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INTRODUCTION 
 
This is a guide and is only from what I have learned 
throughout my journey with Christie. There may be more out 
there for us so please feel free to contact me to discuss the 
issues or to add your experiences. 
In discussion of benefits, if like me you find it difficult to ask 
for financial assistance I would tell you to be assertive and at 
times push for your rights. This system is put in place for 
people like us who have to lean on the system at this time, do 
not be put off by others and demands your rights. There is 
always an appeal process to look at if you are not satisfied 
and I can assist you as much as I can with form filling and 
direction if you need to. 
 

mailto:leisab@fsmail.net


INDEX 
 
D.L.A (disability living allowance) 
CARERS ALLOWANCE 
WORKING TAX/ CHILD TAX CREDITS 
SURE START 
CHILDRENS CENTRES 
EXTENDED SERVICES 
BANARDOS 
C.A.F. (common assessment framework) 
FAMILY FUND AND OTHER CHARITIES 
 



D.L.A. 
Disability Living Allowance : Directgov - Money, tax 
and benefits 
 
This is not a means tested benefit and should be 
available for all. The form is a task in itself and can take 
a while to complete. 
Think about what happens on a day to day basis, what 
happens on an evening and on a night. Make a list of 
all the difficulties, (poor/slow feeder, irritable and 
difficult to settle, waking up for longer than 20 
minutes each night. Poor walker, fear of others due to 
treatments, pale and lethargic). There are so many 
things to tell them, try to imagine you are trying to 
explain to a small child, and repeat the same things on 
every page as often where you think things should fit 
they are often scored on a different page. 
We get higher care component and just got high 
mobility component. By achieving this result we are 
then able to claim for carer’s allowance and inform the 
working tax credits who take all these benefits into 
account and supplement us. I do believe that most of 
D.B.A. patients should be entitled to higher 
components.  
 

CARERS ALLOWANCE 
Carer's Allowance : Directgov - Money, tax and 
benefits 
Carers allowance is means tested and you are only 
eligible for this if you are in receipt of D.L.A it’s not 
much but will help, it’s just another form to fill in! 
 

http://www.direct.gov.uk/en/MoneyTaxAndBenefits/BenefitsTaxCreditsAndOtherSupport/Disabledpeople/DG_10018702
http://www.direct.gov.uk/en/MoneyTaxAndBenefits/BenefitsTaxCreditsAndOtherSupport/Disabledpeople/DG_10018702
http://www.direct.gov.uk/en/MoneyTaxAndBenefits/BenefitsTaxCreditsAndOtherSupport/Caringforsomeone/DG_10018705
http://www.direct.gov.uk/en/MoneyTaxAndBenefits/BenefitsTaxCreditsAndOtherSupport/Caringforsomeone/DG_10018705


WORKING TAX/ CHILD TAX CREDITS 
Tax credits : Directgov - Money, tax and benefits 
Hopefully we are all in receipt of something from this 
department but once your D.L.A. comes through 
contact this department and informs them of changes. 
This can really make a difference. 
 

SURE START 
Sure Start Children's Centres : Directgov - Parents 
This has been invaluable to us and has helped and 
supported us when other systems have failed. It has 
also felt like these have been on our side and even 
brought medical/community professionals into 
account when needed. Most areas have them and I 
would urge you to contact your local one. 
 

CHILDRENS CENTRES 
Sure Start Children's Centres - The Department for 
Education 
Every UK area should have one of these and are often 
on a tiered service dependant on the local area. They 
offer support groups, play afternoons and hopefully 
an outreach service that supports you away from the 
building. These are the people that organised and 
implemented our C.A.F. when the health visitor said 
she didn’t know what I was talking about and said it 
wasn’t necessary for us to do as we are not a 
‘problem’ family. 
 

http://www.direct.gov.uk/en/MoneyTaxAndBenefits/TaxCredits/index.htm
http://www.direct.gov.uk/en/Parents/Preschooldevelopmentandlearning/NurseriesPlaygroupsReceptionClasses/DG_173054
http://www.education.gov.uk/childrenandyoungpeople/earlylearningandchildcare/surestart
http://www.education.gov.uk/childrenandyoungpeople/earlylearningandchildcare/surestart


EXTENDED SERVICES 
Extended services through schools : Directgov - 
Parents 
Ask for a meeting with this department. See what they 
can offer. We have been able to get funding for 
childcare and therapy through this group. 
 

BANARDOS 
Young carers I Banardos work with young carers 
Banardos has been fantastic for us and our older 
children. Sometimes you are so committed to looking 
after the sick child that the others are left to cope with 
their own feeling and at times it can be too much for 
them. Banardos offer respite and fun times away from 
home, mixing with other young carers. You may think 
your other children are not carers but have another 
look. Do they do more than their friends? Do they see 
more than their friends? Ask them if it’s different in 
your house than it is in their friends or is it hard living 
with their poorly sibling? You might be surprised with 
their answers? 
 
C.A.F. (common assessment framework) 
Common Assessment Framework (CAF) - integrated 
working | CWDC 
Please get one of these! This in our eyes has been 
absolutely vital. It can be opened by any health 
professional/worker. It gets all concerned around a 
table, and they have to talk to each other (amazing I 
know) each get an understanding of the various tasks 
each has to do, they then go away and complete the 
tasks (time bound) if they have not completed their 

http://www.direct.gov.uk/en/Parents/Childcare/DG_172212
http://www.direct.gov.uk/en/Parents/Childcare/DG_172212
http://www.barnardos.org.uk/what_we_do/our_projects/young_carers.htm
http://www.cwdcouncil.org.uk/caf
http://www.cwdcouncil.org.uk/caf


various tasks they are then bound by the C.A.F. to 
explain and rationalise. It is brilliant for ensuring all 
nursery and education needs are met, all benefits are 
obtained, all health needs are met. We have got so 
much from this on every level and it is comforting to 
know that every body is bound to perform. Also make 
sure you ask for your family file. Early Support: Family 
pack : The Department for Education. It’s a 
comprehensive file for you to fill out, make notes and 
take charge of meetings. It’s a good place to keep 
everything and it comes with its own bag (always a 
bonus!) it’s free to download and there are specific 
pages that you will need but the holder of the C.A.F. 
will do all that for you. When you do have your C.A.F. 
they will ask you who you want to invite, ask for all 
your health professionals, health visitor, G.P. someone 
form your hospital where you attend, somebody from 
your council that is links with welfare, your school or 
intended nursery. Just invite everyone and hold it at a 
place that’s convenient to you. You can have it at your 
house if you wanted. Once you have established the 
links, everyone is aware of you and everyone will help. 
They may only need to come once but your table often 
grows! 
 
FAMILY FUND AND OTHER CHARITIES 
grants for disabled children 
This is another form and is means tested, however 
they have just raised there income lid to around 
£28000 (you don’t have to include your D.L.A. or 

https://www.education.gov.uk/publications/standard/publicationdetail/page1/ES1
https://www.education.gov.uk/publications/standard/publicationdetail/page1/ES1
http://www.familyfund.org.uk/


working tax credits). They can help with holidays of 
equipment 
 
Merlins magic wand 
Merlin's Magic Wand - a worldwide charity for children 
Tickets for various theme parks across Europe and UK. 
We have just got some for Alton towers and they are 
valid for 9 months so you can plan your trip around 
treatments. 
 
 

http://www.merlinsmagicwand.org/

