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	snowman50
	Hi Jeanette

	jeanette
	Hi snow man 

	Claudya
	Hi Jeanette :). 

	jeanette
	and everyone else

	snowman50
	I love watching the birds, had a blackbird in the house. She came in for a chat.

	Claudya
	Jeanette, how have things been since I last saw you in here?

	snowman50
	You have to make the most of your home when its where you spend most of your time

	jeanette
	worse if antything claudya

	Claudya
	Oh wow - I love that! A blackbird popping in for a chat.. awh.

	snowman50
	The problem with caring is that it does get worse.

	Claudya
	Really Jeanette? I'm so sorry to hear that.. ::sad 

	jeanette
	they have reduced our day respite time .from 11 too6/7pm to 11 to 4pm

	jeanette
	we only get one day a week as it is.

	Claudya
	Two whole hours?!

	jeanette
	they said it is because she needs MORE care!!

	onmybiketoo
	I know how that feels my hubby is supposed to get continuing 24hr care, no sign of it yet been waiting since last Oct.

	jeanette
	but given other excuses too.

	Claudya
	OMGosh Jeanette - that doesn't make sense!

	snowman50
	My brother couldn't cope when his wife had cancer, had to support him and partner and then my mother died and then my sister in law then nearly lost my partner

	jeanette
	Have put a complaint in and waiting for the answer

	Claudya
	omb, that's a long time to wait to get a bit of a break... ::ohmy 

	onmybiketoo
	tell me about it, and he does not sleep so I dont either

	snowman50
	Does anyone listen to complaints

	
	CarersWeek_Paul joined. 

	Claudya
	Snowman, you and your family have been through an awful lot and I'm so sorry..

	jeanette
	am really sorry you are in that position onmybike

	
	mag joined. 

	Claudya
	Hi Paul :).

	Claudya
	Hi Mag :).

	mag
	Hello everyone

	snowman50
	Hi Mag

	jeanette
	I doubt it snowman ,have also got a formal complaint in about our treatment when my daughter had to be admirtted

	jeanette
	hi paul and mag

	snowman50
	Been there. If you get an apology nothing happens.

	CarersWeek_Paul
	Hi there - Esther has arrived in the building and will be going online in a few minutes. Hope you have lots of questions for her!

	onmybiketoo
	I have put in a complaint also, they hold lots of meetings about it though. 

	
	lambchop joined. 

	jeanette
	hope you get the ansers you want onmybike

	snowman50
	Yes. Had the house full of directors once but nothing changed

	jeanette
	hi lambchop.

	lambchop
	Hi everyone

	onmybiketoo
	thank you and yes lots of questions for our guest.

	snowman50
	Hi lambchop, read your contributions on the discussion boards

	lambchop
	Good, what did you think?

	snowman50
	Yes?

	jeanette
	I have also raised awreness of the lack of support for a carer staying in hospital with their loved one

	snowman50
	Sorry, good that people have somewhere to ask

	lambchop
	I think we will have a lot of points to raise with Esther - hope that one hour will be enough!

	snowman50
	Get busy in here will there be enough chairs

	jeanette
	they expected me to sleep for 67 hours on an upright chair

	snowman50
	What? Sounds terrible jeanette

	onmybiketoo
	Jeanette : been there done that got the t-shirt

	jeanette
	they said they hadnt any recliners or camp beds

	lambchop
	Jeanette, I'm surprised they even let you stay but I suppose it meant the nurses had less to do with you doing everything 

	snowman50
	why is this so familiar

	snowman50
	They don't listen to us do they?

	jeanette
	they found a stroke victims special chair for me to sleep in after I kicked up a big fuss

	lambchop
	I don't think the news about hospitals facing financial penalties will fundamentally change nursing behaviour for the better. 

	jeanette
	they told me I HAD to stay

	jeanette
	or my daughter would be in danger

	snowman50
	Good thing kicking up a fuss, not advised at school though

	
	jaye2080 joined. 

	snowman50
	Hi jaye

	jaye2080
	hi all

	Claudya
	Oops! Hi Jaye and lambchop :).

	jeanette
	Hi Jaye

	lambchop
	Hi Claudya and Jaye

	snowman50
	Who finds the computer invaluable?

	lambchop
	Jeanette - lucky you are assertive - it can be very hard to be so in that kind of environment when you are already stressed. Computer is a godsend btw

	jaye2080
	i do snow

	mag
	couldn't be without computer

	Claudya
	I do snowman, I do! lol

	jeanette
	wouldnt be without my PC 

	lambchop
	Couldn't be without internet - lifesaver

	
	hal joined. 

	lambchop
	Hi Hal

	snowman50
	Hi hal

	jeanette
	Hi Hal 

	jaye2080
	hiya hal

	Claudya
	And mag - hello! (Hi Hal :))

	mag
	hello Hal

	hal
	blimey, we are busy

	hal
	hi all

	snowman50
	you bet

	lambchop
	i AGREE!

	jeanette
	bet a lot m,ore come in too

	Claudya
	a lil bit hal :D

	snowman50
	it was quiet at 6.25

	lambchop
	How is everyone gonna get fitted in?

	Claudya
	lol snowman :).

	snowman50
	More chairs

	jaye2080
	and here i thought i would get in early for a good seat eh! lol

	lambchop
	Will there be time for all the questions do you think?

	snowman50
	No

	hal
	i thought i was going to get a front row seat, little chance of that now ::laugh 

	jeanette
	in the old days I think only so many could get in

	snowman50
	everyone gets a front seat

	jeanette
	but then everything changed

	Claudya
	Lambchop, I'm guessing not straight away lol

	hal
	thanks snowman

	snowman50
	your welcome hal

	Claudya
	Really jeanette? Ooh, should be interesting .. that should get tested tonight, methinks? :D.

	lambchop
	I asked the web team how it would be organised - pretty much a free for all. I thought we'd have to register our questions first and there would be a limit beforehand. Although, I've never been involved in this kind of chat before. It should be OK, I'm sure.

	snowman50
	My caree gets a lot out of the pc as well

	
	zee joined. 

	jeanette
	was a long time ago on here claudya

	hal
	hi zee

	jaye2080
	hi zee

	Claudya
	Hi Zee :).

	lambchop
	Hi Zee

	snowman50
	Hi zee

	jeanette
	Hi Zee

	zee
	hi all.

	snowman50
	Takes their minds of it all

	
	Esther Rantzen joined. 

	snowman50
	We find it hard enough but how do they cope?

	jeanette
	Hi Esther

	jaye2080
	hello esther

	snowman50
	Why do we do this?

	hal
	Hi esther

	mag
	Hello Esther

	snowman50
	Hi Estehr

	lambchop
	Hi Esther - welcome and thanks for joining us today

	Claudya
	Hi Esther :). Welcome to Carers.org.

	snowman50
	Sorry got carried away

	jeanette
	I hope you can cope with us lololol

	hal
	fingers trying too fast snowam

	
	Esther Rantzen left. 

	hal
	snowman even

	
	Esther Rantzen joined. 

	
	Esther Rantzen left. 

	
	Esther Rantzen joined. 

	Claudya
	Okay while we let Esther catch her breath - can I just ask a random? What's everyone's favourite ice lolly?

	snowman50
	That's true, I have AS and that doesn't help

	mag
	lol Esther caught in the revolving door

	hal
	lol

	jaye2080
	oh no, that flipping gremlin!

	snowman50
	Saw us all and thought better of it

	Claudya
	welcome back Esther, looks like the internet gremlin has caught you out :).

	jeanette
	wehat is AS bnowman?

	snowman50
	I can't spell it but its ankolysing spondlytis?

	Esther Rantzen
	sorry, hit the keyboard with my handbag.

	jeanette
	my writing has gone wonky .bet it is because we have a celebrity guest

	jaye2080
	hope esther can get on claudya, some peeps haveing bad probs with it

	jeanette
	thought Maggie thatcher did that

	hal
	especially late at night

	mag
	lol I often feel like hitting someone with my handbag

	Claudya
	Lol Jeanette. Jaye, Esther's back with us :).

	snowman50
	handbag esther, leave that outside.

	hal
	lol Mag

	jeanette
	WB Esther

	snowman50
	Why do we care?

	snowman50
	Because we have to?

	Claudya
	Good question snowman..

	Esther Rantzen
	I've just been told that I helped to launch Carers' Week ten years ago, have things improved since then or got worse?

	snowman50
	Used to think it was a god thing but don't now.

	
	Simone joined. 

	snowman50
	Hi Simone,

	snowman50
	Worse Esther

	jeanette
	My opinion is much worse esther

	jaye2080
	nothing got any better for me

	hal
	Hi simone

	jeanette
	Hi simone

	Simone
	HI EVERYONE HI ESTHER

	Claudya
	Welcome to this evening;s chat Simone. We have Esther Rantzen with us tonight.. hope you had a good day?

	mag
	no improvements for me in the past 10 years

	Esther Rantzen
	worse in what way?

	
	else joined. 

	Simone
	i am hoping my daughters case goes to court - wrong diagnois

	snowman50
	But caring always gets worse until it goes away, like life, or as Esther said, that's life (sorry)

	jeanette
	I have had no day care proper for seven years

	hal
	only been a full time carer for the last couple of years or so

	onmybiketoo
	Have things got worse, dont know as I have only been a carer for 4 years, but they are bad that is all I know.

	jeanette
	as there is nothing in my city for L/D and early age dementia

	Claudya
	Hi Else - just in time! Our special guest Esther Rantzen has just joined us..

	Simone
	socail services don't care

	else
	hi

	Simone
	they called m mental

	snowman50
	Been full time carer for decades, well it feels like it.

	jeanette
	Hi Jean

	hal
	hi else

	else
	hi Jeanette

	Simone
	if mine goes to court it will be big

	Claudya
	Sounds like you have a battle on your hands, Simone. I wish you every sucess..

	else
	hi hal

	Simone
	yes they can't find medical history

	onmybiketoo
	My hubby has a spinal injury and his specialist centre does not talk to the locals who dont have a clue what to do for us.

	Simone
	i have been fighting 2 years

	snowman50
	You can't win. Look at the way the last promise went down the pan.

	Claudya
	The last promise.. snowman?

	Simone
	i am hoping i have enough evidence

	snowman50
	All that money allocated to help us down the pan.

	Simone
	it goes to pay social services

	jeanette
	I have been a carer for 42 years,and though education was good adulthood is the pits in care

	Simone
	who do nothing

	snowman50
	Just read this site for details. !00m was it?

	Simone
	hi jeanette that is hard

	Claudya
	Ah yes snowman, absolutely.

	sallybalfour-allen
	Hi Everyone. Im new to chat rooms so will try and keep up with you speedy experts!

	jeanette
	I can fight my corner Simone but so isolated

	
	Lynne D joined. 

	Simone
	i have been caring 21 years

	snowman50
	We care because we have to, yes?

	hal
	hi Lynne, how are you

	jeanette
	Hi Lynne

	Simone
	we do no chocie

	Simone
	the help is not there

	
	justanothercarer joined. 

	else
	hi lynne

	hal
	hi JAC

	onmybiketoo
	Esther I sent you some details of my case via your publicist, did you get the time to read it.

	jeanette
	Hi jus

	snowman50
	No we lose so much and why? its all we have, one life.

	Lynne D
	ooooo good grief i was not expecting this, good evening everyone xxxx

	justanothercarer
	hi every1

	Esther Rantzen
	I've been told about very inappropriate offers of respire, for instance for autistic children, when what the family needed was the money equivalent to spend on respite that was right for the child and the family. Is that typical?

	Simone
	hi can I send you my case ester

	hal
	rather busy Lynne

	Claudya
	Hi Lynne D! Welcome to this evening's chat. Our guest tonight is Esther Rantzen, who has been asking how things have been for carers over the last ten years - are they any better?

	Simone
	it wil hit newspapers I am sure

	Simone
	no better

	Simone
	social services labeleld me mental because i cried

	jaye2080
	in my opinion, getting any respite is not typical

	Lynne D
	claudya i am so sorry - i cannot read your posts, the colour is too pale i am sorry

	hal
	not good at all Simone

	snowman50
	I had an assessment, a year ago, notning has changed. There is no money for resources for support

	Simone
	i wrote reports hundreds of pages

	Esther Rantzen
	Can you give me a rough idea what your case involves, Simone?

	Claudya
	Oh no problem (and thanks for letting me know) I'll change it now :). Any better?

	jeanette
	it can be either way Esther.Money for appropriate respite or respite proper

	mag
	Social Work has not been a help to us

	
	doug joined. 

	Simone
	it will take 3 weeks and hoping the lawyer will say yes

	jeanette
	hi doug

	jaye2080
	hiya doug

	hal
	evening doug

	Lynne D
	thats better claudya thank you xx

	Claudya
	Hey doug :).

	doug
	evening

	Simone
	my duahgter is 22 has no friends

	Simone
	the edcuation courses are too hard for her

	Simone
	so she sits at home with me

	sallybalfour-allen
	I care for my little boy who is 3 and has tuberous sclerosis. Do any of you care for your children too?

	snowman50
	The money does not get where it is needed, more support workers who be at our shoulder and offer emergency care when it is wanted.

	Lynne D
	simone i am having that problem with my son, he is being thrown out of collage

	hal
	I care for my wife

	Simone
	my daughter has turner's syndrome but they diangosed her wrong until i pushed

	mag
	I care for hubby - we are senior citizens

	snowman50
	who will care for us when we are finished with?

	Simone
	they gave me a second wrong diagnosis

	Esther Rantzen
	hal, mag, tell me more

	onmybiketoo
	I care for my tetraplegic husband he is retired I am not .

	Simone
	then someone took a simple blood test

	Claudya
	I think we need an orderly queue of questions here lol. 

	doug
	i care for my wife who has multiple illnessess 

	Simone
	hi lynne

	hal
	my wife is diabetic, heart problems, COPD, angina, anaemia & arthritis

	Simone
	whi is he being thrown out

	Lynne D
	hi simone

	snowman50
	snap

	jaye2080
	senior citizens get nothing at all for caring, not even allowed carers allowance

	mag
	Hubby diagnosed leukaemia over 11 years ago - some complications due to that means he is no longer mobile

	jeanette
	We do get repite proper but they have changed the criteria without consultation anfd now they say my daughter doesnt fit it but she can stay until???

	snowman50
	add mental health probs

	Simone
	holly could not do the work

	hal
	quiet a handful I know but all under control more or less

	Simone
	the language is too hard for her to read not enough help at college

	sallybalfour-allen
	From speaking to other mums Esther it seems that people only get help when they are extremely desperate.My friend was so desperate with lack of support for her autistic son she told them to take him away.....only then did she get help

	Lynne D
	because after 3 years he still cannot get basic level entry 3 on english and maths, so he isnt allowed any other courses

	Claudya
	Everyone, can we have one issue at a time, please?

	lambchop
	I'm actually finding this hard to follow - so many questions at the same time. Sorry!

	snowman50
	When there were special schools things were far better.

	Simone
	HI LYN I AM FIGHTING EDUCATION

	Simone
	SAME AS HOLLY

	jeanette
	they told me though we have mega problems we are not classed as in critical need as my daughter is safe!!!

	Simone
	got ehr a private teacher she was reaching naional curricluim level 3

	lambchop
	Claudya - what's going on here?

	Simone
	at college not even 1

	Esther Rantzen
	are charities like LAge Concern aware of the burden on older carers when their partners need help, mag and hal?

	jeanette
	think we are just letting out our frustrations lambchop

	snowman50
	I had experience of an ESN school and care was marvelous, the kids had desparate problems but the help was specialised and caring.

	Simone
	there is nothing for my daughter to do

	Claudya
	Okay this won't really work unless we sort out some kind of system? I'm having trouble keeping up with the issues and questions. Who was first? (One at a time, please!).

	doug
	form an orderly que please

	Simone
	ok

	hal
	lol doug

	lambchop
	Am I being rude? Can we try and make the most of Esther's presence?

	Simone
	ok

	Simone
	perhas we can answer one question on the same subject

	Esther Rantzen
	don't worry about me, I'm picking up issues as they come up

	snowman50
	Okay get the whip out lambchop

	jeanette
	good idea Claudya you call us up perhaps?

	Lynne D
	could esther take centre stage, what you want to know esther

	mag
	Cludya - why don't you give some time to each topic - you give guidance

	snowman50
	good idea

	Simone
	we all have so much to say

	hal
	can agree there

	lambchop
	I'd like to ask about nursing care standards and the government plans on penalising hospitals - may I?

	Simone
	just remember my name esther because it will get in newspapers for sure if it goes to court

	Esther Rantzen
	I am fairly familiar with the difficulties faced by parents, because of my links with the ME and autism communities, but not with the problems faced by older carers

	jeanette
	well massive probs there esther

	Claudya
	That's a great idea mag. 

	Simone
	i am still waiting for life to start ester. lol

	snowman50
	It seems that the services try to share resources like Gordon's double accounting

	jaye2080
	older carers are just forgotton about

	onmybiketoo
	A lot of services cut off as soon as you reach retirement. You do not get the same standard of medical treatment either

	mag
	true jaye

	jeanette
	I agree Jaye

	Claudya
	So, firstly, lambchop, do you have a question?

	Simone
	true i wrote to my MP three years for nothing

	doug
	older carers get the same problems as parents do

	lambchop
	Thanks Claudya. 

	lambchop
	Esther, what are your thoughts on the news that the government plan to bring in financial penalties for hospitals if patients are readmitted as an emergency within 30 days of being discharged How do you think nursing care can be improved in acute hospital settings for the elderly and vulnerable? 

	Esther Rantzen
	Simone, I'll look out for your case.

	
	justanothercarer left. 

	
	justanothercarer joined. 

	
	justanothercarer left. 

	Claudya
	(And everyone, get your questions ready so that we can go through them one by one, please?).

	snowman50
	I had a question asked in the house of lords for the good it did

	snowman50
	Promises never fulfilled

	Simone
	thanks my daughters name is Holly Meiszner

	
	else left. 

	Simone
	she has been campainging for easier reading in colleges and wants chances in the arts like others.

	
	justanothercarer joined. 

	
	debzsanderson joined. 

	doug
	hi debz

	hal
	hi debs

	snowman50
	I have been hoping that the doctors will listen but they don't

	debzsanderson
	hi everyone-sorry I'm late!!

	snowman50
	Noone does

	Claudya
	Hi debs and JAC, welcome! Esther Rantzen's with us this evening and if you have anything to ask or raise with her, please have it ready as we're taking it in turns :).

	snowman50
	Sorry

	Simone
	I complained about about 6 doctors they did not refer my daughter. she could have had growth hormones at 12. she is 22 no bust now.

	Esther Rantzen
	I think it's a good idea to try and prevent too early discharge from hospital, I've heard of some really heart-breaking cases. Also the new inquiry into the terrible Staffs hospital case. I think all hospitals could and should use volunteers, a close and dear friend of mine was hospitalized, put into a cardiac ward, nobody noticed he was blind so he couldn't eat and had no idea if it was day or night. Not good.

	mag
	that's terrible Esther

	snowman50
	Don't think the volunteers idea works

	doug
	volunteers do work snowman

	hal
	can agree there

	Simone
	Has anyone read a report by BilD 132 pages of problems highlighting one person where nurses did not know where to put the drip feed

	snowman50
	My experience has been negative doug and hal in that area

	mag
	trained and supervised volunteers would work well

	onmybiketoo
	Esther it even happens in specialist wards, we were in a spinal unit and they forgot to feed and water those that could not do for themselves I discharged my hubby as he was becoming emaciated.

	doug
	not in mine

	Esther Rantzen
	Samaritans and ChildLIne would not exist without Volunteers

	jeanette
	they do not look after carers in hospital take us for granted

	lambchop
	What would you recommend and how to go about improving nursing standards? My mum is blind and I'm terrified of her being in hospital. I feel that nurses don't empathise with patients enough and always seem to be too busy. They also rely a lot on Healthcare assistants who tend to be more approachable than the nurses!

	jeanette
	we do all their work for them

	snowman50
	Okay I accept that just had a bad experinec with volunteers, sorry

	Simone
	many charities are run by volunteers

	Claudya
	Lambchop, after this, I'd like someone else to have a turn, please?

	lambchop
	No probs

	Claudya
	Thank you :).

	snowman50
	What does Esther want from this?

	Claudya
	Snowman, I'm not sure what you mean..

	Esther Rantzen
	Sad, isn't it. When my mother was in hoepital with her final illness, the family took it in turns with her carer to be with her all day and all night. Same with a friend of mine who got very serious pneumonia, her husband stayed with her, washed her hair, brought in edible food. My children and I have decided that is the only way to ensure real care. No doubt that's why you all do what you do.

	snowman50
	I mean this discussion?

	Simone
	I think MP's should be talking to Carers direct they don't

	jaye2080
	when it comes to chidcre the goverment accepts that the traditionall family setting where daughters lived next door to mum no longer exists, and so give assistance, yet when it comes to caring for the ill and the handicapped they rely on it, why!

	onmybiketoo
	yes hit nail on head.

	Simone
	well we should at least get paid

	lambchop
	Yes, its very sad. Thanks Esther. 

	jeanette
	I want to raise awareness for a young person with Learning disability who also has dementia and the city has nothing in place to help practically

	Simone
	a litle I have no pension

	Simone
	how sad jeanette

	jeanette
	I am paid nothing too yet am a 24/7 carer

	snowman50
	So volunteers work and we are asking fo=

	onmybiketoo
	so am i

	snowman50
	to be paid

	mag
	I've never had carers allowance or anything else - pensioner

	doug
	i got to say it but carers dont get paid the money we get is for our caree when they go all we get is nowt and theres no help after care 

	Simone
	MP'S don't understand at all. I tried to write but no hope. They need to wash their ears out

	lambchop
	claudya - maybe we need a two hour chat next time for these 'specials!'. Have to go now but good luck everyone with the rest of the time left.

	jaye2080
	very true doug

	snowman50
	Pensioners don't get carers and pension. Why do we care?

	
	ceepee joined. 

	
	lambchop left. 

	Lynne D
	disabled people dont get carers allowance either

	doug
	hi ceepee

	hal
	hi ceepee

	doug
	yes they do lynne

	Lynne D
	no they dont doug

	snowman50
	Not if they get an allowance for their disability

	debzsanderson
	you can get carers allowance and DLA

	doug
	yes they do we get it for them

	Lynne D
	not if they are on high rate disability and mobility

	Simone
	they try and get disabled out to work but there is not the help for them

	ceepee
	hi to everyone

	Simone
	hi

	mag
	hi ceepee

	Simone
	I have a case against my GP and he has stated he has no records of problems

	snowman50
	Very confused over this benefits thing. It gets some people into a lot of trouble

	Claudya
	Hi ceepee and welcome to this evening's chat. Esther Rantzen is with us tonight and we've got a queue of questions, I think.:D.

	ceepee
	hi all - just seen comments above - my husband gets bot high rate DLA AND Carers Allowance for me !

	onmybiketoo
	To be honest money is nice I just want some help. i sleep walk some nights doing safety critical stuff as I am so tired

	Claudya
	who's next? Mag, did you want to say anything?

	hal
	brb

	Simone
	benefits ask for a welfare officer to help you

	Claudya
	okay hal :).

	jeanette
	there are two EDMs out for carers .14 and 128 Hope you can get your MPs to sign them.

	doug
	let me make it clear to you lynne carers do get carers allowance but its for the caree how else if your caree goes into hospital for 4 weeks it gets taken away from you?

	Lynne D
	i get annoyed when they wont recognise i care for my autistic son and i am in a wheelchair

	Claudya
	Lynne D, I would too - that sounds very frustrating..

	snowman50
	Doug you have confused me now

	sallybalfour-allen
	What happens if you have to care for 2 people? I currently care for my son, but my husband(the breadwinner)has the same awful condition so I will end up caring for them both....what happens financially then?

	Simone
	you have to fight for carers allowance i did and they gave mine back

	doug
	why6s that snowman ?

	ceepee
	lynne - both my husband and I are recognised as disabled and get carers allowance for each other

	mag
	I care for hubby - we are both senior citizens - manage along mostly but asking for help as and when required results in nothing, eg when I broke arm 

	Lynne D
	doug, if you on hight rate dla you cannot get carers, i asked to be taken down to middle rate as i would be better off but they wont let me do that either

	snowman50
	How can two people get carers for each other? How can you care for smeone if they are caring for you?

	doug
	lynne your not listening 

	jaye2080
	that often happens snow

	jeanette
	I know that is correct Snowman

	ceepee
	lynne - both hbby and I on highest rtae DLA nad get carers for each other

	snowman50
	Going for some tea

	justanothercarer
	sallybalfour anne .....benefits is such a complex matter and could not be answered in a chat room...that is if you want accuracy .....should post in boards and pple will help 

	Simone
	I think we all need a holiday in the bahamas myself lol

	doug
	lol

	ceepee
	it`s daft - but so is the whole system snowman 

	onmybiketoo
	sorry will have to leave my hubby has just sh*t himself again.

	jeanette
	can I come too lol

	jaye2080
	we can dream simone lol

	Lynne D
	when i asked several times, they told me that i am not allowed carers allowance as i cannot possible care for a child with multiple disabilities

	Simone
	yes we can

	doug
	brb

	Claudya
	take care omb..

	Esther Rantzen
	Is there advocacy for carers? If you have to fight for an allowance you are entitled to, or circumstances change, is there someone, the CAB or someone, you can turn to for help to get through the maze of regulations?

	Simone
	i have been fighting my case for 2 years now and it has been hard but I will take it all the way now

	
	onmybiketoo left. 

	jeanette
	we have carer centres

	ceepee
	CAB mean well Esther but are often not highly trained enough

	CarersWeek_Paul
	A carer contacted us today today about their grandson who they care for with his mum (their daughter) Although he's 9 he's still in nappies - he has a global development delay due to a problem in his brain. The grandparents were amazed at the lack of respite care available, and they're campaigning to improve things. Next week their letter is going to be the letter of the week in the Daily Mail

	jeanette
	getting an advocate is difficult

	justanothercarer
	esther nothing specific for carers just the same services for all i.e special welfare services all round the country and CAB of course

	Simone
	the good news finally one specialist in london dr., conway famous has phoned me to tell me my daughter will get all the help

	jaye2080
	thats the problem Esther, it's a maze. and we are so tired, it gets to much hard work

	Simone
	he is getting a team of experts

	Simone
	and they will re structure her life

	Simone
	one doctor is all it took

	ceepee
	you have to dig deep within yourself to find the extra energy to fight for help - so wrong 

	snowman50
	Now I know about advocates and they seem easy enough

	Simone
	still taking the rest to court

	hal
	back

	Simone
	we are all tired of fighting but we do fight

	
	Cheryllee joined. 

	Claudya
	That's something we hear a lot from carers Jaye - the fatigue you often feel.. 

	jeanette
	no one has mentioned the fact that carers get ill too

	Esther Rantzen
	Iain Duncan Smith is very interested in trying to simplify the maze so that it makes sense, but of course we are now so deeply in debt nationally that cut-backs are inevitable

	Simone
	we can't stop

	
	karashan joined. 

	ceepee
	I must be fair - the DWP sent someone to the house and she completed all claim forms for us - you must ask though - it`s not automatic

	Claudya
	Hi Cherylee and Karashan, welcome to this evening's chat. Special guest Esther Rantzen is here with us tonight.

	ceepee
	hi wendy!

	justanothercarer
	is anyone interested in posing a specific question to esther...you wont get this everyday!!!!

	Simone
	well they can cut back MP's expenses instead

	snowman50
	Tried that, spent thousands, never got to court, the judge said it would serve no useful purpose, or something like that. One of Esther's campaigns and prescription drugs

	Simone
	i am praying it goes to court

	karashan
	hi sorry first timer

	snowman50
	What can Esther actually do?

	Claudya
	Thank you JAC lol. Let's try again. :).

	hal
	welcome to you

	ceepee
	the latest idea is that all allownces will not be paid direcly to us but to the local council who we must then go ad beg for our money !

	karashan
	thank you

	Simone
	they tell you to send your point of view and when you do they don't care

	snowman50
	I thoight you were going to give us the topic

	Claudya
	Snowman, I'm not sure I understand your questions - did you read the post about the chat on the boards?

	justanothercarer
	snowman nothing specific but just an opportunity for you to ask her anythign that is of interest to you 

	Claudya
	Esther, from what I've read, you've been a carer too?

	snowman50
	I was commenting on what was said earlier. when you asked for some order, sorry if I am out of order

	jeanette
	what do you know about dementia esther?

	Claudya
	Then welcome karashan - and we hope to see you again after this evening!

	ceepee
	any ideas Esther on the idea of removing freedom f choice from us and making us ask in advance if we need monet#y for something - dreadful ad insulting !

	Simone
	You don't even hear much on the news about carers or disabled people it is as if we don't even live in this world.

	karashan
	thanx never been on a chat before so reading 

	sallybalfour-allen
	Same here Karashan, its a bit overwelming!

	hal
	Can I ask Esther, regarding Attendance Allowance, why should somebody who becomes disabled over the age of 65 not be able to claim any form of mobility like they can with DLA

	justanothercarer
	guys and girls hang in there its a bit dis-jointed at present 

	Simone
	lol

	Lynne D
	JAC - understatement or what lol

	Claudya
	Sally, welcome. There's not usually this many people in the room :).

	karashan
	i was told a carer can get a bus pass does anybody know if this is true

	hal
	very true Claydya

	Simone
	we all wanted to meet esther

	Simone
	perhas she ought to get a program together

	
	cockneyandy1955 joined. 

	snowman50
	yes karashan but only when with the caree and for a fee

	doug
	back

	jeanette
	and all have our stories to tell.too

	hal
	wb doug

	Simone
	i have a bus pass but can only travel with my daughter

	Simone
	yes we could do a program on it

	Simone
	why not approach the bbc

	karashan
	i only ever travel with my husband who i care for is it expensive

	Esther Rantzen
	Publicity is valuable, the Daily Mail is very interested in the subject, in fact they recently ran special Carer Awards. The reason it's valuable is that politicians know their voters watch television and read the papers. The problem is that there needs to be a very clear aim for any campaign, and right now to ask for more money, (which clearly you deserve) is not going to find favour. That's why I wonder whether Volunteers could, perhaps, fill some of the gaps left by the extended family (when it worked, which it didn't always!)

	Claudya
	welcome cockney :). You've joined a very busy chat this evening with Esther Rantzen as our special guest.

	snowman50
	That sounds right simone like a free tax disc, only valid when with or used for the caree

	Simone
	I will write to the daily mail

	
	cockneyandy1955 left. 

	hal
	hi cockney

	Claudya
	Thank you Esther. 

	
	JeanM joined. 

	Simone
	to see if they want to cover Holly's story

	hal
	hi Jean

	doug
	and what happens if family is not interested esther? or you have none

	jeanette
	Hi jeanM

	Simone
	i have been campainging for better education for disabled and that would help me

	Claudya
	welcome JeanM. We've got a full house this evening with Esther Rantzen as our special guest..

	snowman50
	Good point doug

	ceepee
	we are the forgotten Esther - if they just ran an article on how much residential care costs would be and compared them to what we get - the results would speak for themselves 

	
	Lynne D left. 

	mag
	valid point Doug

	sallybalfour-allen
	I agree about the volunteers. My sons class was taken out by the Rotary club today and had a wonderful time. They where so kind and generous with their time and fundraising

	justanothercarer
	esther it is an interesting idea as of course there are volunteers already involved with supporting carers through befriending services 

	Simone
	i tried I was on the politics show once but not enough we have to keep pushing collectively

	doug
	i dont have family and i dread to think what would happen to my wife if anything happens to me

	snowman50
	Yes but we love these people, don't we? Thats why we do it. not for money or anytghing else

	JeanM
	Start typing here

	Claudya
	That's lovely sally!

	mag
	same here doug

	Simone
	we do but we get tired fighting the system it should not be

	hal
	same here

	Simone
	they twist everything you say

	ceepee
	it`s not always easy to find volunteers Esther - or in many cases it`s not realistic as with my husband - his needs are very specific and constant

	Simone
	i have learnt to keep a diary guys it helps when you argue medical points

	Claudya
	You've achieved an awful lot over the years Esther, what would your advice be for carers fighting on behalf of their loved ones (with many a battle on their hands)?

	
	onmybiketoo joined. 

	ceepee
	good idea simone

	doug
	got tha right simone i do to

	Claudya
	wb omb :).

	snowman50
	As I said before, my experince with volunteers has not been good, but it hasn't been good with professionals either

	Simone
	i have got my go in court because i kept a diary

	Simone
	and he does not know it

	Esther Rantzen
	Do you think the Princess Royal would pull together a Think Tank with people like Cross Roads etc to see if there would be a systematic way of using volunteers, (properly screened of course). I sometimes wonder whether respite would work that way round, with someone (trustworthy of course) to come into your home and do the caring to gvie you a break so that you could get away. You know about Vitalise, I hope, speaking as a Proud Patron!

	justanothercarer
	snowman i guess thats the intersting thing about life...thee is no 2 experiences the same 

	Simone
	I will go to court if I have to arrive on a stretcher

	ceepee
	no -I have never heard of Vitalise 

	mag
	what is Vitalise Esther?

	karashan
	nor me 

	jaye2080
	me either ceepee

	doug
	me either

	hal
	not me either

	Simone
	nor me

	onmybiketoo
	thanks Claudya, got him cleaned up and I am back.

	snowman50
	Are you saying that the volunteers are out there?

	karashan
	are you a carer esther

	justanothercarer
	volunteers do sitting services already exists and works well......it would of course be more beneficial if rolled out nationally 

	ceepee
	where do you find these people ????

	jeanette
	they need to be police checked though

	snowman50
	Why isn't it justanithercarer?

	Claudya
	From what I understand Esther, Crossroads and PRTC do just that through local carers' services. I'm not sure whether the support workers who go into homes are volunteers or always paid (or both).

	JeanM
	hi, sorry, it wouldn't let me send

	Simone
	but they can pay social workers they should pay these volunteers something

	JeanM
	not being rude

	jeanette
	No probs Jean .welcome

	JeanM
	thanks

	snowman50
	Esher's contribution doesn't appear to be coming up

	CarersWeek_Paul
	You can find out about Vitalise at www.vitalise.org.uk They've been involved in Carers Week for the last couple of years

	Claudya
	Jean, are you having an technical glitch?

	Esther Rantzen
	OK. Vitalise is a charity specifically offering holidays and respite breaks to people with disabilities and their carers. They offer them to people with physical disabilities, any age, and they are brilliant. Go for it! Say I sent you! xxx

	JeanM
	i was , it seems ok now

	Claudya
	Snowman...?

	doug
	and esthers paying ::laugh 

	hal
	lol doug

	snowman50
	Thanks Esther, like a lot of these things we don't hear of them

	ceepee
	sounds good esther - buut at the risk of being booed carers sometimes neeed a total escape - sounds awful but it`s true !

	doug
	boooooo

	Simone
	bahamas would be better lol

	jaye2080
	i so agree ceepee

	mag
	Is Vitalise available everywhere in UK? 

	hal
	lol simone

	snowman50
	Can't relly happen can it not in this world

	justanothercarer
	ceepee nothing to be booed for thats exactly what respite is for to give you a break

	ceepee
	mind you - any kind of holiday sounds wonderful to me 

	Simone
	a day off would be nice

	Claudya
	absolutely, jac.

	snowman50
	An hour is nice

	doug
	if you trust the carers

	hal
	true

	onmybiketoo
	seem to be having problems do not see chat

	snowman50
	If the caree trusts the carers

	Simone
	i would still want to be with my daughter she is great

	jaye2080
	never had a hol ceepee so I fdon't really know what i'm missing

	debzsanderson
	we employ my partners sister as his carer-works brilliantly and makes me feel happy when I go out

	doug
	go to the bottom of your garden jaye lol

	Claudya
	One more question for Esther, please? Not much time left..

	hal
	that good Debs

	ceepee
	karashan will sit with my husband for me because she understand shis particular needsa and we are friends - don`t think a non mmedical volunteer coould cope 

	Esther Rantzen
	I absolutely understand you would sometimes like time on your own, that's why I was very interested in the concept of someone offering respite in your home so that you can get away. Yes, I have been a carer, when my daughter was extremely serverely affected by M.E.

	Simone
	we need an evening not an hour

	
	onmybiketoo left. 

	Simone
	not everyone understands ME

	mag
	so you have understanding Esther - thanks

	Esther Rantzen
	There are Vitalise centres around the UK

	snowman50
	It would be nice if holidays were more disabled friendly

	jeanette
	please say you have read my message on L/d and early age dementia esather

	Claudya
	That's so true, Simone. One of my friends suffers from it..

	karashan
	my sister has me and its awful

	justanothercarer
	debz nice to hear a positive story im sure there is many 

	
	onmybiketoo joined. 

	Claudya
	wb omb - gremlin?

	snowman50
	Still can't see Esthers chat

	ceepee
	I read about your daughter Esther - very sad when she was so younfg - were you truy comfortable with someone else - however well intentioned - looking after her ??

	Claudya
	snowman, I'm not sure what you mean. Can you not see the text Esther is typing?

	Simone
	They should offer alternaive therapies too not just pills.

	snowman50
	No

	Esther Rantzen
	I was comfortable at the time because I always knew the carer well, or thought I did. I wasn't always right

	doug
	have to be carfull though simone

	snowman50
	Saw that thanks

	Claudya
	Ah, I'm not sure why, snowman..

	karashan
	im going to 2 seminars for carers never been to one before are they good with information

	ceepee
	agree again simone ! an indian head massage for a carer - to be pampered just for an hour is wonderful 

	Simone
	yes lovely

	Claudya
	Jeanette, remind us of the question, please?

	onmybiketoo
	i'm back yes a gremlin

	Esther Rantzen
	Who is running the seminars, Karashan?

	snowman50
	There are session here for carers but I can't get away. Had to suspend my own treatment because could not get respite

	Simone
	invite MP's to seminars we did in medway

	karashan
	one is mcmillan and another is for carers in north wales

	justanothercarer
	snowman maybe ur getting her chat. there is about one entry per page ....i know it looks like she is posting more 

	ceepee
	trouble - or part of it is - we are never quite SURE about the person left with our caree (??)

	snowman50
	Thanks justanither carer

	Claudya
	Good point, ceepee. It's such a vulnerability, isn't it?

	Esther Rantzen
	Love the idea of the head massage. Let's dream a little. If we all had our own carer, what skill would we most like them to have?

	jeanette
	I wanted to raise wareness for a person with L/D in early age dementia and the lack of care and support 

	hal
	can agree there

	Simone
	nobody listens that is the biggest problem

	Claudya
	Ah, thank you Jeanatte..

	snowman50
	Had that problem with professional, went off and left my caree on her own in the town

	onmybiketoo
	skill I like them to be able to speak english, so i feel safe when giving them instructions.

	Simone
	oh no snowman

	debzsanderson
	we paid for marks sister to do reflexology-we both get a weekly foot treatment now

	justanothercarer
	jeanette its such a specific area that it is difficult to find tailored made services 

	hal
	not good snowman

	Claudya
	So you'd like a carer who listens, Simone :).

	Esther Rantzen
	I'd like a harpist

	snowman50
	I was glad she was returned in one piece

	jeanette
	no services at all jus for them other than putting them with the old

	Simone
	I would like an MP who listens

	Claudya
	That's shocking snowman ::ohmy 

	Simone
	and takes action

	sallybalfour-allen
	I would not be comfortable leaving my little boy with someone selected by anyone but me. He cannot communicate so very vunerable

	ceepee
	o.k.esther - patience in bucketloads,compassion ,knowedge of the illness or problem and reliabilty

	justanothercarer
	i understand that there is very limited services for young people diagnosed with dementia 

	snowman50
	There you have it we are stuck aren't we?

	justanothercarer
	its such a small area 

	Simone
	that is hard sally i never left my daughter for 12 years

	jeanette
	very very very limited services infact dont know one

	snowman50
	When you have a break you are always on edge so its not a break is it?

	Simone
	the best carers is another carer

	justanothercarer
	what part country you from jeanette

	Simone
	so true snowman

	jeanette
	west mids 

	ceepee
	I am goijng to have a look at Vitalise - never heard of it before - a holiday sounds so wonderful

	jeanette
	and know the teams for L/D

	snowman50
	How many carers end up on tranquilisers ore anti depressants?

	sallybalfour-allen
	I think it takes us back to Esthers first question of why do we care. Its not just because we have to, its because we love these people soo soo much we want to and can't trust other to do it most of teh time

	Simone
	anyway will post it on the boards if my case goes to court

	jeanette
	plenty of talk but nothing practical

	ceepee
	me !!!! on both snowman !

	doug
	im not there yet snowman 

	karashan
	thats very true 

	JeanM
	i've had care workers

	snowman50
	So right sally or else we would walk away

	Simone
	because it will include lack of support from social workers

	JeanM
	you would not believe some of the things that happened

	justanothercarer
	jeaneete there are some specialsit consultants in that area....a few covering the UK have you had access to them

	snowman50
	That's why we are treated like we are, we won't walk

	JeanM
	so i wouldn't leave my caree to them

	ceepee
	my social worker has been brilliant but I am TIRED !!!

	Simone
	and doctors who did not listen and teachers too who did not listen

	snowman50
	Yes JeanM my point

	Simone
	lucky ceepee

	mag
	lack of support from Social Workers in spite of promises, promises

	karashan
	i find doctors look like we dont know anything 

	Simone
	mine was awful

	Simone
	called me mental because i cried

	
	onmybiketoo left. 

	JeanM
	that's awful simone

	snowman50
	mag I have same experience and they go home at five

	jeanette
	yes jus have a brilliant professor and specialist nurse but NOTHING practical

	ceepee
	again we are lucky with doctors - but I am still so very TIRED !

	
	onmybiketoo joined. 

	Simone
	it is written so hence why i am taking it to court

	Simone
	it is at the end now 2 years of it

	snowman50
	Simone, cool out or you will need that carer

	karashan
	i found the only person who was helpful for us is social worker

	Simone
	i am at that point

	justanothercarer
	Have you discussed with the alzhiemers society they have special services in this area and a special chat arena for it 

	Simone
	tired of fighting

	Simone
	but will not stop

	ceepee
	understand totally simone 

	jeanette
	The alzheimers society refer you to the downs association

	Claudya
	Good for you Simone!

	Simone
	I want truth to come out because it may highlight other carers

	snowman50
	Problem simone is will you have enough energy to care after all this?

	Esther Rantzen
	I think carers are motivated by love, loyalty and a sense of responsibility. I think we all know that we notice, we act, and we campagin when things go wrong. But without support even the strongest of us can break down, and when we do, carer and caree suffer. So it behoves Government to create a network of good information, adequate funding, and I think could do more to call on the communities to offer their skills and their services to stop us ever reaching that breaking point. Good luck Simone and Snowman, lovely to chat to everyone, we have time for one more question if you want.

	Simone
	and other problems with disabled

	sallybalfour-allen
	Our sons pediatrician is meant to co-ordinate our sons complex needs but he is worse than useless - very worrying

	Simone
	like educaton for children and adults

	
	onmybiketoo left. 

	
	onmybiketoo joined. 

	Claudya
	Anyone with one final question? 

	snowman50
	Thanks Esther, 

	Simone
	thanks ester just look out for the case lol

	Claudya
	wb omb :).

	hal
	wb

	justanothercarer
	surprised jeanette as the only organization that has services...perhaps post on the boards and will be a bit more specific ...will be goin in a moment 

	ceepee
	no question Esther - just thanks for your time and recognising us a a needy group of people who exist in a twilight world 

	snowman50
	I know you will be for us.

	Simone
	yes thanks esther

	
	karashan left. 

	Simone
	goodnight all have a good evening

	jeanette
	so much to say and little time to say it

	doug
	thanks for your time esther nice to meet you

	jeanette
	thanks for coming in Esther 

	JeanM
	thank you for your time esther

	
	onmybiketoo left. 

	jaye2080
	thanks for taking the time to care Esther

	mag
	Thanks Esther - appreciate your visit and hope you can come again sometime

	Claudya
	Actually, I've got one: caring for your daughter must take its toll, Esther. Do you have some top tips for carers on how best to take care of themselves? 

	Simone
	pass on our feelings

	Esther Rantzen
	And if only Luton South had better taste, I'd be fighting for you in Parliament! (Sorry if I'm insulting anyone from Luton)

	doug
	and thanks claudya for being here too

	JeanM
	wish you were

	
	debzsanderson left. 

	Simone
	something needs to be done in the whole of uk

	ceepee
	thanks and bye -I am needed !

	hal
	bye ceepee

	JeanM
	all we're going to get is cuts

	
	justanothercarer left. 

	Simone
	don't think that way jeanette

	mag
	lol Esther I was just thinking I would have voted for you but couldn't remember constituency - my excuse is I am far away in Scotland

	
	ceepee left. 

	Simone
	we will fight

	Claudya
	Thank you Doug :).

	snowman50
	Lets hope cam doesn't include us in his cuts

	doug
	yw

	Simone
	there would be an uproar

	doug
	i think he will snowman

	JeanM
	we're breadline now withut cuts

	Simone
	yes most of us are

	doug
	lots of charities are going to lose out

	JeanM
	and that's benefits

	sallybalfour-allen
	My MP is David Cameron!!! Do you know if he has signed up to support carers?

	JeanM
	almost no serivces left to cut

	snowman50
	I spent all my savings because I did not know for two years that I could get help

	Simone
	My MP did but he never did anything

	doug
	same here snow

	JeanM
	they don't tell you

	JeanM
	you have to find out

	Simone
	so signing up and no action is no point

	Esther Rantzen
	Okay. A top tip. Before you go to sleep tonight, (if you sleep tonight) make a Desert Island Disc list of your favourite piece of music, book, film luxury, food, drink. And then, on my 70th birthday (June 22nd), have as many as you can fit into one evening. And do that every six months, minimum.

	jeanette
	sally anyone with a special job in gov cant sign EDMs

	snowman50
	Simone that is politics I am afraid

	doug
	lol esther

	mag
	good tip Esther

	JeanM
	you aren't really 70, are you?

	Simone
	we still have a voice we must use it

	jaye2080
	i would take the sleep Esther lol

	Claudya
	Lol - thank you. I love that tip and I see lots of erm jaffa cakes in my future :D.

	snowman50
	Good tip, I'sll eat icecream for ever

	sallybalfour-allen
	OH right, thanks Jeanette!

	hal
	sleep, whats that

	mag
	lol you are much older than I am Esther - I won't be 70 till October

	Claudya
	Not been getting much sleep lately, hal?

	Simone
	i have forgotten birthdays

	hal
	sometimes difficult

	Esther Rantzen
	Sorry, have to log out now, a hungry dog is waiting for me at home, (not mine, I mean the dog's not mine, the home is) and I fear she may have eaten everything. Including the furniture. Very best wishes, stay strong, we need you, xxxx Esther

	Simone
	byexxxx

	snowman50
	I get so tired I just drop off, not good though

	doug
	bye esther cu again 

	Claudya
	Thank you for coming Esther, it's been great having you. Paul, thank you too :).

	hal
	bye, tc xxxx

	
	Esther Rantzen left. 


