

» keeping a diary (sdacluding Supporting Evidenge

* making a list of who might provide supporting evidence [(sekiding Supporting Evidenge

* making appointments to see your health professionals (wankizen you are likely to have
completed the form, and ask for an appointment to take gla@n afterwards);

» downloading a copy of the claim pack from the DWP welasiig drafting rough answers to
the questions about the problems you have with everydastiast

The Form Has Arrived

Sadly, a lot of people take one look at the size otlhien pack and give up immediately. Please
don’t be one of them. We will help you every step efway and you also have the support of
the NACC Information Service and DLA Support Line volunseeAnd if you have got a date
stamped pack you should also have over a month to conitpleépending on how long it took
the DWP to post it out to you. But before you aciuplit pen to paper, please read the next
section.
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Completing The Claim Pack: Handy Hints And Legal Adrice

This section gives you some general tips about compléteclaim pack. It will help you make
sure you give all the information needed in the most &ffeevay you can.

Is your form different from the one we describe?

The DWP have been running various pilots, trying out diffeferms in different areas of the
country. One such pilot DLA claim pack provides just #dfor you to give all the information
needed about your attention, supervision and mobility prablémfortunately NACC cannot
produce a separate guide for every different form the D\WWBut, especially as some pilots may
only last a few months.

If you are sent a form that is different from theeame describe you could phone the office that
sent it out and ask to be sent a standard form instéadcessary, when you get the standard
pack, tear off the date stamped sheet from the frothtegpilot pack you were sent and staple it to
the front of the standard claim pack to show what gate claim should be from.

Unfortunately, the DWP may say that taking part in tie s obligatory. If that’s the case, and
you have access to the internet, you might want to diagnh standard claim pack from the DWP
website and print off parts 7-24, the pages that deal hatldifficulties you have with mobility

and everyday activities. Complete these pages usingARKNyjuide and attach them as
additional sheets to the pilot claim pack.

Evidence
The decision about whether to award DLA is based ateece. The form you are about to
complete is evidence and so are any letters from dyatarers or relatives.

An effective claim is made up of evidence that is cégat as detailed as possible. This is
particularly so for Crohn’s and Ulcerative Colitis base they are not widely known or
understood conditions. The inclusion of the NACC boollederstanding Colitis and Crohn’s
Diseasecan help to explain these conditions to decision nsakethe DWP. It is genuinely
difficult for people to understand (and perhaps to beliea)dirich ordinary activities as eating
and going to the lavatory can have such powerful effdtsno good just saying it's painful or
tiring, you have to try to use words to explain what iKe being inside your body.

Compare:
Using the toilet is very painful. | have to go very frequentlyemtlup feeling exhausted.
with

On most mornings | have to rush to the toilet repeatedly. | of$gnt five times within an hour.
Sometimes | do not make it in time and | have to change and showanublis constantly very

sore and there is a burning sensation that gets more painful with eveey thotvon. | also have

a fistula in my rectum that throbs painfully and disgorges pus. Bloodssprayfrom the rectum

during bowel motions and it's got to be cleaned up quickly or it stairtsiteebowl. | am often so
weak that | can only do this very slowly and painfully, and somgtirden’t manage to do it at

all. When | feel that my bowel motions have passed (for the timg) bgently wash and dry the

area around my anus and apply Anusol cream and Preparation H to the anus passage and lower
rectum to try and calm the painful fistula and raw flesh around the anal sphimciscle. By the
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time | leave the toilet | am weary and exhausted, my head is muggydeds are shaky and
unsteady. | can’t think straight or talk to anyone. All | can doeglbwn and wait for the next
attack.

The second account is much clearer, more detailed ana mmoie effective as a result. Of course
your condition may not be as severe as this, thathdamsatter, the important thing is that you
describe it clearly and in detail. We do realise howadilt it is to write about such personal
things on an official form; sadly there is no way roitnd/It may make it a little easier if you use
formal terms like bowel movement and anus rather tkaryday terms and it will also make
your evidence sound more authoritative).

Please take the time to fill in the form in as mucladles you possibly can. Many claims are
rejected simply because there wasn’'t enough evidencem@fibto be awarded. If you don't fill
in the claim pack fully and have to appeal you will dlswe to explain to the tribunal why you
are now saying you have problems that you didn’t mentigum claim pack. Below we
describe a simple four step system that may help ythuosmpleting parts 7-24 of the claim
pack.

How to fill in the main boxes.

Parts 7-24 of the form ask about various everyday aesvidn most pages there is a main box
for describing the problems you have and smaller boxesjamg how long you need help for,
how often each day or night and how many days a week. dga’t have to fill in pages relating
to activities you don’t have problems with — but pleaselchd@at we have to say about each
page before deciding that you needn’'t complete it.

For many, though not all, of the main boxes we recondnyen use our four-step system to
ensure you give detailed and relevant information. We tellwbich pages we think you should
use the four-step system on as we go through parts 7-Bé olaim pack. You may not always
use the four steps in the same order as we suggest, toyttdanake sure you include all the
information.

Step 1: Say what causes the problems with the activity

Decision Makers are very fond of saying that claimaatdacdo things if they chose, they just
prefer not to. So make it clear, in your own wordat the reason you have problems is not about
personal choice, but because of your health conditidiecause you are disabled. For example:

| have problems with this activity because of my ulcerative oliti
| have problems with this activity because | have Crohn’s disease.

If there is more than one reason why you have probleemsday so:
| have problems with this activity because of colitis and the meaiictitat | have to take.
| have problems with this activity because of my Crohn’s disease aadgima.

You might get fed up with having to repeat the same thing erygage you complete, but it
really is worth doing.

Step 2: Say what the problems are — in detail
Give as much information as you can about the problem$igwe. For example:

| have problems with washing and bathing because of pain and stiffness inbsy lioan't
stand for long in the shower because of pain in my legs, feet andl basle tried putting a stool
in the shower to sit on but it was too cramped and | almost felignyg stand up again. | need
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help getting in and out of the bath because it is painful stepping oveddleoéthe bath and |
am very unsteady on my feet. Washing my hair causes a great deal iof pgiarms and
shoulders and there are many days when | cannot do it at all. Washingtrogugses pain in my
lower back and | cannot reach behind me to do my back, even with a longl®oabse of the
pain in my arms shoulders and neck. Drying myself is extremelyipaicdnnot bend enough to
do my calves and feet.

Step 3 Give an example
This could be:

When you tried to carry out the activity and it wentlpadong:

About three months ago | tried to have a bath when there was no-one letseeatl managed to
get in the bath but | slipped and fell while trying to stand up to wasionsy. | was not badly
hurt, but it left me feeling terribly shaken thinking how much wibrsauld easily have been.

A recent attempt to carry out the activity which wassweccessful:

Last week | tried to wash my hair by myself because | didn’t wwatisturb my partner. | was in
so much pain by the time I finished that | had to take extra paimskdled | was unable to do
anything for the rest of the day.

If you never attempt the activity alone anymore, say long it has been since you did so:
| have not a bath or shower without someone to help me sincen fiedt bath about three
months ago.

Step 4: Say how someone could help

To get DLA you need to show that you ‘reasonably reqliedd or someone to watch over you.
You don't have to show that you actually get, or waelp k- just that it would be reasonable for
you to have it. But if you have problems with activitze®l there’s nothing anyone can ever do
that would make the slightest bit of difference, then gmay not be entitled to DLA. So always
try to show a way in which someone could help.

If someone is with me they can help me in and out of the bath and waslir mayd back and feet
for me.

How to fill in the smaller boxes

Parts 7-24 also ask you to say how many days or nighézk, Wwow often each day or night and
how many times a day or night you need help with eachitycty our answers will affect what
rate of the care component you may be eligible fbthe amount of help you need varies, see
‘Fluctuating conditions’ below.

How long on average do you need help for during the day

Remember when we talk about help you ‘need’, you dottadly have to be getting help - or
even want to get help - what is important is whethetould be reasonable in view of your health
condition, for you to receive this help. If you need helpat least an houn day in total you may
gualify for the lower rate.

How long on average do you need help for at night
You have to need help fat least 20 minutea night, or at leagtvice a night, for it to count.
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How many days / nights a week

As a general guide, if you need help less often thanor five days / nighta week you will be
less likely to qualify for DLA. One exception to thistiee cooking test: sdeart 16: Preparing a
cooked main meal for yourself

How many times a day do you need help
For lower rate care it doesn’t matter how many tinbes for the middle rate it needs to be
‘frequent’which has, rather unhelpfully, been defined as sevienakt

How many times a night do you need help
As we said above, at night it needs either to be acatfleast twenty minutes or it needs to be at
leasttwice a night.

Dealing with fluctuating conditions

This is one of the biggest problems people with Crohrdsldloerative Colitis have with

claiming DLA. Some agencies advise people to completeléina pack thinking just of how
they are on bad days. However, Crohn’s and Ulcer&woléis are known to be fluctuating
conditions, so if you present your condition as unvarymgmay make your evidence less
believable. (If, on the other hand, your condition attwesn’t vary then go out of your way to
explain this on the claim form.)

In addition, if you are not awarded DLA and choose to appefare a tribunal they are likely to
ask you to go back through the last week, day by day, expdaimgreat detail what you did and
how you felt. If the previous week was one of your betteeks you will be faced with a difficult
choice: you will either have to lie to the tribunaltell a truth so different from what you wrote
on your claim form that you will have no credibilityat and your appeal will probably fail.

So what do we advise you to do?

We suggest that you explain how you are on your bad dalythan how you are on your ‘better,
days'. Please note that if you use expressions like ‘dagd’ or ‘normal days’ it will be assumed
that these are days on which you have no problems vewvatis@o, for example you might say:

On bad days | cannot get out of bed at all because of fatigue and pain in mjolatg@and
back. On better days I can only get out of bed slowly and painfesdiing several times. The
painisin my ... (etc.)

If you have very few (or no) days when you can get obiedfeasily and without pain then you
can reasonably say that you need this help seven dayska we

Be careful not to underestimate your condition.. Arverybetter days’ actually free of pain and
discomfort, or just relatively so by your standardsfhdy be that, for the purposes of claiming
DLA, you have to accept that you don'’t really have any ‘gdayk’ at all — you’ve just learnt to
deal positively with your condition. Having to think abtlus may be very distressing for you,
so please make sure there is someone available toyotfesupport if you need it.

If you do have periods when you are pain free then avehage dut as follows:
If your condition varies from day to day, decide on average how many pain free days a week

you have. Ifit's only 1 or 2 then you need help 5 or 6 daygek. (If you need help for fewer
than 4 or 5 days a week it is less likely you will be @led DLA).
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If your condition varies from week to week again average it out. If you have about one good
week a month that’s a bit less than a quarter of the, tiso you still need help on an average of 5
to 6 days a week.

If your condition varies from month to month and you have long periods of remission then you
should decide whether you have no problems during the perfieedsission or whether you still
suffer from pain, discomfort or fatigue.

You should bear in mind that in order to qualify the finstetj your condition needs to have lasted
for three months and be likely to last at least anatbe After that, if you have a period of
remission and your claim is stopped then as long as wim elgain within two years you don’t
have to serve another 3 month qualifying period, you cam @a soon as your condition
deteriorates. We realise that’s not much consolat#eudly, the truth is that if you have long
periods of remission it is much more difficult to makelam for DLA and keep it going.

What were you like before you became ill?

Before you start filling in the form ask people who knavu yvell what things you do differently
or are unable to do since you became ill. Alternagivedmpare the way you do things with the
way they are done by somebody who doesn’t have anyhiablems. You may have grown so
used to holding on to furniture when you move around theehtinag you don’t even notice
anymore. Or your partner may have been doing things forsymh, as washing your hair, for so
long that you have forgotten that you used to do it yolursel

Review what you've written

We don’t advise you to try to fill in the form all in one g@/e suggest you do it bit by bit over a
period of days or even weeks. Each time you come batle tiorm try to reread the part you did
last time to check if there’s anything you want to add ter al

Things you shouldn’t worry about when filling in the form:

Handwriting, spelling, punctuation, grammar or staying inside the boWéste in sentences,
note form, bullet points or anything else that suits yadiibyou can't fit everything inside the
box write outside it if you can find space. The impotrthing is to make the form fit your
condition, rather than trying to make your conditidritie form. If necessary continue on a
separate sheet, but if you doadways

* write your name and national insurance number acrogsphef each extra sheet;
* give the page numbers of the questions you're answering;
» staple it to the last page of the claim pack.

Repeating yourselfWhoever designed the DLA forms obviously felt tihat thing’s worth
saying it's worth saying at least half a dozen timesrefeat yourself as many times as the form
requires. It's very boring, but i necessary.

Whenever you're ready, get out the form and we’ll finakgin.
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Completing the claim pack — getting started

Some people prefer to fill the form in with a pencistir Others just get stuck in —it’s up to you.
We will take you through each part of the DLA form pagepage so you will need the form
open in front of you.

Part 1 — About you

These are straightforward factual questions about yauepaddress, contact details, etc. The
form asks for a daytime contact number. You may nshwo give one if you would prefer not to
be phoned about your claim particularly if, for examplou are likely to be at work during the
day. You should bear in mind that the DWP may alrdwdse your phone number, however, and
that if they have to write to you to ask questions younclaay take longer to decide.

Part 2 — For people signing this form for someone else

There are very few circumstances in which anyone dtizar the person making the claim should
sign the form at Part 36. Even if you fill in thigrio for someone else, your partner for example,
they should still read it and sign it. If you have powkattorney or any other special
circumstances listed in part two apply then you cantsigriorm on behalf of someone else.

Claiming under the Special Rules
These special rules are for those people who arentiiynill and not expected to live longer than
six months.

Part 3 — About where you live

If you do not normally live in Great Britain, or if ydiave been abroad for a long period, this
may affect your entitlement to benefits. If this pevo be a problem, get advice from one of the
agencies listed in thdelp! section.

Part 4 — About your ilinesses or disabilities

What are your illnesses or disabilities?

List all your health problems, not just Crohn’s or UlcerativéditS8o Remember any related
problems such as arthritis, osteoporosis, anaemia amgsiblems. Also list any other
completely unrelated ones such as heart disease oraasthraddition, include any emotional o
mental health problems such as depression or anxietyr eritiement to DLA is based on the
combined effects of ALL your health problems, so make souepyt them all down.

-

What medicines, tablets or other treatments have been prescribexlifaliyesses or
disabilities?

List all the medication you have been prescribed, howhmoa take and how often. If you wis
also list other, non-prescribed, medication that you Wis@ddition list any treatment such as
physiotherapy, or parenteral nutrition or special doetdiet supplements. If in doubt, mention |t.

=2

Have you had a medical examination in the last six months, in connedioanyiother social
security benefit?

If you have had a medical examination in connection wilaien for incapacity benefit, for
example, the decision maker may get a copy of the mledport and use it as part of the
evidence when considering your application for DLA.
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Part 5 - For people on kidney dialysis
Only complete this if it applies to you.

Part 6 — More about you

Tick the last box in the double columyiou have some other problem not on this list

If you suffer from depression, anxiety or something simitk the box sayingYou have a
mental health problem.

Tick any of the other boxes that apply to you.

Have you been assessed for things such as home help, meals on wheelsildy dids, or do
you have a care plan or an occupational therapy report?

Assessment reports may provide very useful informatimutathe difficulties you have with
everyday activities. But bear in mind you are not obligesLitamit such reports if you do not
wish to. Read through any report you are considering subqittf you decide that, for
example, your care plan sets out an unreasonably optimssessment of how well you are
likely to progress then you may decide you do not wish to gubn¥You must still tick the box
to sayYesyou have been assessed if this is the case. Yoldshisa be aware that the DWP may
obtain a copy of your assessment directly from whiehevganisation carried it out.

About parts 7-24
Parts 7-24 deal with how your condition affects almestgaspect of your daily life. You may
want to complete them a bit at a time over a perictbgs.

Don't forget that the effects of Inflammatory BoweakBase vary a great deal from person to
person and you may have very few of the symptoms or prgbleniist, this does not mean you
are not eligible for DLA. But please do try to check tmva say about each page on the form,
you may be surprised at how much applies to you

Part 7 - Walking outdoors

Do you have physical problems walking?
Only tick No if you have read the examples on the fana read the box below and decided you
don’t have any such problems.

Describe in your own words the problems you have and the help you nieealiaing
For example, this could be due to one or more of theviirlg: abdominal pain; fistulas;
soreness around the anus; fatigue, breathlessness;tthgatamovement increases the likelihood
of incontinence or any other physical problem.

If you suffer from fatigue describe it: is it a gendealing of weariness or is it strongest in
particular parts of your body; do you get dizzy or unsteadyour feet; what happens if you keep
on walking?
Describe any pain you suffer: where is the pain, hoanis# is it, what does it feel like, does it get
worse the more steps you take? Do you have osteopordbatsostumble or fall might lead to a
broken limb? Has this ever happened? If so, give details.

Tell us about anything you use to help you walk
Do you use a walking stick or walking frame? Do you need saeto lean on, do you lean on
walls?

If the effort of walking would be dangerous for you, tell us about this
Might you stumble, fall, collapse with exhaustion ocdi®e, dizzy or disoriented?
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Tell us roughly how far you can walk before you feel severe disdomfor

(There is no precise definition of severe discomdadept that the law says it is less than seve
pain). Can you walk at all on your worse days? Are yaeirere discomfort all the time when
you walk or does it begin after a certain distanB&dple tend to have difficulty estimating
distances so, if possible actually measure how far gounalk. As a last resort count how mai
paces you can take and then measure your pace.

ny

Tell us how long on average it takes you to walk this far
Try actually timing yourself (and don't rush) rather thast guessing. Remember this is an
average, so take into account your worse days.

How many days a week do you have this amount of difficulty walking?
If you always have these difficulties walking then #mswer is 7 days even if you don’t walk
outdoors very often. If there are days when you wotlkave difficulties walking then give an

average. Under 5 days a week is less likely to count.

Part 8 - Having someone with you when you are outdoors

Do you need someone with you when you are outdoors?
Only tick No if you have read the examples on the fana read the box below and decided yc
don’t have any such problems.

u

Describe in your own words the problems you have and the help you neegowtae outdoors
Remember, this is about when you aremfamiliar places, not places that you know well.

It is important not just to describe the problems you lanelso to say what someone else ca
do to help you. So if you need someone with you becausgetorery fatigued describe what
that person can do to help. Do they support you so you daravitile further, find you
somewhere to sit and rest, help you back to a car?oDmged someone with you who has a @
in case you get tired or need to get home to your owr,tbéeause you cannot use public
transport?

Do you need someone with you in case you fall or stumi#y do you need someone in theg
circumstances? Is it because you would have diffigétying to your feet again? Or do you
have osteoporosis, so that any fall could result iy gerious injury and you need someone to
keep an eye on you and try to prevent you from fallingerfitist place?

If you don’t have someone to help you and you have to neamagour own try to think how
having someone with you would make things less difficultm&aber, you don’t have to
actually get this help, you just have to ‘reasonably reqiir

Do you need someone with you because you suffer fromlhogency or incontinence? What
can they do to help? Do they go ahead and find a lavedogpu? Do they carry a change of
clothing and a washing kit for you? Are they there t@ lyelu cope practically and emotionally,
you do have an episode of incontinence?

A change in the law in April 2002 means that if you dordlkaoutdoors alone in unfamiliar
places because of ‘fear or anxiety’ related to your phl&iather than mental) health, this will
not entitle you to an award of lower rate mobilityo, r example, if you don’t go to unfamiliar
places alone because you are afraid of having an episa=atinence, this won't count. |If,
however, your fear or anxiety is so severe that gogtor’s diagnosis is that it amounts to a
mental health problem, such as agoraphobia, then you enelygible for lower rate mobility on
the basis of fear or anxiety related to your mentalthedut if this is not the case, then it's bes
to avoid using words like frightened or anxious and to congenbn the practical ways in whic

ar
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someone can help you.
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How many days a week do you need someone with you when you are outdoors?

If you don’t go out much because of your condition’thadt the point. If you would like to go
out every day, then the question you should answemsniieny days a week would you need
help in order to do so? If you would need help every dary the answer is 7 days. If there are
some days when you would not need help then give an average

Part 9 - Falls or stumbles

Do you sometimes fall or stumble, even in places you know wallseeof your disability or the
effects of your medication?

Only tick No if you have read the examples on the fana read the box below and decided yc
don’t have any such problems.

Why do you fall or stumble?

Do you get dizzy or disoriented because you are tired @ustéd, possibly after bouts of
diarrhoea? Does your medication make you drowsy or dop&ge you unsteady on your feet
due to joint pains? Do your legs get shaky and give out duedkness or exhaustion?

Tell us where you might fall or stumble
E.g. uneven pavements or road surfaces; crossing roatitsg ggt or down kerbs; in and out of]
doorways; in crowded shops or streets; on or off busesydigd@wvn stairs; getting out of chairs
or out of the bath.

Describe in your own words the problems you have and the help you neegowtfah or
stumble

You may already have explained about falls and stumbitetors on page 4. (If not please se¢
the preceding page). I'm afraid you now have to do agdlin. In addition you now need to
explain about falls and stumbles indoors. What makes yborfailumble? When and where
might you be most likely to fall or stumble? E.g. humgyto the toilet. What help you might
need? What might happen if there was no-one thdrelp®

Tell us roughly how often you fall or stumble
Remember to include falls and stumbles indoors and outdddiiek back to the last time this
happened.

Part 10 - Moving about indoors

Do you have problems moving about indoors?
Only tick No if you have read the examples on the fana read the two boxes below and
decided you don’t have any such problems.

Does someone have to tell you or encourage you
Does someone have to remind you, jolly you along or spuioy to move around to do things?

A4

u
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Describe in your own words the problems you have and the help you need

Moving around: do you have to hang onto furniture to steady yourself?dosuffer
discomfort or pain if you stand for any length of tini¥fes standing make your bowel urgency

worse?
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Stairs: is it difficult/painful/exhausting going up or down s$&ir Do you need someone to help

you? Do you need someone with you in case you becormmg aizinsteady on your feet? Do yi
have to go very slowly, one step at a time? Do yaa e hold on to the handrail? Remembe
include all the times you go up and down the stairs, includingeatimes you go up or down
stairs to the toilet. If you don’t have problems withrstaimply because you avoid using them
all, perhaps you have even moved into a bungalow, theaiexphy it is you avoid stairs.

Getting out of chairs and off sofas (and in and out of bedl you have periods when you stay
in bed for a large part of the time) :do you take a long time to get in or out of chairs® ybu
stiffen up if you sit or lay too long? Do you need soneetanhelp you off chairs and sofas?
Have you developed special techniques such as rolling off sofa your knees? Do you have
hold onto things to get upright? Are you sometimes too ex@dis get up? Is rising from
sitting painful? Do you have to get up and down a lot eeaf pain and soreness around the
anus or because of frequent trips to the lavatory? ddcagk people to fetch you things like
books, cups of tea or sweaters because it is too difbcydtinful to get up yourself? Do you
only sit on firm chairs with arms so that you can pysirself up?

Bending: can you bend and pick up things if you drop them onldloe# Is it painful?

Remember the four steps.

Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lach
of strength; slowness; mobility problems; being in danger.

Step 3 Give an example.

Step 4 Say how someone can help.

DU
I to
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Tell us about any ways your home has been adapted or any equipment you usecio imelypey
about indoors. Tell us if someone helps you use the equipment.

This might include stair rails, raised chairs, grab barfsirniture arranged so that you can lean
it. Did you do this yourself, or did an organisation suckoasal services put these adaptations
for you? If they did, can you contact them and aslafoopy of the report they wrote on why y:
needed the adaptations? You may be able to use it as@videryour claim.

on
5 in
Ou

How long ...?
Give a list of the times for different activities give a range of times to cover all the different
activities, e.g. 5-10 minutes.

How many days a week ...?

If you always have difficulties with at least onetbése activities, e.g. going upstairs, then the
answer is 7 days. If you only need help for part of eaghmkxhaps just the mornings or
evenings, the answer is still 7 days. If you only néedielp on bad days try to give the avera
number of bad days a week. Under 5 days a week is legstlikebunt.

ge

How many times a day ...?
Count all the times you need help with each activity aadlthem all together.

Part 11 - Getting out of bed in the morning and into bedt night

Do you have problems getting out of bed in the morning and into bed at night?
Only tick No if you have read the two boxes below andd#etyou don’t have any such
problems.
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Does someone have to tell you or encourage you to get out of bed in the raadhintp bed at
night?

Are you sometimes too depressed or exhausted to get ced @fithout someone to encourage
you? Does someone — children, partner, neighbours 4romk you to make sure you have got
up? If so, tick this box and give details in the box below

Describe in your own words the problems you have and the help you need ...
Are you sometimes too weak to get out of bed on a mormngétting out of bed painful? Do

you need someone to help you? Do you have to get oatgassttaking rests because of stiffnéss

and to gather your strength as you do so? Do you have toitoldhangs to get out of bed? Do
you need medication or tea or something else broughtutdgfmre you can get out of bed?

Remember, someone without health problems can get detah a few seconds, how long doges

it take you?

Do you need help getting into bed or with arranging the ingdahd pillows once you are in bed?

Do you have periods when you are confined to your bed sgdhéhave to have help in and ou
of bed frequently throughout the day to go to the lavatory?

Remember the four steps.
Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lack

of strength; slowness; mobility problems; being in danger.
Step 3 Give an example.
Step 4 Say how someone can help.

Tell us about any equipment you use to help you get out of bed in thegremdiinto bed at
night. Tell us how the equipment helps you and how useful it is. Telameone helps you use
the equipment.

E.g. motorised bed raiser, walking frame by the bed.

How many days a week ...?
If you always have difficulties then the answerdgen days. If not then give an average whic
takes into account bad or worse spells. Under 5 dayssidikely to count.

How long on average ...?

This is a tricky one, but next time you get out of bgdiming it, or if someone helps you ask
them to time it. It should include the time from wh@u wake up and want to get up to the tin
when you feel able to begin getting out of bed.

Part 12 - When you are in bed

Do you have problems when you are in bed?
Only tick No if you have read the examples on the fana read the box below and decided yc
don’'t have any such problems.

Describe in your own words the problems you have and the help you need

Do you need someone to bring you medication, drinks ohengyelse during the night? If so
explain why they can'’t just be left within reach inegsu need them. Do you need help
changing position or rearranging the bedding? Do you sowe have an episode of

—
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incontinence and need someone to strip the bed, put ¢nbeelsling and put the soiled bedding
22



on to soak or wash? Do you need a hot water bottlengdér you during the night or painful
areas of your body massaged? Do you become distresseeed comfort and reassurance to
help you go back to sleep?

Remember the four steps.

Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lach
of strength; slowness; mobility problems; being in danger.

Step 3 Give an example.

Step 4 Say how someone can help.

Tell us about any equipment you use to help you when you are in bed. Haeidl thee equipment
helps you and how useful it is. Tell us if someone helps you usputheent.
This might be a bed raiser, special pillows or amalar summon help, for example.

How long ...?
Think about each of the problems you have and how longast® help you with them, then ag
them together. Or give a range of times that covenmal and bad nights.

d

How many nights a week ...?
If you always have difficulties then the answerdagen days. If not then give an average whic
takes into account bad or worse spells. Under 5 dayssidikely to count.

=

How many times a night
If this varies give an average or a range.

Part 13 - Help with your toilet needs

Do you have problems coping with your toilet needs?
Only tick No if you have read the examples on the fana read the three boxes below and
decided you don’t have any such problems.

Does someone have to tell you, remind you or encourage you to deal witbilgiurgeds?

Describe the problems you have and the help you need during the day

(The boxes in his section are very small, remembaséoa separate sheet if necessary). Doy
need help getting to and from the lavatory, (this may inclisiieg the stairs)? Do you sometim
have episodes of incontinence because you do not makthé toilet in time? Do you have
problems cleaning up or cleaning yourself afterwards? Ewgruiflo make it to the toilet in tim
are your bowel motions very violent, bloody or accompbiga lot of mucus so that you have
to wash or shower afterwards? Do you find this painfulmyou need help doing so? Do you

ou
es

4%

need help cleaning the toilet afterwards? Do frequent boeements leave you exhausted and

in pain so that you have to rest afterwards? Do yea t@mapply creams such as Anusol after
bowel movement?

The DWP very often argue that people who suffer fromneger incontinence could use a
commode (a chamber pot in a chair, alternatives woulddeglpan, a potty, a portaloo or a
bucket) rather than trying to get to the lavatory in tirfkiéould you need help to use a commod
Would you need help to empty a commode? Is there a dédnaerou might have an attack of
incontinence whilst trying to carry the commode up (or mjotle stairs potentially causing an
even more distressing situation? Are there other reagloypd® would not be practical to use a
commode? For example: your condition may mean that snotions have a very strong smell
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and it would be extremely unpleasant to use a commodeomnathat you use to sit in; there
may not be room for a commode in the rooms you use.oDmged to wash or shower after a
bowel movement so that you would have to go to the dbathrafterwards anyway?

Remember the four steps.
Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lack

of strength; slowness; mobility problems; being in danger.
Step 3 Give an example.
Step 4 Say how someone can help.

If you have a stoma appliance if you need help changing the bags during the day or ihgwe
problems with leakage during the day, give details of timetinis section.

Describe the problems you have and the help you need at night

All the above also applies at night. The DWP arei@ddrly keen on people using commodes
night, so do point out any reasons why this would not &etial. As well as all the above you
may have prolonged, frequent or noisy bowel movementswjoia would find distressing to
have to experience if you share your room with a partner.

If you have a stoma appliance if you need help changing the bags at night or if yow hav
problems with leakage at night, give details of them is $kction.

at

How long ... during the day/night?
Include time getting to and from the lavatory, time neededash yourself and to clean the toil
if necessary.

11
—

How many days/nights a week ...?
If you always have difficulties then the answerdagen days/nights. If not then give an averag
which takes into account bad or worse spells. Under 5rdgss is less likely to count.

How many times a day/night ...
If this varies give an average or a range.

Please tell us where the toilet is in your house and about any spguipheent you use to help
you with your toilet needs. For example, rails by the toilet, aoode, a bottle or something
else. Tell us how the equipment helps you and how useful itlissTesomeone helps you use
the equipment.

SeeDescribe the problems you have and the help you need during tler dlagre about bottles
and commodes.

Part 14 - Washing, bathing and looking after your appearance

Do you have problems washing, having a bath or shower, or looking after yowarappe?
Only tick No if you have read the examples on the fana read the two boxes below and
decided you don't have any such problems.

Does someone have to tell you, remind you or encourage you to wash or takeadbeiwer?
Are you sometimes too depressed or exhausted to wastefbHtso, tick this box and give
details in the box below.
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Describe the problems you have or the help you need washing, bathing orisjawéooking

after your appearance. If you need to wash or bath or shower more than dage@ease tell

us why. If you have bed baths, tell us how long they take.

Do you have problems or pain getting in and out of the b&t¥ou have problems bending in

the shower? Does hot water make you dizzy? Do you praNdems or pain washing or drying

your feet, your hair, your back? Are you sometimedatigued to wash or bathe? Do you haye

problems or pain standing to wash or shave?

Do you have problems because you have dressings, atbne wein or a stoma appliance that

needs to be kept dry or sterile?

Remember the four steps.

Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lack
of strength; slowness; mobility problems; being in danger.

Step 3 Give an example.

Step 4 Say how someone can help.

Tell us about any equipment you use to help you with washing, bathing or stgpareinoking
after your appearance. Tell us how the equipment helps you and how uiseftéit us if
someone helps you use the equipment.

For example: bath hoist, bath seat, grab rails.

How long ...?
Remember this includes the time to get undressed, bathendigress again and includes any
time spent resting in-between.

How many days a week ...?
If you always have difficulties then the answerdgen days/nights. If not then give an average
which takes into account bad or worse spells. Under 5isldgss likely to count.

How many times a day ...?
If you have to wash or bathe after using the lavatofglowing episodes of incontinence
remember to include all these times. If your conditiaries give an average or a range.

Part 15 - Getting dressed or undressed

Do you have problems getting dressed or undressed?
Only tick No if you have read the examples on the fana read the two boxes below and
decided you don’t have any such problems.

Does someone have to tell you, remind you or encourage you to get dresaddessed?
Do you sometimes feel too depressed to bother dressing andmesrdagement? If so, tick thi
box and give details in the box below.

[

Describe the problems you have and the help you need

Do you have problems or pain reaching down to put on undera@as or shoes? Problems g
pain with using zips, buttons and bra fastenings? Do yoe teewear loose fitting clothes or
ones that are easy to get on and off, such as oneseliro or elasticated waists?

-

Remember the four steps.

Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lack
of strength; slowness; mobility problems; being in danger.

25



Step 3 Give an example.
Step 4 Say how someone can help.

Tell us about any equipment you use to help you get dressed or undréskers. how the
equipment helps you and how useful it is. Tell us if someone helps ytbe egeipment.

How long ...?
Try timing yourself next time you get dressed and undresRediember to include any time
spent resting if you need to do so.

How many days a week ...?
If you always have difficulties then the answerdagen days. If not then give an average whic
takes into account bad or worse spells. Under 5 dayssidikely to count.

=

How many times a day ...?
If you have to change during the day remember to includeesiéthmes as well. If your

condition varies give an average or a range.

Part 16 - Preparing a cooked main meal for yourself

Would you have a problem because of your iliness or disability if you pcepareoked main
meal for yourself?

This is a very important page. If you can't prepare a cooked maimeal for yourself then
this by itself entitles you to the lower rate care componerof DLA.

Don't forget that this is a hypothetical test: this meiladsesn’t matter whether you can cook o
ever do cook. What matters is whether, if you had tipedients, you would be physically and
mentally able to carry out all the activities listedtba form.

And remember it's a traditional meat (or soya) and veg. type of meal, not reheating
something, making a sandwich or chucking something in theomayve. It also has to be done
safely. (But it doesn't include doing the shopping, yotehavimagine that’s already been don
Only tick No if you have read the examples on the fana read the box below and decided yc
don’t have any such problems.

-

e).
u

Describe the problems you would have and the help you would need

Because of fatigue or poor concentration would you findficdit to choose the ingredients for
meal, work out and remember seasoning and timing, keepeasnefings when they were
cooking?

Because of bowel urgency would you have to keep hurryingettavatory, leaving things to bu
or switching them off, which might cause them to spoddose you never know how long you
will be?

Do you have problems, pain or fatigue: opening tins; peelidgchopping vegetables; turning
taps and knobs; lifting hot pans; standing at the cookeingtthings; draining vegetables.
Does the smell of food make you nauseous, so you avoidngpoi@als or can't complete them

a

m

~NJ

How many days a week ...?
If you always have difficulties then the answerdagen days. If not then give an average whic

=

takes into account bad or worse spells.
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Part 17 - At mealtimes

Do you have problems at mealtimes?
Only tick No if you have read the examples on the fana read the two boxes below and
decided you don’t have any such problems.

Does someone have to tell you, remind you or encourage you to feed yarunseit a drink?
Do you need encouraging or coaxing to eat because youaedood with pain, discomfort and
illness? Do you get too depressed to be able to face ®alogyou have special dietary regimg
that you need encouragement to stick to? If so, tickothisand give details in the box below.

Describe the problems you have and the help you need

Have you suffered from malnutrition or weight loss assault of not eating? Does it help if

someone prepares food for you? Do you need help magtashiat you eat or reminding to eat

or drink supplements? Do you have to eat frequent smalkfe

Does pain in your joints mean you are unable to cut upXoDo you have pain or problems

holding cutlery? Continued on the next page

If you are on parenteral nutrition or tube feeding. describe the process involved and any h

you need with feeding yourself, keeping equipment sterilepersising the process.

Remember the four steps.

Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lach
of strength; slowness; mobility problems; being in danger.

Step 3 Give an example.

Step 4 Say how someone can help.

Tell us about any equipment you use to help at mealtimes. Tell us heguthment helps you
and how useful itis. Tell us if someone helps you use the equipment.
If you are on parenteral nutrition describe the equipnmsatved.

How long ...?
If someone helps you, how long do they spend doing this?

D

How many days a week?
If you always have difficulties then the answerdagen days. If not then give an average whic

=

takes into account bad or worse spells. Under 5 dayssidikely to count.

How many times a day?
Remember to say if you have to eat frequently throughowtaielf your condition varies give

an average or a range.

Part 18 - Help with medical treatment

Do you have problems coping with medical treatment?
Only tick No if you have read the examples on the fana read the two boxes below and
decided you don't have any such problems.

Does someone have to tell you, remind you or encourage you to take yolatimedic
Do you need reminding to take your medication or food suppienti®cause your concentratio
is poor or because you get very tired and forgetful? Donged someone to monitor what you

=)

take? If so, tick this box and give details in the boxwelo
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Describe the problems you have and the help you need during the day

Do you need help with emptying or changing a stoma appliance?

Do you need help with dressing wounds or administering enengge drops?

Do you need medication brought to you when you are ill?

Are you receiving parenteral nutrition or tube feeding8olwhat problems does this cause yo
and what help do you need from another person?

Remember the four steps.

Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lach
of strength; slowness; mobility problems; being in danger.

Step 3 Give an example.

Step 4 Say how someone can help.

Describe the problems you have and the help you need during the night
See the daytime box.

How long each time during the day/night?
If someone helps you, time how long it takes. If yovweharoblems but manage alone, time ho
long it takes.

How many days/nights a week?
If you always have difficulties then the answerdagen days/nights. If not then give an averag
which takes into account bad or worse spells. Under 5isldgss likely to count.

How many times a day/night?
If your condition varies give an average or a range.

)
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Part 19 - Someone keeping an eye on you

Do you need someone to keep an eye on you?
Only tick No if you have read the examples on the fana read the two boxes below and
decided you don’t have any such problems.

Describe why you need someone with you during the day?

Do you need someone with you during the day in case yobefedluse you are unable to get u
again or because you have osteoporosis so that theota fall could be very serious? Do yol
need someone to keep an eye on you because you are dengarertrition? Do you need
someone to monitor your food intake throughout the day?

Remember the four steps.

Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lach
of strength; slowness; mobility problems; being in danger.

Step 3 Give an example.

Step 4 Say how someone can help.

S5

7N

Describe why you need someone to be awake to watch over you during the night
See the box above. In addition, do you need someoreedwdke when you go to the lavatory

because you are unsteady on your feet due to medicagalkness or fatigue.
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How long ...?

During the day the supervision needs to be continual, which means dhatged someone
available for most of the time, though not necessaritligout any breaks.

At night the supervision needs to be for at least twenty minutasleast twice a night to count

How many days/nights a week?
If you always have difficulties then the answerdagen days/nights. If not then give an averag
which takes into account bad or worse spells. Under 5isldgss likely to count.

How many times a day/night?
If your condition varies, give an average or range.

Part 20 - Dizzy spells, blackouts, fits, seizures or sonmetg like this

Do you have dizzy spells, blackouts, fits, seizures or sometkentiks?
Only tick No if you have read the examples on the fana read the two boxes below and
decided you don't have any such problems.

Describe the problems you have and the help you need during the day

Quite a number of NACC members seem to suffer fromydspells. If this applies to you, give
details of them here. Do you lose your balance getting bhprty to the toilet, for example? Do
you get any warning of dizzy spells? Do you have to dieatown when you have one? Do yo
need someone to help you, steady you or watch over you yaledo things that make you feel
dizzy or faint?

Describe the problems you have and the help you need during the night
As above. Does someone stay awake until you comefizankthe toilet?

How long each time during the day/night?
Include the time that someone stays awake or is oniharase you need them.

How often during the day/night?

If your condition varies, give an average or a range.

Part 21 - The way you feel because of your mental health

Do you have problems because of your mental health?
Only tick No if you have read the examples on the fanu read the box below and decided yc
don’t have any such problems.

u

Describe the things you do or cannot do, or the experiences you have had

If you suffer from depression, anxiety, stress, irritghianger, sudden mood swings or suicidg
thoughts describe them and the effect they have on yeuyday life here. Have you been
prescribed any medication for these sort of problentalked to your GP, a counsellor or

someone else about them? Do they prevent you mgetome, going outdoors or looking after

yourself properly? What help can other people be wherag@teeling anxious, depressed,
stressed etc? Can they calm you down, encourage youup,giress, eat, go out etc.?

|

Tell us roughly how often this happens and how long you need help for when this happens
Think back over the last few weeks and talk to anyonehetms you, you may not be aware of
how often someone gives you support or encouragement.
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Part 22 - Communicating with other people

Do you have problems communicating with other people?
Only tick No if you have read the examples on the fana read the two boxes below and
decided you don't have any such problems.

Describe the problems you have and the help you need

Has your condition caused you to lose your self-confideri2ze3ou become anxious and self-
conscious around other people? Do you avoid people, penmapdriends and family? Do you
avoid answering the phone or answering the door? Do yad sooial situations or new
situations because of lack of self-confidence or feamazintinence??

Or do you get so exhausted that you can't find the ertergpld a conversation?

Do you find it hard to meet and talk to people because ddffbets of your medication? For
example, have steroids caused hair loss, excess lfiamialveight gain, skin problems?

What help can other people give you? Do they encourageoymeet people, accompany you
and reassure you in social situations, answer the telephathe door for you?

Remember the four steps.

Step 1 Say what causes the problems with this activity.

Step 2 Say what the problems are. Give details ah; faigue; stiffness; breathlessness; lach
of strength; slowness; mobility problems; being in danger.

Step 3 Give an example.

Step 4 Say how someone can help.

)

Tell us about any equipment you use to help you communicate with other pedtipis.how the
equipment helps you and how useful it is. Tell us if someone helps ytbe egeipment.

Do you use the telephone to communicate with people begawu don’'t have the confidence tg
meet them in person?

How long each time?
Ask anyone who helps you.

How many days a week?
If you always have difficulties then the answerdgen days. If not then give an average whic
takes into account bad or worse spells. Under 5 dayssidikely to count.

=

How many times a day?

If your condition varies give an average or a range.

Part 23 - Help you need when you go out during the day or ithe evening
Please note: in spite of the title, these pageslaretdelp you need with social and leisure
activitiesat home as well as when you go out. What used to take up nine patiesold DLA

form has now been shrunk down to two very cramped and siogfpages. But these two pages

can be very important if you need support in order to takerpaocial leisure activities. The
boxes are very small, so use separate sheets if yaltoe

What you do or would do if you had the help you need

When you go out during the day or evening

This box may be easier to complete if you read it kmng@s'Where do you go, or where would
you go if you had the help you needed?’

Examples include: going shopping for pleasure (rather tvanecessities), holidays, cinema,
theatre, restaurant, pub, nightclub, library, bingo halt pdfice, doctors, hospital,
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physiotherapist, counsellor, church, evening classed,dadg day-trips, taking the children to
and from school, visiting friends and relatives, swimmagn, sports centre.

How many days a week?
If this is something you would do every day if you had the Hetn the answer is 7 days.
Otherwise, decide how many days a week you would like tb do i

How many times a day?
Is this something you would do more than once a day?

How long do you usually need help for each time?
Include the time needed to accompany you there, stay authhyoughout the activity and
accompany you back.

What help do you need from another person?

Describe what help you get or would need in order to @arryhis activity. Do you need
someone to drive you to and from places? Do you ne®eene to carry things for you, to lear
on, to help you find a lavatory, to help you get to and frioenavatory? Do you need someone
offer you support and reassurance because of the pogsbi#in episode of incontinence? Do

I
» tO

you need someone with you in case you have a dizzyapefall?

What you do or would do if you had the help you need

At home
This can be hobbies, or pastimes or activities that yed tessdo, still do or would like to take uj
For example, could you do gardening, decorating or DIY if yadisomeone to help with the bi

that require heavy lifting, bending, stretching or kneelimgYour concentration too poor to read

but you would like someone to read to you?

D.
[S

How many days a week?
How often would you like to do these things or how oftelyao do them with help?

How many times a day?
If this is an activity that you would like to do more tharcte a day say how many times.

How long do you usually need help for each time?
Do you need help all the time you are doing this actiuitpst for part of it, such as setting
things up and putting them away?

What help do you need from another person?
Would someone do the lifting, the hammering, climb lagidietch things, steady you, encoura

ge

you, get out or put away equipment?

Part 24 - More about the way your illness or disabilities a#ct you

Use this box for anything you haven’'t managed to include buthyok might be relevant,
particularly for explaining more about your condition.

For example, if you have written about dizziness or exiauand there are specific reasons fg
these problems, such as:
» the effects of frequent bouts of diarrhoea

-

* malnourishment because you can’t digest food properly
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* anaemia caused by continual blood loss or iron deficiency
» the side effects of your medication

explain about them here. You could begin with something ‘e of the main reasons | am so
exhausted all the time is ... Another reason is ...’

If your condition fluctuates or you have flare-ups you gee details here of how long they can
last, how serious they can be, how often you hava threjust how completely unpredictable they
are.

If you have had hospital admissions or surgery you canrgore details here.
If you have a stoma appliance or have special treagnseich as TPN give details here.

Or you can give an account of the way your life hasighd as a result of your condition — what
did you used to be able to do that you can’t do anymore?

Middle rate care
Although the claim pack asks lots of questions about htemgu need help and how long forj
it doesn’t ask you abowthenin the day you need help. However, this informationleanery
important. If you need help for at least an hour a dayonly in one chunk, or only at the
beginning and end of the day — perhaps help with washing, dyessinundressing — you are
likely to qualify only for the lower rate of the carensponent. But if you need attention
‘frequently throughout the day’ you may receive the middte of the care component instead
(SeeWhat rate might | qualify forfor more about this).

‘Frequently’ has been defined for benefits purposes as meaewvegral times — not once or
twice’ , but there is no clear definition of whatgfjuently throughout the day’ means. The
decision maker has to decide each case on the factsy ibenhelpful if you make those facts as
clear as possible. So, if you wish, you can use this jpelggt tvhen you need help on an average
day. For example:

Help | need throughout an average day

7.30am help with getting out of bed washing and dressing.

8.30am help with cutting up food for breakfast

12.30pm help with cutting up food for lunch

2.30pm (or thereabouts) help with putting on shoes and codiedmtb get either to the
library, to visit friends or relatives, or to visitelpark or the shops for leisure and
just to get out of the house.

4.00pm help removing outdoor clothing

6.00pm help with cutting up food for evening meal

10.30pm help with washing, undressing and getting into bed

Part 25 - About nights in hospital
Complete this section if you are currently an in-patietherwise tick No.
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Part 26 - About nights in residential care
Complete this section if you are currently in resicdrtare, otherwise tick No.

Part 27 - About nights in hospital and nights in residatial care
If you have been in residential care or an in-patiefioispital in the last six weeks give details
here, otherwise tick No.

Part 28 - When your problems started

If you have problemgetting around tell us when you started to have the problems you have told
us about.

This may be many months or years before you were &ctliagnosed. DLA is only payable
when your problems have lasted for at least 3 months.

If you have problems witbersonal care tell us when you started to have the problems you hgve
told us about.

This may be many months or years before you were &ctliagnosed. DLA is only payable
when your problems have lasted for at least 3 months.

Part 29 - Who would you like to tell us about your illness odisabilities?

Give details of the professional person who you think kshxowst about the way your condition
affects your everyday life. This can be your specjadistupational therapist, health visitor,
district nurse, stoma nurse, home help, care worker,Méke sure you tell the person that you
have given their name on the form and that you haptaived to them in detail the problems that
you have in relation to everyday activities. But pledme@t assume that the DWP will contact
this person — they may well not, particularly if issmeone other than your GP.

Part 30 - Your family doctor or health centre

You are asked to include details of your GP on the fdPlease don’'t assume your GP knows all
about the problems you have with things like walking, dressingashing — you may never have
told them or they may not have made notes at the tiReople are often astonished by what their
GP writes about them. So make sure you make an appaointongive your GP an up-to date
picture of your problems as soon as possible, befoyeattgecontacted by the DWP. You may
want to look at the section dncluding Supporting Eviden@nd complete thelealth
Professionals’ Sheett the back of this guide before you see your GP. Youldlalso warn your
GP that the DWP may contact them.

If your GP has little to do with your treatment you htigvant to write a brief note in this section
explaining why your GP is not the right person to seethdéurevidence from and tell the decision
maker who they should contact instead. This may be lusgbur GP gives unhelpful evidence
which you later wish to challenge.

Part 31 - Your hospital doctor or specialist
Give details of all the hospital doctors or specialysts have seen in the last 12 months, for any
conditions you have. If there isn’t room to list alltbém here put them on an extra sheet.

Part 32 - consent

Some people are unhappy with how widely this consent wgrgrallowing the DWP to contact
absolutely anyone at all. Not giving consent, however, gnag/the DWP an excuse to refuse
your claim. If you are unhappy with giving such wide consegnto get advice from an advice
agency before ticking thé do not consent boxdr adding extra conditions to your consent.
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Part 33 - Statement from someone who knows you

Photocopy this sheet and give the copy to the person gattev complete it. Or if you prefer,
take several copies and give them to a number of diffgreople to complete. If you are happy
with what they write staple the sheets to this paggoufare unhappy with what someone has
written, give them another blank copy and ask themwbitld be possible for them to change
what they have written. If this is not possible getsone else to fill in the statement instead.

If possible one of the people who completes this sitéshould be a professional involved in
your care, such as your GP, specialist or a nurse. Eak@pointment to see that person so you
can answer any questions they might have and takddhakh Professionals Sheat the back of
this guide with you. Ask the person to complete theestant there and then if possible. If they
can't, or wish to write a longer report, ask them tadseto you and tell them when you need to
have it by. Don't delay returning the form if you doréteive a statement in time, send any
additional evidence afterwards if necessary.

You may also want your partner or main carer to comleé&eof these sheets.

Part 34 - About benefits and pensions

This section asks whether you, or someone else inhmisehold, is getting any of a range of
other benefits or tax credits (DLA will be paid in adutitto all of them, with the possible
exception of Constant Attendance Allowance, where threrg be some overlap). It also asks
whether you have been turned down for, or stopped rege®InA or attendance allowance in
the last 3 years.

Part 35 - Making payments to you

The DWP now prefers to pay all benefits direct into rkkeccount and this section asks for
details of your bank account. If you are not happy wit$, tor it would be a problem for you,
tick Box 2 in part 35 Cl*'would like information about how | can be paid by other meaesirn
the form and get advice from an advice agency.

Part 36 - Declaration
Read the declaration carefully before you sign it.

Part 37 - How we collect and use information
This tells you what the DWP will do with the informatigou provide. There is nothing for you
to complete.

Congratulations! You've done it. The claim pack is complet. Photocopy this
pack before you send it and you’ll probably never have tgpend so long filling
in a form again in your entire life.
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Including Supporting Evidence

As well as your claim pack the decision maker has toitakeaccount any other evidence you
provide, this includes additional evidence from you and evidiaoeother people.

Medical evidence

This can make an enormous difference to whether yaimsucceeds. Detailed evidence from
health professionals such as your nurse, GP or sgcialy also mean that your claim is dealt
with more quickly and that you are less likely to hawesé from a DWP doctor. Always

inform your GP that you are making a claim for DLAfais quite likely the DWP will contact
her without telling you first, even if she has veridito do with dealing with your condition).

Ask the doctors, consultants or other health workerg meslved in your care if they will write

a letter supporting your claim. Make an appointment ¢datlsem so you can answer any
guestions they might have and take the Health Profedsi®@meet with you. Ask them to send
any letter to you so you can keep a copy (and if neceaskrjhem to change anything you think
is inaccurate or unhelpful).

It is up to you to decide what evidence you submit. Do mbtofieliged to use a letter that may
not be helpful or might actually harm your case.

Non-medical evidence

Carers, friends or relatives who accompany you wherggoaut, give you lifts, coax you to eat,
give support after episodes of incontinence, bring you &atdrink if you're stuck in bed or

help in other ways can write letters explaining whatytdo. The letter should be relevant to your
DLA claim, so there’s no point in writing about shopporghousework, and they should give it to
you so that you can keep a copy. If it says things thatlyink are unhelpful then ask the writer
to change them or simply do not submit the letter.

Don't feel obliged to submit a letter just because sombéasdeen kind enough to write it. A
letter that says the wrong things can be very damagigguoclaim.

Keeping a diary

A diary kept for five days detailing all the things you findfiddlt, painful, cannot do unless you
have help or cannot do at all is very useful. (Weehaeluded a sample day’s diary near the end
of this guide. If you keep a diary before you fill in yolaim pack it can make the job a lot
easier. In addition, you can send it in with your cléamm as additional evidence. Bogware

if yours is a fluctuating condition then don’t keep a diahgen you're having a better spell, it’ll
give a very misleading impression.

A diary may also prove invaluable if you need to attermtbaral as it will be evidence of what
problems you had at the time you made your claim. Atdmyrtals are very keen on hearing a
day by day account of the sort of tasks you perform anththgs you find difficult. Youwwill be
asked about these if you have a hearing .

Don’t forget: you must send your form before the deadline runs outcgnisend other evidence

later if necessary. Enclose a letter with your cl&anmm telling the DWP that you intend to send
further evidence and when you hope to be able to send & th
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What happens next
You should receive an acknowledgement within five workingsd# the DWP receiving your
claim pack; at least that’s what it says in the Ghe®tandard Statement.

Next it will be looked at by a decision maker who magkma decision on the information you
have sent or may decide he requires more. He magatomur GP, or more rarely your
specialist, for further information and/or he may askDWP to send a doctor to visit you for a
medical. We tell you in the next section how to prefar@ medical.

Preparing For A Medical

There’s no way of knowing when you make your claim Wwhletyou will have to have a medical
or not. The first you will know about it is when yoeceive a letter, or possibly a phone call,
telling you that the DWP wish to send a doctor to youréwothyou refuse to have a medical
your claim for DLA will automatically be turned down.

However, you can tell the DWP that you want to hafréead or relative present and make sure
that the visit is arranged for a time when they cathbee. We very strongly advise you to do this
for reasons we're about to explain.

Some people are visited at home by a polite and interdstgdr who takes the time to listen and
who writes an accurate account of his visit. Sadlykmev from your questionnaires that not
everyone is so fortunate. Doctors, who are oftereeitétired GPs or local GPs fitting these
medicals in with their other work, are paid a fee of £104vizdrby the DWP. Many members
reported that the visiting doctor seemed in a rush, stayedhomyy short time and wasn’t
interested in what they had to say. Some found the@dpositively rude. Others reported that
although the doctor seemed sympathetic and encouragindateegiscovered that the medical
report was very dismissive of their needs. Having a frenelative with you can make it much
easier to deal with these situations.

Having someone else present not only provides moral suppcat @lso provide you with a
witness to what happened at the medical. Pleaseaisésthe Medical Visit Record Sheet at the
end of this guide to record what happens. You may be abketih as evidence at an appeal
hearing. Look through it before you have your medicalfdintin afterwards if you want to
have a record of what happened. Remember to make afrbéetone the doctor arrived and
left: if he stays only a short time you can use this\adence that his report is less likely to be
reliable.

The medical and the medical report itself are divithéa two parts.

Part One of the examination
This is supposed to be a statemengafr needs inyour ownwords. The doctor should ask you
about a number of things including what problems you hatre wi

Walking

Going outdoors

Getting up

Moving about indoors

Falls

Bathroom and toilet needs

Help with medication and related activity
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Help at mealtimes

Preparing a cooked meal

Using a wheelchair

Going to bed

Awareness and recognition of dangers

Blackouts, fits, comas etc

Help needed when in bed

Help with toilet needs

Help with medication

Any other needs not described above that are told tdatier

Read through your photocopy of the DLA form and refresh yeemory on all these points

before the doctor arrives. Beware of leading questitasYiou don’t have any trouble with ...

do you’, or ‘You can manage ... can't you’,. Try not topaesuaded or feel pressured into
giving an answer that isn’t correct. If you do haveille with something or can’'t manage
something say so and explain why. The doctor should doiten what you tell him and then
either read the statement back to you or give it totgaead. You then sign to say that you agree
with what has been written.

Do not sign unless you are completely happy with what is wtén.

This is a signed statement saying what your problemslaitediffers from what you’ve written
in your claim pack it may be used by the DWP as ground®fosing your claim.

If you need to read the statement, or have it readupty@ or three times in order to check it
fully then do so.Don’t be hurried the doctor is being well paid for his time. If theseanything
you disagree with, ask the doctor to change it. letheanything missing, ask the doctor to put it
in. Carry on until you are completely happy with sghatement. If the doctor won't write what
you ask then politely refuse to sign, but still co-opematevery other respect with the medical. If
the doctor tells you that you must sign or your claint fail tell him politely that he is mistaken
and show him this page if you wish. Point out that & waitten by a team of benefits specialists
and that you consider it best to follow their adviceth&f doctor says he’s running out of time and
has to be somewhere else, politely suggest that hegasa further appointment to come back
and finish the medical. But whatever you don’t sign until you’re satisfied.

We do understand how difficult disagreeing with a doctorlea That is why we strongly
recommend you have someone with you to give you support.

Part 2 of the Examination

In the second part of the medical the doctor will ask snore questions, may carry out a brief
physical examination and may ask you to carry out simtigities such as standing up and
walking across the room. If you know that something vaillse you pain you have two choices:

)] politely explain to the doctor that it will cause yourpand don't do it. Unfortunately, the
doctor may then write on his report that you were unc@pe and that in his opinion
you could have carried out the activity if you'd tried.

i) attempt the activity but stop as soon as you feel anpulifrt and explain to the doctor
why you have stopped.

If anything the doctor does causes you pain, tell him.
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While the doctor examines you he fills out his own reptating what, in his opinion, your needs
are. This is his part of the report, he is entiredefto disagree with everything you have told him
and he does not show you what he has written. (Thoughwvifbreceive a copy of the whole
report if you appeal against the decision in your case).

We don’t want to leave you feeling terrified about having & frsm a DWP doctor. But many
NACC members said they had no idea what to expect befeyehad their medical and that they
were very disappointed with how quick and irrelevant thele/thing seemed to be. We also
know that very many DLA claims are turned down becafisieeovisiting doctors report. By
being properly prepared for your medical you can reduce tacel of this happening to you.

The Decision

Eventually you will receive a decision letter tellinguywhether you have been awarded DLA. If
your claim has been successful the letter will tell wdhat components, care and/or mobility, you
have been awarded and at what rates. It will alsgdalwhether your award is for fixed number
of years or for an indefinite period. If you are happih the award then you need do nothing
else, though there may be other benefits you can &mpdy have increased as a result of
receiving DLA. Try to get advice about this.

If your award is for a fixed number of years you should Io¢ @eother claim pack to complete
several months before it runs out. NACC produces a gaidempleting the renewal claim pack,
Disability Living Allowance Renewal#/hich is available from our website. If your awardis
indefinite one you are still likely to receive forms tibiit every few years and your award can
still be reduced or stopped depending on what you write m.thEhat’s why you should always
keep your original claim form for reference, whateesgkh of award you receive.

If your circumstances change - your condition improvedeteriorates - you should tell the DWP
as it may mean that your DLA should be reduced or incdease

If you are not happy with the decision you can applytfto be looked at again. But you must do
thiswithin one month of the date of the letter giving you the dmtisYou also need to be aware
that the decision can be changed to increaseaeaseyour award, (though this is obviously not
a problem if you've been awarded nothing at all). You shoyultb get help if you wish to
challenge a decision.

NACC produce a detailed guidance document c&tledsions and Appeals: a guide for adults
with Ulcerative Colitis and Crohn’s Diseasehich explains how the system works. You can
download a copy from the NACC websitevat/w.nacc.org.uk
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Sample Diary

Saturday Morning
Bad day today. Woke up feeling totally exhausted - had a bad nigké up lots, needed to gg
down to toilet, couldn't get back to sleep for a longeteach time.

My neck is stiff and painful and my hands and shoulders Wyt hands are not very flexible.
feel extremely depressed. | can't think straight, I ¢eud the strength to communicate with m
partner except 'Yes', 'No' and 'Please don't talk toane n

Get out of bed to go to the loo. My body is very stiffl tired. My feet hurt. Get down to the
loo slowly. Sit for ages but just wind and pain in stomaGo back upstairs, getting pains in n
thighs by the time | get to the top of the stairseeédto lay down. Go back to bed. Partner
brings me cup of tea. Drink it, doze off for a while. 10 up again. Partner reminds me t
take medication - hadn't remembered.

Have a bath. Takes a long time as | feel very sligagl slow. Try to get out, feel faint and
light-headed. Pull plug out immediately, call to partomecadme and help me. Dry myself, feel
totally exhausted, need to lay down for 15 minutes. Get drestmalds are still stiff, need som
help with buttons and laces. Partner helps to dry mydsainy arms become tired and painful
holding hairdryer and trying to brush.

Have breakfast, feel very bloated and uncomfortables hmehange clothes to something loos

Partner takes me shopping in car. By the time weogein | need to get to the loo fast -
explosive diarrhoea. No disabled loo with sink inside endbvered market so | can't clean
myself up properly. Need to change underwear. No soapsnlion feeling very dirty and not
able to get clean. Ask partner to take me home, am vergstsat. Partner is very reassuring
calms me down. We go home. Need to lay down, am updeteay tired.

Afternoon
Partner makes lunch, but | can't eat much. Back itoilet soon after. Have to clean the toile
and myself. This leaves me feeling very tired and mopeessed.

Watch TV in the afternoon till 5.30 on couch with feet Take dogs for walk up lane. Come
back too tired to cook dinner. Sit in kitchen and tellipartiow to do it. Too tired to sit up to
table so meal brought to me laying on couch.

Evening
Watch TV till 10ish, get up to go to bed very tired and,gpédirtner helps me upstairs, helps mé
undress and into bed. Checks I've remembered my medic&t&lps me put on skin treatment
to upper arms neck and shoulders as my arms hurt too muchttd $tr these places.

During the night

Stomach is feeling bloated, uncomfortable and painful. &bkns also very stiff and painful.
Can't get to sleep. Partner has to get up for medicftiony tummy pain. Also makes me a h
water bottle and rubs some Ralgex into my neck for me.
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Help!

Help From NACC

Benefits

Information and support for people with Colitis and CrohniseBse in claiming Disability

Living Allowance is provided through the Information Servidgeybody wishing to have more
information about a DLA claim should ring the NACC Infwation Line or0845 130 2233
Information Officers can make an appointment for yobegaung by a DLA Support volunteer or
direct you to other sources of help, when needed, waimaig DLA and other benefits.

NACC-in-Contact Support Line 0845 130 3344

Even if you feel entirely able to complete the clamclowithout help you may well find the process
emotionally disturbing. You will have to think hard aballtthe ways in which life is more difficult
or more restricted for you and have to pass on very parggdormation to strangers in the benefits
system. What may be worse, if your claim is not sasful, you may feel that you have not been
taken seriously or believedContacts are NACC members who are trained to give supgortiv
listening over the telephone. They are not there tbwdd@any questions to do with DLA, but if
you find the process of claiming is causing you distressadanyoffer support.

Family, friends, carers and other NACC membersif you can arrange emotional support from
amongst your family and friends it may make claiming Deafsier to cope with. Bear in mind that
if you are unhappy with the decision and choose to apfeahrocess may take many months (or
even years).

Advice agencies and advice workers

These may be able to help with filling forms and with @rading the decision if you're unhappy

with it . However, advice agencies may be almost imiptesto get through to on the phone, have
no appointment system, long queues and no public lavatoypul€an’t get through to your local
agency on the phone, try writing to them explaining ywealth problems and asking if they do home
visits, or if they can telephone you at home and offieicg. You can usually find numbers for
advice agencies in your local Yellow Pages in one or mobtiee following sections: disability
information and services; information services; sasgalice and welfare organisations; counselling
and advice.

Please note:you may have to try repeatedly before you can getighréo agencies on the
telephone. You should also be aware that help frdwita agencies is very much in demand, so the
sooner you seek help the better.

CLS Direct helpline and website

The Community Legal Service offers free initial (30 misjitadvice from a qualified legal
adviser about Welfare Benefits between 9am and 5pm weekd®ys if you call outside
office hours, just leave a message and they say tloayfliyou back. If you are eligible for
Legal Aid you can then get further free legal help witbryoase by phone and post. To use
the helpline calD845 345 4345 After you choose the welfare benefits option you
advised to listen to recorded messages about benefits.eammend that you don't, the
messages are long, sometimes confusing and you can reacttlyeur leisure on the CLS
website at www.clsdirect.org.uk if you wish to. Instead gj@ight for the option of
speaking to an adviser.

You can also get information about your nearest CLS fliradlvice providers by visiting
the CLS website atvww.clsdirect.org.ulor calling the CLS Directory Line od845 608
1122
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Citizens’ Advice Bureaux (CAB)

There are over 750 bureaux in mainland Britain. Look ui@iBzens Advice Bureau in
your phone book for details of your nearest one. Yauatso find details of your nearest
bureau atwww.citizensadvice.org.uk

Citizens Advice Scotland
To find your nearest bureau, look under Citizens Advicetl&ed in your phone book or
visit the CAS website atwww.cas.org.uk

AdviceUK
Over 900 advice agencies are members of AdviceUK. Daeatailpour nearest ones are
available from AdviceUK’s website atww.adviceuk.org.uk

Association of Independent Advice Centres (Northern Ireind)

AIAC is the umbrella body for independent advice centriddorthern Ireland. You can get
details of your local independent advice centre in Nonthexland from their website at:
www.aiac.net

Disability Information Advice Line

There are over 140 local DIALs, all staffed by disabledppee@nd all offering telephone
advice. If you have a local line it should be listed imrytelephone directory under DIAL
UK. Alternatively, call the national office 081302 310123 or visit their website at
www.dialuk.info where you can find a directory of DIAL offices.

Housing Associations
Some housing associations employ a welfare rights walflkgyu live in a housing association
property contact your local office.

Doctor’s surgeries
An increasing number of surgeries and health centres haeiaae rights worker on the premises,
part-time or full-time. Check with the receptionist.

Local Authority

Your local council may employ Welfare Rights Workeisoncan help you with your claim. Start by
asking your council's main switchboard if they can put yoough to a Welfare Rights Worker. If
the operator doesn’t know of one ask to be put througlet&olcial Services Department and if they
can't help try the Housing Department, either departmeyt@mploy Welfare Rights Workers.
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Quotes From People Who Have IBD

If you are lucky enough to be awarded high rateifitplyou can even choose to have a car, which is
definitely a huge help.

The only exercise | can do is swimming, so theaertioney has helped me to do this.

Getting DLA enables me to pay helpers so | caniooatto go to work, keep my house clean,
maintain a small garden and not be too exhaustedjby some free time at weekends.

Since getting DLA | feel much more independent aadry less about having to rely on family to
help me all the time.

Since getting DLA | feel more dignified being aldepay for help.
Getting DLA makes it easier for me to travel arfaire because | can go by taxi.

| couldn’t afford to buy or keep a car since losing full-time job, so DLA has been a godsend to
me.

Since getting DLA I'm much more (nicely, | hopeyegive, much happier and it's been wonderful
having the cash to share household costs with oysep

Since getting DLA my confidence has definitely iroped.

Since getting DLA | do feel more in control finaally and not so guilty about paying out for things
like taxis.

Since getting DLA | have bought various bits ofadiked equipment and found the courage to get a
wheelchair to get out and about more.

DLA has got me to Turkey, France, Wales, Scotlalngndon, etc. In other words — a new life.

DLA pays for me visiting the hairdresser once e@xyweeks and has made me ‘rich’ enough to be
generous i.e. the odd bunches of flowers for freend

Getting DLA makes it easier to make the most ofiifieethat | have.

| can afford to have a healthier, better diet asel eonvenience foods when | am unable to prepare a
meal.

| have been unable to work due to Crohn’s and aimant, plus another illness, so DLA makes life
possible.

The knock-on effect of getting DLA has been loweardls of stress and anxiety about everyday
necessities. My general condition has certainiyrowed and my outlook is more positive.

Getting high level mobility allows me to get a blo@dge and free car tax.
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Since getting DLA | feel more independent as | ttwave to rely on other people to take me out or
collect my son from school.

As a result of getting DLA | also qualified immetily for Income Support, so | now get the free
prescriptions for all my medication.

Since getting DLA | have felt less stressed withstant money worries.
Before | got DLA | didn’t have enough to live oy & has made an enormous difference to my life.

Since getting DLA | feel more independent and moweyries are a lot easier. My overall condition
remains the same, but | can cope a lot better.

Since getting DLA | can be independent and thishzasreally positive effects: | have reduced the
amount of steroids | need for the first time sid@gnosis.

Before, | did not have enough to live on so DLA haede an enormous difference to my life. | now
feel more independent too and life has becomeoeastruggle.

Since getting DLA my confidence has definitely irmped. I've started a part-time college course
plus | do one day a week therapeutic work in ahahaf shop.
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Claim File Record sheet

Date Letter Phone Name and section Details
to to
from from
28/02/06 ‘/ Disability Benefits Unit, Sent claim pack and supporting letters from
Flowers Hill, Bristol GP and consultant
14/03/06 Jenny in Claims Section, Said they had received my form and an

Disability Benefits Unit,
Flowers Hill 0117 949671

acknowledgement had been sent out.
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Date

Letter
to
from

Phone
to
from

Name and section

Details
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Medical Visit Record Sheet

Date of doctor’s visit

Time doctor arrived

Time doctor left

Who else was present

Did you feel you had time to answer questions fully  Yes/ No
If no, please give details.

Did the doctor phrase questions in a way that sstgdea particular answer? Yes/ No
If yes, please give details.

Did anything you did or the doctor asked you tocdase you pain? Yes / No
If yes, please give details including whether yold the doctor you were in pain.

Anything else you wish to record (continue overlégbu need to).

Signed (your signature) Date

Signed (friend or carer who was present) Date
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Health Professionals’ Sheet

Information for healthcare professionals providingevidence about a Disability Living
Allowance claim for the DWP

In order to make a fair decision about a claim,DNeP requires very specific evidence from health
professionals.

1. The Agency wishes to know:
* The length of time over which the patient has beeated.
» Confirmation of the diagnoses (not just IBD diagaps
» Likely future clinical course.

However the most important information is a des@ipof the_consequence$ symptoms
and their cause. For example:
Symptom - Weakness and lethargy due to anaemia resuttimy ¢hronic disease
and blood loss.

Effect - Breathless and unsteady, even when wakisigort distance or using

stairs. Poor concentration, very slow performingydzctivities,

needs reminding to take medication and safely aautyactivities of

daily living such as locking doors and turning afffpliances.’

2. In order to assist the health professional sugps/eévidence, on the reverse of this sheet is a
check list of activities of daily living. The patieapplying for benefit may have already
completed this form. You may wish to go througtiith them.

3. Patients may not have previously revealed to theaith professional the extent to which the
disease affects the ‘ordinary’ aspects of thed. Dne reason for this is that living a restricted
life has become the norm, and facing up to thatbeadistressing.

4. It is important to bear in mind that Ulcerative island Crohn’s Disease are largely ‘hidden’
conditions, in that the disabilities which ariserfr them, are not usually obvious. The
evidence from health professionals can help to nitaklear that this does not reduce their
importance.

Components and rates of DLA

Higher rate mobility: for people who are unable or virtually unablevalk because of a physical
health condition. Often taken to mean people wdrmot walk more than 50 yards at a reasonable
pace without pain, fatigue or breathlessness—adfh@eople who can walk further may be eligible.
Lower rate mobility: for people who need someone with them when wglkimdoors in unfamiliar
places. For example, because they are partigihtesil, experience sudden attacks of acute fatigue o
have panic attacks.

Higher rate care: for people who reasonably requirelp (even if they don't get it) frequently
throughout the dagnd at least twice or for at least twenty minutes ghtor who need someorte
keep an eye orthem throughout the daynd for at least twenty minutes or at least twiceighn
Middle rate care: for people who reasonably requirelp (even if they don’t get it) frequently
throughout the dagr help at night at least twice or for at least twemigiutes. Alternatively for
people who need someotzekeep an eye orthem throughout the day for at least twenty minutes
or at least twice at night.

Lower rate care: for people who reasonably require help (evehdftdon't get it) for at least an
hour a day or who are unable to prepare a cookad meal for themselves.
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Checklist For Health Professionals’ Sheet for the patient’s completion
to help the Health Professionals’ understanding of the prdbms you are experiencing.

Activity \/ Very brief details of the problems you have, including

variability, with this activity. For example ‘Pain back and
legs. Fatigue. It takes me 10 minutes to get out of bed.
Sometimes | can't’.

Walking outdoors

If you need someone with
you when you walk
outdoors

Falls or stumbles

Moving about indoors

Getting out of bed in the
morning and into bed at
night

When you are in bed

Toilet needs — including
stoma problems

Washing and bathing

Getting dressed and
undressed

Preparing a cooked main
meal

Problems at mealtimes

Help with medical
treatment

Someone keeping an eye
on you

Dizzy spells, blackouts,
fits and seizures

Mental health

Communicating with
other people

Social and leisure
activities
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