Hosted Chat with Sheila Hollins, Thursday 30th March 2006

In attendance:
Professor Sheila Hollins - President of the Royal College of Psychiatrists
Peter Tihanyi - Head of Policy, The Princess Royal Trust for Carers
Esther O’Sullivan – The Princess Royal Trust for Carers
Carers:

Jeanette

Jennie

Valerie

Lulu

Sheila_H

Caron
Karonglobes
Theresa
Judy

Peter6158 Hello everyone
jeanette Hi Peter, dont think we have met before? I come from Brum and care for my daughter
Peter6158 I work for the Princess Royal Trust for Carers and am here to participate in the hosted discussion with Sheila Hollins
jeanette What function do you have Peter?
Peter6158 I am the Trust's Head of Policy 

Sheila_H hello everyone
Esther Shelia is Prof Shelia Hollins
Esther I am glad you made it in ok Shelia
Peter6158 Who wants to be the first to ask Sheila the first question?
Esther Yes Peter shall we start. Ok folks over to you
jeanette I have a Downs daughter in early dementia
jeanette no facilities here for practical care. We have good respite but no day care  

jeanette am looking for areas of excellence to tell the powers that be here
Sheila_H Thanks Jeanette. Can I ask some questions please. How old is your daughter? Has she had day care before? Is it because of her dementia that she doesn't have any care? 

jeanette she is 38 but started going at 32
jeanette Yes always had day care till about 20 odd months ago. It is because of her dementia she doesnt have it now, but still on their books
Sheila_H I am sorry-that must be so hard. There is quite a bit of research, for example in Cambridge

Sheila_H Has she had a health action plan or a person centred plan?
jeanette A PCP was arranged and cancelled on the day we should have attended. nothing since ,and health plan is trying to be organised 

Sheila_H A health action plan is available to everyone or should be. It was a requirement in the Valuing people white paper that everyone who wants one can have one (by June 2005) 

jeanette health says it is social cares prob ,health say it isn’t ,she does not fit the criteria ,but she does have health respite
Sheila_H Also there was a good nurse in Birmingham (is that where you live?) who was helping GPs start HAPs-can't remember her name. That would be a good time to raise your needs as her carer.
jeanette Is it clair she is excellent ,we are in touch
jeanette but only one of her for whole of city
Sheila_H Daycare is a social services responsibility. Your daughter could have direct payments to let you buy the care she needs.
jeanette I dont want that ,puts to much pressure on the carer (me )
Sheila_H I can understand that
jeanette plus the money isnt there ,so I am told
Esther Jeanette is that helpful?
Sheila_H Well the money that used to be spent on her daycare should be available and you would probably be surprised how much it cost!
Peter6158 There are specialist day centres for people suffering from dementia. However, most people using the service would be much older than 38. Would this be important to you or your daughter? 
jeanette i wanted to make sheila aware that barely no services for people like my daughter. i would not want her with old people
jeanette None here anyway
Sheila_H I am aware of patchy services and often the people with most needs being excluded. Speaking up to people like me and to local people is good
jeanette That is what I thought, Sheila ,Raise awareness
Esther Would someone else like to ask Sheila a question?
Valerie I have a problem with my husband not wanting to go out or have anyone visit, and he will not be cared for by anyone but me...hence I don't get a break...What should I do?
Sheila_H I agree-its very hard to see a young person cared for with much older people
Esther Jeanette, please let Peter or I know if we can help at all?
jeanette I will keep quiet now ,thanks for all your concerns
Sheila_H Valerie Oh dear. How difficult. How can you bring more people into his life? Perhaps you could start by inviting people to visit you and encourage them to visit him as well?
Valerie I have tried but he gets so depressed then comes out with some embarrassing things excuse spelling
Valerie He scares people off
Sheila_H Thats interesting. depression is often a reason for avoiding contact with other people. Have you asked for advice about his depression?
Valerie Yes but as he has liver problems he cant take the medication
Peter6158 Have you ever had a home visit from a professional, who may after a couple of visits help you to begin negotiating with your husband to let you go out on your own sometimes.
Valerie I feel so alone don't know what i would do with out the support of the other Carers on here
Sheila_H But medication isn't the only treatment for depression. For example have you heard of CBT?
Valerie He says I can then when I come back he is so depressed I don't think it's worth it...not a lot anyone can do I realise that.
Valerie No sheila i have not heard of that
Sheila_H Its a psychological therapy- its been shown to be at least as good as medication. You can have face to face sessions with a therapist. You can even have a computerised programme. Its very good
Esther Does it work on all types of depression?
Sheila_H The computer programme is called 'Beat the blues'
Valerie Thanks Sheila I will contact my doctor tomorrow.....thanks for your help. XXXX 
Jennie My husband suffers PTSD, social phobia, IBS, broken vertebra and enlarged liver...am told he doesn't have long to live..I get no support at all and there are no CPN.s in our area..trained for PTSD I am at my wits end..its making me ill trying to cope 
Valerie Thanks Sheila I will look it up.
Esther Oh Jennie, that is not good
Sheila_H Jennie - thats too much for two people to cope with. Is it his liver problem which is life threatening?
Jennie no Esther and he is an ex serviceman who was injured serving his country
Jennie yes it is Sheila
Sheila_H CBT works with lots of depression, but there are other therapies (not just medicines altho they are sometimes useful to use with therapy). The problem is that there are not enough therapists.
Jennie you hit the nail on the head there Sheila
lulu with long waiting times usually
Valerie I am sorry I have to go Mike needs a blood test.
Sheila_H Well palliative care services are often good at helping with emotional problems as well. Have you been referred or offered palliative care?
Valerie Thanks for your help.
Sheila_H Good luck Valerie
Jennie no I haven't been offered anything..he used to go to Combat stress unit for respite twice a year but they can't cope with him now his condition is so bad
theresa i think sometime carers are left out they dont get the care they need its gets depressing sometimes knowing you will be doing this level of care for a very long time
Sheila_H So does anyone have a question for me?
Peter6158 Theresa, help for carers can be patchy, but support is better than it used to be. Have you asked for some of the things that would help you care?
theresa yes i do/ do you think carers should be offered regular checks to try and stop depression rather then waiting for a crisis to happen
lulu i would like to say how helpful it has been and thank you sheila but i must go
Sheila_H I find that sometimes people don't ask for help that is available 

jeanette Carer assessments usually dont work
Judy can i ask what the chat is about. sorry i didnt read before i came in
caron can I just say that carers dont ask for help because they dont know what is available
theresa sometimes i just cant be bothered even cleaning up because i dont see another adult from one day to the next
Esther Hi Judy we have prof Shelia Collins in from Royal College of Psychiatrists
Sheila_H Thats interesting theresa. Sometimes people don't realise they are depressed. We sometimes think its because people are ashamed of being depressed. Its very common though
Judy i suffer with depression and have since sarah was diagnosed
theresa i do think carers should receive the same amount of care and attention that the people they care for receive
Judy i have never been offered any help except from pills
Peter6158 We are constantly being told that services should be given to meet your needs. There is also now encouragement to purchase services for yourself, both carers and the person you care for via direct payments as Sheila mentioned earlier. 
Sheila_H I agree with theresa and with peter
Jennie well I dont even get CA
jeanette Nor me
Sheila_H Have you applied?
Jennie twice and turned down
caron nor me
jeanette Had it til I was 60. then cant have it
theresa when i go to the doctors they never ask if everything is ok unless i mention something other parents just think i am moaning
Peter6158 I don't know your circumstances but carers allowance if you meet the criterion is not discretionary. Contact a benefits service, or your local carers service
Sheila_H carers assessments should also be about help you need like counselling. What do people think about admitting to being depressed? Or do you feel you just have to go on being seen to be coping?
theresa sheila h is there anything you and your colleagues can do to make the authorities aware that constantly having to fight for help and benefits can cause depression in the first place maybe they would listen to you
Sheila_H I had a meeting with ministers this week and made just your point Theresa
theresa maybe some good will come from it lets hope
jeanette I just get on with it and cope but difficult because of isolation
Jennie My GP knows I am depressed and have exceedingly high blood pressure...to everyone else I am just a name and number on a piece of paper
Judy i dont mind admitting to my depression, it helps me get respite care
Judy but you feel awful having to wash your dirty washing in public and it makes you feel u cant cope even more to admit it
Sheila_H Also perhaps I should mention that I am a carer myself (twice over) as well as being a psychiatrist and know how long the forms take to complete and how often they seem to get lost. I told the ministers that as well!
Jennie forms?? they are like books
Jennie and they can be pretty scary to some folk
Sheila_H I am glad you admit to your own depression - if you get help it will make things easier to cope with
jeanette even in the system insufficient money staff expertise etc
theresa my daughter is only nine knowing she will never be any different can be heartbreaking
Judy i can relate to that theresa
Judy and how much help did u get offered when she was diagnosed
Judy i dont mind admitting that i considered ending it for me and sarah when she was diagnosed
jeanette I was told to forget her and buy myself a dog when my daughter was born
theresa i can say that just coming to this chat room helps to relieve some of the stress of everyday issues you realise there are others worse off than you
Jennie and being amongst other carers who actually know how hard it is to be a carer
Judy a friend of mine was asked how long her son had had downs syndrome when she was being assessed for DLA!
Jennie disgusting
Sheila_H I wrote a book about children with learning disabilities published by Karnac. ‘You and your child: making sense of learning disability'. It includes stories told by parents of 6 children with learning disabilities.
Judy dealing with ignorant professionals is one of my biggest stresses
jeanette Lack of knowledge to put it politely
theresa is the book available to buy Sheila
caron I have read that book, it makes interesting reading
Jennie told you we are just names and numbers
Judy did it have a chapter on a child with rett syndrome in it?
Sheila_H Yes but I don't have the ISBN here. Its by me and my husband (Sheila and Martin Hollins)
theresa i find it hard because my daughter doesnt look like there is any thing wrong with her and thats part of the problem
Judy do u mind saying what her difficulty is?
theresa we think she had cornelia de lange syndrome but we havent had a definite diagnosis yet
Sheila_H It doesn't have anyone with Retts syndrome but it includes children with autism, Downs syndrome, profound and multiple learning disability
Sheila_H two of the children look like there is nothing wrong
Judy we have just spent some time in hospital and doctors who wont admit that you may know more than them about your childs condition are a pain in the neck
Judy i always ask have u come across rett syndrome at all
Judy one doctor said
Sheila_H thats one of the main points we make in our book-parents know most!
Judy oh yes i met a boy with it last week
theresa judy that exactly my problem i have researched into cdls and am convinced having looked into it that catherine has it but in a mild version
Judy it only affect girls and is 1;12000 girls born!!
theresa catherine doesnt have the facial features but has everything else
theresa i wish sheila i could have you with me when i next see the consultant because they treat you like you are stupid 

Judy we went toi the association because guys were unable to diagnose sarah adn we found the diagnosis ourselves
Esther Sheilas book is available through her publishers website at www.karnacbooks.com theresa
Sheila_H You must trust your own knowledge but the diagnosis isn't everything. I wonder if some of the leaflets on this website would help you to plan your next visit to the doctor? Questions to ask etc
theresa yes i will look into it
Judy a diagnosis can make the difference between getting high and middle rate DLA though and concentrates the minds of the professionals
Esther Okay folks ten minutes more with Shelia
Judy i am an SEN teacher and children get statements far easier if they have a diagnosis
Sheila_H Diagnosis can help you to know what to expect and gives you an explanation for whats happening. And can help you get services. In the long term though my motto is to take each day as it comes
Peter6158 Last year the Trust and the Royal College of Psychiatrists finished a campaign called Partners in Care, explaining to psychiatrists how important and relevant carers are, with which both Sheila and I were involved. Ask for more information and some of the leaflets may help you as they are written especially for the carers.
theresa sheila how do you get the docs to take notice what i say i know catherine has cdls they just wont beleive me
Esther If you can't find the leaflets email us at web@carers.org
Sheila_H is there a specialist society for cdls? Can they help?
Sheila_H often the specialist society's have a professional with a special interest who can help?
theresa they do have specialist docs but their meetings are too far away and they dont meet very often
Peter6158 I haven't heard of one, but there is an organisation called Contact a Family that specialises in helping parents of children with rare and uncommon disorders.
theresa i am in contact with them already they are great
Judy u can ask your gp for a referral to any hospital you want as well
Judy we left guys and went to GOS because they knew more about rett syndrome
theresa thanks judy do i need to ask my gp for a referral
Judy if you want to change the hospital you are under i think so?? thats what we did
Esther Shelia has to go very soon, and I wanted to thank both her for her time and excellent advice and all of you for taking part.
Sheila_H Thats true. Have you heard of 'choose and book'? Your GP has to give you a choice now of which specialist you want to see 

theresa i think i will ask the hospital to refer me where they have a specialist for cdsl when i next go in December
jeanette Thank you sheila ,it was kind of you to give up valuable time for us
Esther If anyone wants to follow up on any of the issues discussed here please email us
caron thanks very much sheila and also you esther for hosting 
Jennie thank you sheila for your time 
Sheila_H I have enjoyed the chat. Thanks for being so honest with me.
Peter6158 Can I add my thanks to you Sheila as well. I know how busy you are and we appreciate your advice.
theresa yes can i thank you sheila your advice has been very helpful and i will try and get a copy of your book
Esther Jennie, please will you email me and let us see if we can help with your CA
Jennie Thank you Esther and Peter for hosting the chat 

theresa thanks esther and peter its been great and very helpful 
Judy the PRTC is a great help to carers
Esther I am so glad you found it helpful 
Esther Peter am I right in thinking that we are trying to get CA improved?
Jennie thing is Esther by the time it is sorted I will no longer be entitled to it
Peter6158 Yes we are having a campaign about trying to improve some of the aspects of CA which many carers find most irritating.
jeanette the over lapping benefit is disgraceful 

Peter6158 For those of you who have heard of Yours magazine I heard today that they are starting a campaign in May about carers who no longer receive Carers Allowance because they are receiving a pension.
jeanette I must buy that 

caron sorry what about the 24/7 carers who dont get CA and are not on a pension
Peter6158 There are many problems with carers allowance but if you are caring 24/7, are under pension age and do not earn too much money from work you are entitled to a carers allowance.
Judy how much are you allowed to earn now peter. is it still £75 a week?

caron no I make £3 over but im still sole carer
Peter6158 No its now £82:00 per week and will increase again in April but I don't have the new rate here.
Jennie I dont work care 24/7 all we get is incapacity and his war pension...and I am 55
Judy ok thanks 

jeanette Really need someone from benefits in here to answer questions?
Jennie it sounds like it Jay
caron No I think we need Tony Blair in here

Jennie he wouldn't last long
Peter6158 Jennie, please contact Esther and I will look at your e-mail and advise you. Your husband does need to get DLA, or if he is over retirement age then Attendance Allowance.
Esther We can try and get a benefits person in here. WE have tried and they all declined so far
Peter6158 I suspect Tony Blair will not give you good advice about benefits.
Esther Sorry all, Peter and I have to go, but please remember you can ask us anything and we will try and help you
Jennie Thanks you both, your help is much appreciated.
