	

	Michele (website manager)
For those who have just joined, we have a guest host in the chat tonight - Stephen O’Brien MP. He is here to answer questions from carers. 

Jeanette

what will you do when you win the next election to help people in L/D and very early age dementia?
Rio

What will the Conseratives do assuming they get into power at the next election to improve the package for Carers and recognise their true value???
Janscool
can you tell me why carer's allowance is not paid to those in receipt of state pension? These are the very people likely to be caring 24/7 for a spouse, often with dementia.

Stephen O’Brien
The most important thing is to ensure that the training of all health professionals - GPs, nurses, health visitors - is increased and accelerated to identify and diagnose learning disabilities at the earliest possible stage. It is then that the package of caring and educational support can be identified and also the care needs of the family. So no. 1 is early diagnosis and early intervention.

Anna57
Please can you tell me if you are going to make more provisions for mentall health issues, ie:OCD and eating disorders, my daughter had to wait 9 months for her first appointment and we now have to make a 60 mile round trip every week for her to access therapy or a dietician.

Stephen O’Brien
Rio - we have just had a debate in the House of Commons today where it is absolutely clear that the benefits available to carers are causing a disincentive due to the inflexibility of work and also the need for tailored planned appropriate respite care as much as emergency respite care. We have pledged to introduce flexible working, planned respite care and to look at removing the cliff edges on the age related benefits (both at 16 and at 18) and also at retirement.

Janscool

Thanks Stephen, but I do hope you will not just look - a firm unbreakable pledge would be more like it!

it didnt say anything about early age dementia.it has been identified but NOTHING out there because of her age and the fact she has Learning disabilities

Stephen O’Brien
Anna - in relation to mental health and eating disorders, the provision of services is incredibly patchy around the country and is one of the contributing factors to serious health inequalities. For specialist support and advice, it is inevitable that there will be a degree to which this will be focused on centres of excellence which will mean going beyond one's immediate local area but the key is to get to the best possibe advice that is going to give the best possible chance for support. You raise an important point about eating disorders because most of the political debate at the moment is in relation to childhood obeisity and i think your question is helpful in reinforcing the need to focus as much on these other mental health and eating disorder issues. Thank you.

Roundtoit

It is not just the age bar to recieving carers, after more than 10 years caring my own health means that I qualify for incapacity but still spend at least double the qualifing time caring for my child, more in school holidays. We are trying to keep the family together and one of us in paid employment. We had to leave Forces life and start again with nothing behind us. The level of payment of carers allowance does need to be drastically increased.

Hal

Carers Allowance, should carers get this as a minimum wage and why if you are looking after more than 1 disabled person are you only able to claim one amount of carers allowance

Anna57
my daughter was classed as clinically overweight and went on a diet, unfortunately she lost 6 stone, she is 21 and is classed as an adult,therefore has to acess adult services.My point being that I also care for my 88 year old dad who is terminally ill, and i cannot afford to get someone in to look after him whilst i do the 60 mile round trip. Because i work we fall thro the benefits trap.Cannot get carers allowance and she does not qualify for any benefit although she is at a too low weight to do anything

Stephen O’Brien
Jeanette - as regards early age dementia - this does depend on what age your daughter is. Ie. whether it is childrens services or adult social care. Early on-set of dementia is even crueller than the grave difficulties that Dementia raises. As with services for children who are on the autistic spectrum, especially say with asperger's syndrome, there are very limited services but there is now a much greater recognition of these. One of my Conservative colleagues has just pushed through a Bill on Autism and I think we should use that as a model for young persons' dementia - ie. where information can be found, the options available, the funding and benefit streams to be accessed and the right to demand an assessment so that the cared for person and the carer have all their needs properly assessed and decisions then made about eligibility and support.

Janscool

Can any MP possibly know how it really is to be a carer? Especially when your own health is poor, as so many carers are?
At 61, I cannot get carer's allowance, but no one will employ me because of mu caring responsibilities.
Michele (website manager)
apparently there are 40 MPs who are or who have been carers - maybe more

Cheryl P

Under the deprvation of liberty act my husband has rejected me (his wife) to be his representative. He has a paid stranger to be his representative. They won't tell me why he rejected me or what they said to him. However I presume they tell him what I say! He has a 5 minute memory (dementia) so I wonder if his decision is valid. I know him more than some stranger.

Stephen O’Brien
hal - carers allowance was introduced by the now Lord Morris decades ago as a "thank you" from society and was thus only ever at that stage set as a token amount. It is since come to be regarded as a compensation for income substitute. Clearly its level does not meet that expectation but of course it is lost at the point of retirement. With my Department of Work and Pensions colleagues as well as those covering Treasury matters, we're looking at the fundamental base for these elements of financial support to make sure they can be targetted and enhanced to maximise where that support is really needed rather than the uncertain position we have today. Clearly I can make no promises at this stage until I have seen the books if we are elected to Government.

Cheryl P

My husband has early onset dementia (age 54) and I am expected to pay towards his £537 a week care home fees for the next 30 years (their estimate). I also have two children to support. How can this be fair especially when errors by the hospital caused this dementia?

Smurfie

are there any plans to abolish means testing for Carers Allowance?

Roundtoit

That might be the case but all the other benefits ie job seekers seemed to increase faster over the years.

Stephen O’Brien
Janscool - whilst I respect your right to be sceptical I can tell you that there are a no. of MPs who are carers and who amazingly still do a great job for their constituents. For what it is worth, my wife is a hospice nurse and is also a carer as we have a family member with Alzheimer's and a complicated medical history. But the question of policy should never have to be a question of us necessarily sharing your experience (we can't share the experience of everyone in the counrty) but to find the most effective and compassionate way to bring the greatest benefit to the greatest number.

Janscool

ty for you answer Stephen - the difference is that you get an MP's salary, and your wife works - I have no income other than state pension and some interest on savings.

Cheryl P

MP's have the money for pay for extra care

Smurfie

there are resources available to us carers, but it is a nightmare to get them put into place, direct payments are a life saver for us... it should be easier for every carer to access those resources

Roundtoit

In defence you need some time in employment to get housing in our case we had to buy as there was no council available - so whilst we too may have a wage we call it the mortgage to provided the housing our child needs as we are still waiting for an OT to assess us and see if we might get a grant to adapt the property - to date it has been off the mortgage, with no relief on interest rates.

CheryIP
As for errors by the hospital, if you have already taken your complaints through the hospital complaints procedure and ultimately to the health services ombudsman you should consider doing so. Any atrributable fault does carry the potential for compensation but I am under no delusion how difficult that is to prove or indeed establish sufficient evidence. As for the care home fees, you fall into the very trap of those who may have assets but not the revenue and you responsibilities to the rest of your family cannot in all conscience be subjugated to the care home cost. Whilst it is a very blunt option, there are possibilities of a local authority taking a charge on your home if that is relevant in your case but otherwise I am afraid it is a relentless series of negotiations to get the support for your husband's care without prejudicing your remaining family priorities. I am very clear that this threat of having to sell your own home in order to pay for residential care is one of the most unfair and urgent areas that needs to be addressed - and that is why we are all crying out for the government to publish its green paper so that we can all get this very important debate going.
Filling in the forms was horrendous. I had no help and found out that two of the forms were a waste of time after I spent hours on them. My husband gets lots of help and I get nothing. Even couselling will cost me money

Senaz

well my main concern is the weakness of the Law regarding Flexible Working request

Rosemary

Hi Stephen, if your party is our next Govt, how do you see the future of Carers Allowance.By that,would you keep it seperate from the main benefit system or go the route of some of the proposals in the Welfare reform bill with Income support being abolished and most people having to claim JSA or ESA.?

Senaz

i would like to know what is the Gov going to do to make employers become more responsible and stop using business needs to justify their rejection 

Hal

Why should somebody who becomes disabled over the age of 65 and can claim AA loose the ability to get Mobility Allowance, after all these people do like to get out like anybody else. With being on carers allowance am unable to get a decent car because not able to pay on a monthly basis because no money coming in

Senaz

my other concern is why 95% of the time people who has a disability get their DLA turn down and why do they need to have to go to tribunal in ordrer to get it overturn

Stephen O’Brien
Rosemary1 - an excellent question, thank you. I cannot give you a categoric answer. Whilst there is a high degree of unanimity on welfare reform, as you can imagine with the current economic recession, everything has been forced back into the melting pot. I am actively in discussion with Treasury and DWP colleagues looking at these very issues. Targetting money to give real effective support where its most needed and to make sure that that is done fairly has to be the priority - what is you view? Because simplicity has to be better than complexity. Are you advocating lumping everything together?

Beth
What will you do to help adults on the high end of the Autistic Spectrum who need support but fall through the net because they are seen as too able therefore leaving parents to continue caring long past the time when these margialised people could be independent if the right support was given at the right time

Angie Welsh

my hubbie was turned down for DLA first time got it secound time but we lost 2 years money could not claim back and i lost 2 years of carers allowance wonder what happened to that.

Rountoit

The whole set up of current government seems that everyone has their own wage/value so any change to carers allowance should be paid to the carer and reflect what other people are expected to live on - a carer cannot transfer their tax free allowance to gain that income.

Stephen O’Brien
Senaz - you will read in my answers above of David Cameron's and my total commitment requiring employers to offer flexible working for carers which will go some way to meeting your concern. You are also right to make the point about the number of people whose DLA is rejected at first instance - this is of very great concern not only for the inefficiency and cost of tribunals then overturning these decisions but the acute stress and insensitivity that this is causing to people when they are in real need. We have pledged to simplify and streamline the system and issue guidelines of a presumption of DLA providing appropriate evidence has been put forward rather than what appears to be the current presumption of rejection. I hope this is of help and reassurance for you.

Rosemary1

no I believe it should be kept seperate,completely over hauled and true recognition given to each category.CA is a pittance and saying there is no money available now or 3/5/7/10 yrs time is not acceptable no matter if your own party or Labour saying it.Carers need help now Stephen. 

Karen S

What would you do to enhance advocacy provision for people with a learning disability in relation to them making an informed choice regarding individual budgets?

Senaz

thank you for answering my questions but we need action now because the Gov has just made it open for everyone who has a child under 16 to be able to request flexible working but they do not seems to have put in place a systems where employers can be held accountable for being unreasonnable. i am passionate about this subject because as an employee of TFL i am facing this issue

we were very lucky to get our 2 sons into special needs education (after long and hard fights) our oldest is now facing college and the lea have already written to us, saying that they will no longer uphold his statement, luckily our school are fantastic and are keeping dom on their school register to ensure that the lea still has to provide all the support he vitally needs, would a conservative government overhaul LEA procedures with regards to statements/provision for 16+ and would you protect the remaining special needs schools?

Stephen O’Brien
Beth - thank you for typing this again as it is a really important question. My Conservative colleague Cheryl Gillan has just initiated and successfully piloted a private members Bill through Parliament which she has managed to gain the support of the Government. When this Bill becomes the Autism Act, it will directly give you the chance and entitlement even where you fall through the gaps in obtaining information and a full assessment for your son's condition. And for local authorities to be put under a more explicit obligation to procure services and facilities to support those on the high end of the autistic spectrum where they do not provide them themselves and that this should extend to adults with autism so that their ageing parents can have some reassurance that when they are no longer around the appropriate care and support will remain available and accessible. Please read the Bill on the Parliamentary website www.parliament.uk

Beth

Thankyou Stephen Have read draft and just hope it gives parents/adults on the spectrum the legal clout to be able to fight their corner espeacially those at the high functioning end, because these needs are NOT being met as the FAC criteria is not working for them.
Stephen O’Brien
Karen S - the question of individual budgets will only work if there is really powerful and effective advocacy - you are quite right. Individual budgets recognise that the parents of children and those who have reached adulthood are often the best experts in their care. For older people, the carers are often the best experts. Individual budgets will not be appropriate for all but where they are, they put the power of choice and appropriate quality of services into the hands of those with the best ability to commission and procure services. I believe that advice and information must be retained at a point of reference within one's local authority because it is necessary to be helped to become a good procurer and for residual services such as helping to administer pay roll/ a professional carer wanting to go on maternity leave for instance - but as a principle, we should trust the vast majority to spend this money on the right things rather than worry about the few who might abuse it. This is becoming a consensual approach across the parties and is something I have been advocating for over 4 years.

Rountoit

Is there a parliamentary advisor who can assist parents in claiming their rights re children/adults with autism who might not be covered by the act but should.

Stephen O’Brien
Rosemary - I've noted your separate points. Thank you I shall do what I can to make sure your points are heard in the policy discussions which are taking place.

Cheryl B

Most carers are worn down and caring to be revolutionaries but in the future when the 'Me' generation have to do the caring it will be a different story.

Jean M

why do student carers not qualify for ca when their course hours are 21 per week

Stephen O’Brien
Roundtoit - this is an excellent question. I do not have a copy of the Bill in front of me as a type but I shall go away and see whether the powers of the parliamentary ombudsman or the childrens commissioner are available in order to enforce or adjudicate rights under the act. I think that the primary responsibility is being put on local authorities and that the reserve appeal power probably limited to mal-administration may be what I am hesitating about. The great thing about the Act is that MPs will have real power to hold local authorities to account on behalf of constituents.

Karen S

Thank you Stephen. However, in my area the LA is putting out to tender umbrella advocacy for the elderly, people with physical disabilities and also people with a learning disability. I am really worried that this will not work, especially for people with a learning disability. This is specialist advocacy, well all are really, but the primary need is where the expertise and experience is necessary in advocates. 

Roundtoit

I only thought of that as we had to take on the CSA as their computer did not compute re DLA for our child only for taking an unfair share to the ex and her new husband on their private estate when we had cleared their debts and paid privately for years.

Beth

Phil Hope also didn't see the need for legislation re the Autism Bill, he thought it would function perfectly well without legal backing

Stephen O’Brien
Doug and indeed to Beth - your points re. Phil Hope: I shadow him and it is my job both to oppose and scrutinise him. Whilst he has made some wrong decisions in the past in my view on other occasions his earlier pronouncements have been tempered by him coming round to the views that we have advocated - not least on the autism bill from his initial sceptical stance. I am afraid that is the uncertain nature of debate, but thank goodness we have a democracy where we can try to use our powers of persuasion.

Rosemary1

IBs/DPs/personal budgets are all well and good for those who fit the criteria.Where are the preventive measures though.LAs' are tightening criteria left right and centre and many who need assistance are not getting help until a critical stage.How would you address that.

Roundtoit

And how can you compel the council to act in time to assist the carer if they dont want or cant manage the budge themselves

Stephen O’Brien
Smurfie: David Cameron has led the charge in saying how we would keep special needs facilities and that is a sincere commitment on our part. For 16+ I know from a member of my own family what a terrible worry this cliff edge age is and it does seem to be a monumental battle to maintain recognition and support. Our review of these matters means we have plans to put in place a much smoother transition through this age bracket and that is currently the case - and that is forming part of our preparations for Government if we are elected for discussions with civil servants.

Stephen O’Brien
As you know I have to go now as I am about to leave Westminster to get back to my constituency in Cheshire. I have really appreciated this opportunity to learn from those in this session who have raised powerful testimony through their questions. These and those which I will read that carry on on this thread will be really influential in shaping my thinking and that of my party to ensure we carry this into Government to the best of our ability. Thank you all.

Michele (website manager)

Many thanks Stephen for joining us tonight…

Thanks for taking part everyone - hope you found it interesting & useful. Don't forget to visit www.carers.org and www.carersweek.org to read the full transcripts, and hopefully Stephen will be able to come back to you on some of your outstanding questions.




