Hosted Chat with Mark Robertson, Wednesday 15th November 2006

In attendance: 

Mark Robertson - Contact a Family (Mark_R)
Cheryl Lofts - PR Manager, The Princess Royal Trust for Carers (Cheryl5893)
Michele Lambert – web editor, The Princess Royal Trust for Carers
Carers:

Jeanette
Betty boop
Shldvds

Diddy diane
Jean Bremner
Boots
Johnnyjingles
Cheryl the Peril
Jean_M

Mag
Jennie
Else
Cheryl5893Hi all


Mark_R hi everyone. i'm not so familiar with this so please bear with me.


jeanette  No probs Mark, am not good on computers myself!!

Michele am quite new to the chat room also
Michele Im working at PRTC as a web editor and am here to take part in tonights discussion
Mark_R thanks folks. apparently i'm the special guest tonight.


Cheryl5893 I am also here from The Trust shall we see who else joins us then I will do a little intro


jeanette I am a Carer but care for an adult!!


Michele who do you care for jeanette?


jeanette  My daughter who is 39 


jeanette  She has downs and is in dementia


jeanette started when she was 32


jeanette I thought contact a family was for children with rare genetic syndromes??


jeanette but came in to 'learn'


Michele sounds like your first question Mark?


Mark_R hi jeanette. contact a family is for families caring for a child with any disability or long-term health problem, including rare conditions.


jeanette So are you able to help adults too?


Michele i was wondering that too


Mark_R i might be, but only because i used to manage carers uk's helpline. 


jeanette Dementia in a person of my daughters age is very rare!!


Cheryl5893 I thought that - have you found much information?


jeanette we have barely no services and i have no day care .am in third year of ?NO day care


jeanette Have spoken to everyone i should.


jeanette good respite though


Cheryl5893 I am assuming your daughter cannot be left alone then?


jeanette Absolutely not!!


Mark_R jeanette, have you ever registered on makingcontact.org - it is a website where you can register and talk to others families with rare disabilities, including adults.


jeanette She is on one of the miracle drugs NICE is going to withdraw from new patients


jeanette I usually know these names ,Mark ,but havent heard that one


Cheryl5893 me neither - I have noted it down too


jeanette Have found no one in the alzheimers society


jeanette dont seem to cross refer when coming into L/D


Mark_R just a thought, as you can register against more than one condition and as it is international you may make contact with another family caring for a person with downs and dementia.


jeanette Will certainly look at that site Mark!


Mark_R if you register it might take a while for contact as it is a relatively new site. no harm trying though.


jeanette It seems amazing that a city of over a million hasnt the resources for E.A dementia in L/D


betty boop hiya everyone


Cheryl5893 Welcome to the chat room tonight we have Mark from Contact a family with us so you can ask him questions


betty boop thanks


betty boop im a new carer, so any info would be helpful


Cheryl5893 Who do you care for Betty?


betty boop my partner


betty boop hes 38 and has fredrichs ataxia


betty boop so ive been thrown in at the deep end !!!!!!!!

Cheryl5893 wow I have never heard of that - what symptoms does he have?


jeanette Our younger Moms tend to come in a bit later.


betty boop its like muscular dystrophy

Shldvds Hi everyone.


Shldvds Nice to meet you Mark.


betty boop hes in a wheelchair, and has lots of problems


Cheryl5893 Sheila just so you know Mark from Contact a Family is in here tonight ready to help with questions


Shldvds Thanks Cheryl.


Cheryl5893 That must be tough Betty


diddy diane hi everybody


betty boop it is, and i also have fibromyalgia as well


Cheryl5893 wow you certainly have a lot to cope with


betty boop sure do!!!!!!


betty boop sorting out benefits is the main worry at the mo


betty boop just been told after 7 weeks that i cant get carers allowance!!!!!!

Shldvds That seems to pose problems for most people Betty.


Mark_R betty, did they say why?


betty boop they say theyll top up HIS income support


Cheryl5893 mark can help with advice on benefits/ tax credit/ rights to services, access to grants and other sources of funding


jeanette Can you explain to the ones who where not here at the beginning ,what 'Contact a Family' does please


betty boop and he also gets severe disablement allowance, so they say i cant get anything


Michele mark, maybe you could briefly explain how contact a family supports carers, for those of us who are not familiar


Mark_R ok. betty, can i get back to you? Contact a Family is a charity that supports families caring for disabled children and i manage the helpline there


boots wow busy


jean Bremner HI everyone how are you all


betty boop yes please mark, thanks


Cheryl5893 Hi all - just a reminder we have Mark from Contact a Family - national charity that supports families who care for a child - you can ask him any questions you may have


jean Bremner l have applied to ILF for care worker for my daughter 2 days a week do l have to pay something towards this


jeanette We have a regular chatter in ,who has a son with Pradar Willi syndrome ,It is hard to know what to say as it is a very rare syndrome ,can you tell us anything about it?


johnnyjingles hello all!


diddy diane mark I have a son with epilepsy he has had dla for ten years and they have just stopped it the day before his sixteenth birthday i have been told this does happen when your sixteen is this correct


Cheryl5893 Hi Cheryl - glad to see my namesake is here!


CHERYL THE PERIL hi girls 


Shldvds Her name speaks volumes Cheryl!!


jean Bremner my friends daughter has pradar willi syndrome l think l was to get some info on it for the person you are talking about but my dad was ill and has since passed away but l will find out more for them


CHERYL THE PERIL is there a hosted chat tonight?


Michele yes Mark is here from Contact a Family


Cheryl5893 yes Cheryl we have Mark from Contact a Family - charity that supports families with a child who needs caring for


CHERYL THE PERIL ah is that Mark-R?


Michele thats right


Mark_R yep.hello.


Mark_R just noticed i missed a question for diddy d. no, dla doesn't stop automatically at 16. at that time the benefits office doesnt need to work out if it can be managed by the young person directly though.


Cheryl5893 Mark - jean had a question about ILF for her daughter - will she have to contribute to this?


Jean_M Hi everyone, sorry I'm late

mag Sorry late - hello everyone


Mark_R sorry jean. your daughters income may be taken into account - for example, if she gets ILF, usually half of dla care is expected to go towards the overall package - does that make sense? but not your benefits


CHERYL THE PERIL there r lots of people here 2nite


Michele Hi everyone new - Mark is here from Contact a Family to answer your questions


jean Bremner yes it makes sense but l dont think l could afford it


boots Mark...AVMs in children are on the increase, do you have much contact with sufferers


Cheryl5893 mark - also there was a question on Prada Willi syndrome - do you know any good sources of advice for that condition?


Mark_R yes, contact a family website has info on PWS and there is a support group


Jennie Good Evening everyone bhgs xxx


Cheryl5893 Ok - AVMs was the last question - what are they?


Mark_R AVMs? sorry what does it stand for?


boots arterial venous malformations


Mark_R sorry boots, if you ring the contact a family helpline the advisers can research any condition. not something i know off the top of my head but we do have info on more than 5,000 different conditions, etc.


boots ok ty Mark


Cheryl5893 Ok all - I think we're up to date on questions now - does anyone else have a question?
Michele Mark is here until 8 if anyone else has a question they would like to ask him


jeanette Can you put the website for C A F on here?


betty boop if yu have a question about benefit, whose the best person to contact, just had the runaround for the last 7 weeks


Michele www.cafamily.org.uk


else Hello all too many to name lol


jeanette thanks Michelle


johnnyjingles Mark this is really good of you, its good to see people who walk their talk and get actively involved with the general carer community. More power to you


betty boop even if you phone the benefit enquiry line, the answers always different


Mark_R if your caring for a disabled child, the contact a family helpline has specialist advisers for benefits enquiries.


betty boop sorry, but if its your partner


jeanette What would be very useful info is the Family fund!!


Cheryl5893 Betty - I can put you in touch with a local carers service who should be able to help - I will email you tomorrow


jeanette What help can they give to Carers with children

betty boop thanks cheryl


Mark_R i can maybe help now, or the carers uk helpline can advise on benefits for adults.


jean Bremner what if its a young person over sixteen that you care for


Jennie mines 44teen...men they never grow up lol


Mark_R contact a family advises families caring for young people up to 19yrs.


betty boop i need to reapply for DLA for myself, and after the hassle of last time, dont think ive got the energy to go through it again


jean Bremner got to go lisa is playing up trying to let dog out back door thanks for your help Mark


Cheryl5893 many carers feel like that Betty - but it will be worth the effort


betty boop i was working then, but ive had a breakdown since then and was in hospital for a month, cant do that again


CHERYL THE PERIL Can someone claim DLA and still have carers allowance


Mark_R betty, get someone to help with the form. a local cab, carers centre, etc...if dla stops in can mean other benefits going down any makes a big difference


betty boop thanks


Mark_R yes, many carers get dla and carers allowance at the same time.


CHERYL THE PERIL oh didn't know that i thought DlA disqualified you from Ca


Mark_R nope...in fact if you are disabled and a carer it can mean that benefits like income support are also more generous.

Cheryl5893 Any other questions on benefits or what services you can get?


johnnyjingles I get nothing!! everthing I can claim for they take off my wifes allowance an it would make us 69p a week better off!!!!


Jean_M if you use CUK helpline, check the times they are manned. 


betty boop same here johnny


mag I get nothing due to being pension age - my husband gets Attendance Allowance


johnnyjingles Her benefits are non means tested!! and mine would be so the threat of me claiming would be too great!


Jean_M I work part time, don't qualify for anything


Mark_R johnnyjingles - a lot of people miss out. i seriously recommend getting one-to-one advice. i speak to families everyday who have missed out because no one checked it out for them properly.


johnnyjingles Dont get me on my soapbox or I,ll be here all night!!!


betty boop how do you 1 to 1


johnnyjingles I have talked to everyone time and time again!!! The result is always the same!


Jennie I know that feeling JJ


betty boop weve asked for someone to come out here and help us, but they wont come 


CHERYL THE PERIL have you tried going to CAB JJ or a benefit adviser, apparently they can work out what your entitled to and tell which combinations to apply for ?


CHERYL THE PERIL sorry you just answered

betty boop yea, and they all say different things!


johnnyjingles Done it all!!!


CHERYL THE PERIL ah i've never tried them either so i don't no if they're any good

mag Often it's because nobody tells you you are entitled - my husband could not apply for DLA through not knowing about it before he was 65 although ill before that


Cheryl5893 Mark needs to go soon - does anyone else have any more questions?


betty boop thanks for your help and advice tonite mark


johnnyjingles Really tried at first and nearly got to taking it serious luckily at the last moment went for a pint and let myself drop through the net!!


CHERYL THE PERIL i know, its entirely wrong that the government departments are not obliged to tell you about other benefits you may be entitled to

Jennie Thanks for your time Mark


Jean_M there should be a branch of CAB that deals with carers and carees. I've been to CAB and it takes hours


Jean_M All very well if you have someone to look after caree


Michele Thanks very much to Mark - and to everyone for taking part 


betty boop it would be ok if they all told you the same story, but they dont


jeanette Yes thank you Mark

betty boop ive been 7 weeks with NO money


johnnyjingles Mark take care and keep up the good work!! The only way things will change is if all the politicians become carers loss their income and have to live on benefits and are still politicians!!! Impossible


CHERYL THE PERIL Thanks Mark R xxx


betty boop thanks mark x


jeanette we do appreciate you giving us your valuable time

Cheryl5893 Mark - Thank you very much for your time

Jean_M thanks mark


else thanks mark 


mag Yes, thank you Mark


Mark_R thanks for having me guys. fyi Contact a Family helpline is 0808 808 3555. bye folks.


Cheryl5893 I'll get the links and contacts that were mentioned tonight on the discussion board


jeanette Thanks to cheryl and michele too


Shldvds Bye Mark and thanks to you all.
Jennie
Thank you cheryl and Michele


Cheryl5893 No problem - speak to you all again in here soon


Michele you are welcome - great to meet you

Cheryl5893 betty I will be in touch by email tomorrow - take care
