Hosted Chat with Mary Jordan, Wednesday 14 March 2007
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Michele Hi all, for those that don't know I'm the online editor at the Trust and Kirsten is online services manager. We have a guest host in the chat tonight... 

 
betty boop hi nice to meet you both 

 
Kirsten6039 nice to meet you too

 
Michele Mary Jordan, the author of the Essential Carers Guide, is here to chat and answer your questions - Mary_J

 
Michele shall we wait a few minutes before we start the hosted chat, to see if anyone else arrives? 

 
Mary_J ok

 
Kirsten6039 yes, good idea 


betty boop yes.....good idea 


Kirsten6039 a few people were asking about the chat on the boards 

 
Mary_J my husband was asking about it as well - when I visited him tonight

 
mag Yes - and it is nice to have the opportunity to say hello to everyone. I'm Mag and I care for my husband - we are retired and live in Scotland 

 
Michele after the chat i'll put the transcript up on the website, so he can read it too

 
CHERYL THE PERIL joined.

 
mag Good idea Michele
 
Michele how long have you been caring for him mag? 


CHERYL THE PERIL hi girls

 
mag Almost 8 years - he has leukaemia 
 
mag Some of his problems relate of age of course 

Michele how old is he, if you don't mind me asking? 

 
mag Just turned 80 
 
betty boop oh wow.......mag 
 
Mary_J 80! - its a good age 

 
Michele Mary has written a guide for carers - its main focus is on caring for older people or s/o with dementia, but it covers a lot of different aspects of caring..

 
Pysie joined.


Pysie Hi, all, trust you are all well? 

 
betty boop thanks ............and youself 

 
Kirsten6039 yes thank you. 

Michele ok - it's that time folks - would anyone like to start us off with a question for Mary? 

 
Pysie yes, thanks. Mum came out of hospital today so may not stay long. 


Pysie (Sorry - that's not a question!!!) 

 
Michele how is your mum? 


Mary_J hi pysie - how long was your mum in hospital 


Pysie Not too bad, thanks, Michele. She had an infection - I thought she'd a stroke. 


betty boop oh no.poor lady 

 
betty boop and poor you as well....all that worrying 

 
liz37 joined.

Mary_J infections sometimes cause confusion and can be confused (sorry) with a stroke - how rotten for her 

Michele what a worry - glad that she is out of hospital 

Pysie Ok, Mary, can you tell us a little about your book, please? Ashamed to say I haven't read it. And thanks for joining us. 

 
liz37 Hi all, nice to plenty in the chatroom 


Mary_J well I wrote it after I had cared for my parents and in-laws - one after the other. 

Mary_J It was cathartic really 


Pysie How long were you caring? 

 
Mary_J also I wanted others to get the benefit of all the research I had had to do 

 
mag So it came from the heart with the benefit of so much experience 

 
Mary_J 6 years but for different people 

 
Mary_J and now for my husband as well 

 
betty boop wealth of expereince then 

 
Mary_J yes it came from the heart

 
Pysie Were you alone in all this or did you have much support? 


Mary_J i'm sure others have more experience. i just wrote it down

CHERYL THE PERIL The benefit system certainly causes a lot of confusion and upset for some people Mary 

susannah joined.


Mary_J Mostly alone although my son was on hand. My husband had just had his first stroke and wasn't able to help much 

susannah hi everyone 


mag How long has your husband been ill, Mary? 

 
Mary_J yes the benefit system is both confusing and difficult 

Mary_J Well he had his first stroke 4 years ago and had a third on Boxing day

CHERYL THE PERIL Mary have you written any other books?

Pysie Michele - thanks for posting that message re parliamentary debate. I think we can all add a few comments!!! 

 
mag Strokes - so sudden and devastating! 

Mary_J Yes Cheryl but my first book was a bit 'niche' - it was about fund-holding in General Practice. I have also written a lot for the caring/medical press
 
CHERYL THE PERIL lol pysie i'm sure we will

 
Michele welcome pysie - thought it might interest everyone 

 
Pysie Mary - were you (are you) a GP? 

 
Mary_J No - I was a general practice fund manager 

 
betty boop it seems a shame that carers energy is taken up with fighting our corner all the time 

 
Pysie Scary!


Michele so you have a different perspective - does your book include any advice on coping with the medical profession? 

 
Mary_J Pysie it was all about getting a better deal for patients then 


Pysie Betty b - I like the bit that Ivan lewis said about training carers so they could fight for their caree!!!

Mary_J Yes Michele it definitely does. I am also hoping to get sponsorship for another book which is specifically about dealing with the medical profession on behalf of your cared-for 

betty boop lol.im doing that daily 

 
mag What part of the country are you in Mary? 

 
betty boop im self taught 

 
Mary_J or caree! pysie 

 
susannah dont think we need training for that!! 

 
Mary_J Hampshire 

 
Mary_J We spend a lot of time fighting on behalf of others! 


Pysie Most of us carers feel we don't have a voice - we're not listened to. 


betty boop theres a fully disabled bungalow come up for rent 5 mins form my carees parent.100% ideal to his needs........council are thinking about giving it to a family with no special needs at all 


betty boop i agree pysie 


Mary_J Absolutely Pysie 


betty boop also got letter from jobcentre........work focused interview next week 


betty boop or my benefit will stop

Mary_J what!!! 

 
liz37 There's a flat the council adapted - put a ramp in for a man who one of my neighbours looked after - sadly he died Xmas and its still empty

 
betty boop appt was for 9.30...rang and explained i was a carer could i change appt.........was told 10 

 
Pysie So how can we get SS, GPs and government to listen? Betty b - that's the sort of thing I'm talking about. 


betty boop and im also disabled as well 

 
betty boop with fibromyalgia.........and last year a major breakdown 

 
liz37 betty -have you got an ordinary adviser or a DEA (Dis Employment adviser)? 

 
Pysie Same here, betty b!!!!

betty boop not that i know of liz 


betty boop just cant fight much more.ive had enough

 
Mary_J There are tricks to use with Gps Pysie 
 
Michele i have another question for mary - what's the single most useful piece of advice on caring that you've received? or is that a nasty question?!

 
liz37 Make sure you've got a DEA -they might be a bit more understanding -no guarentees though used to work for a training company that had a contract with the DWP for getting people back into work 

 
betty boop thanks liz..........caree has fredrichs ataxia......high risk of choking

 
betty boop how can i work? 

 
mag What were you going to say about GPs Mary? 

 
Mary_J No. The most useful thing is to get a good relationship with the district (community) nurse. They are the way in to loads of help. 

 
Pysie I gave up fighting. Couldn't take any more red tape and I was made to feel like a criminal. So I am living off savings until I retire next year. 

 
Michele yes - tricks to use with GPs would be very useful to know 

 
Kirsten6039 that's a useful tip 

 
liz37 I've got a notebook by me to jot tips down 


Michele good tip in itself! 

 
Mary_J GPs - for example - if you want a visit tomorrow for your cared-for - ask to speak to the GP rather than ask for a visit. If you ask for a visit they will ask you to ring back next day. Say if you can speak to GP you may not need a visit. Then when you speak to the GP he will say he will visit next day. it is a matter of knowing practice protocol.

 
Mary_J Also always tell the GP you are a carer. It is supposed to get you some priority. 


Pysie .Our district nurses are marvellous, so is Mum's GP. No problem getting through to any of them. 

 
betty boop um....not the same here i dorset 
 
liz37 Nor here, had to wait a fortnight to get appointment as it wasn't urgent.

Mary_J Always say it is urgent 

 
Mary_J how can U tell? 

 
liz37 will do -don't want to cry "wolf" too often 

 
Pysie I had problems with my last surgery so swapped to Mum's. Appointment within hours of phoning! 


CHERYL THE PERIL mmm individual surgeries can be so different


Michele it seems like it is often about finding the right individuals who are willing to help 

 
betty boop caree never saw GP for over a year.........couldnt physically get there any more 

 
CHERYL THE PERIL yep same with my mum Betty

 
betty boop and with his condition........which is not well known........no one really wants to know 
 
Kirsten6039 yes, it can differ so much from surgery to surgery even in the same area 

 
CHERYL THE PERIL finally got it sorted out that they will call now
 
Pysie That's awful! Mum has home visits regularly. 
 
Mary_J Quite true. But Drs have a duty and they know it - it is a question of letting them know that you know.


liz37 I will say GP we did see was okay -got prescrip, checkup for Dad, chitty for loan wheelchair from red cross in one go 

 
betty boop wow...that was good 


Mary_J Jolly good Liz 

 
CHERYL THE PERIL do you mean a duty of Care Mary? 

 
mag We have a good GP - can request to speak by phone and sometimes that's enough. He will do house call if necessary 

 
betty boop weve waited over 2 months for new wheelchair adaptions.....GRRR 

 
liz37 They'd even made an appointment for him to see a physio I didn't know they'd made 
 
Tricia joined. 
Tricia hello busy in here 

 
Mary_J Yes but more than that cheryl 

 
Pysie Mum needs a wheelchair and a walking frame. I'll ask GP and let you know how I get on. Hi Tricia! 

Michele yes - Mary has written a guide for carers and she is hosting the chat tonight


CHERYL THE PERIL how do you mean by more than that? 


Mary_J pysie - contact the district nurse 

 
Pysie Will do!! Thanks. 

 
liz37 I was told two to three Months - Red Cross told me we can have one for two - have to hang onto it like an overdue library book for the other month lol

mag My hubby got wheelchair thrugh GP and District Nurse 

 
Tricia my mam had hers through the gp and district nurse too 

 
Tricia and along with any other equipment we were able to get from the loans department 

 
liz37 That's what me and dad are going for. Used to only ask for stuff we needed at time -got to think ahead more. 
 
Tricia I had to ring the district nurse and he would fax through the request and I would collect it that afternoon 
 
betty boop weve got OT......SS.......and still not getting anywhere...........what do you suggest we do Mary_J 
 
Kaz29 joined.

Mary_J Umm. Right the GP is the first point of contact - in NHS parlance he is the 'door-keeper'. It is a UK thing. In Europe or US you can contact specialists etc direct.
 
Kaz29 oooooooooooooooh its busy
 
Mary_J Tell me more betty


liz37 Do I remember right? Are hosted chats kept on the website for a few weeks after? 


betty boop i feel like im banging my head against a brick wall 

stevie joined.

Michele yes - the transcript will be available on the website for more than a few weeks 

 
Mary_J OT should be useful but often are not. (I hope we are not being bugged) but I do not think SS are any use at all. Purely a personal opinion. 
 
betty boop lol.i agree with that 

 
stevie Hi all!

 
mag SS seem to be obsessed with writing reports 

 
mag Rather that the practical things 

 
Pysie I agree with your remark re SS!!!


Mary_J They have to tick the right boxes 

 
betty boop ive had a carers assessment..............got 30 mins care in the morn

 
Tricia my son has had his file updated because it was used for the ss inspection report 


betty boop thats it.................im just cracking under the strain 


Tricia then the ss found out the inspectors can walk in and pick up any file they want 

 
Tricia at any time in the week of the inspection 

 
Pysie (Opps - some of my best friends are social workers!)

 
betty boop and im fighting for adaptions...........moving somewhere suitable 

 
liz37 Spend too much time writing and not enough time with the "service users" -lovely phrase lol. They were supposed to do a review for me last Nov -I had to chase them! big surprise 

 
betty boop benefits were a nightmare.................need i go on 

susannah it can depend on the case manager a lot.... 

mag I only found out recently that these reports are faxed around so many people too 


Mary_J I have to say I had a social worker adviser on my editorial team for the book. he was good. But unofficially he did say you have to push and push 

Tricia and also knowing what your entitled to has a huge influence as well 

 
Kaz29 where is the themed apartments in blackpool 

 
Michele mary - when researching your book did you find experiences varied widely in different regions of the UK? 

 
betty boop i cant push anymore .................. 

 
liz37 My brother works as Care Support Worker -he's going to find out more about the complaints system other than what they put in the leaflets and get me a copy

 
Mary_J Yes - definitely 

 
Tricia may I ask which book did you write mary j? 

CHERYL THE PERIL it is very exhausting betty 

 
Michele Mary wrote The Essential Carers Guide 

 
betty boop and it is when im ill as well 

liz37 Stick in there Betty -don't let the you-know-what's grind you down, we here for you 


Mary_J Stay with it betty 


betty boop i know...............thanks everyone 

 
Michele it covers many areas - bereavement, financial questions, social needs, hospital admission, care and nursing homes, wills, problems with nutrition etc.

betty boop i am trying my best 

 
Tricia shall have to get a copy 


mag Me too 

 
liz37 I think I need a taller screen with all the carer's joining in lol 

 
CHERYL THE PERIL mary we try to give each other moral support here and advice if we can

 
betty boop lol.me too 

 
Pysie Can we order the book on Internet? 

 
susannah thats the most essential thing!! 

 
Mary_J I am glad cheryl 


CHERYL THE PERIL it makes such a difference to have friends here to talk to and the other forums too 

 
susannah support from others in similar position 

 
Pysie You know you're not the only one.... 

 
Mary_J you can order through Amazon or the publisher - and 50p for every book sold goes to the PRCT 

 
Michele yes - re Mary's book, i'll put the details up on the discussion board 2morro for anyone who is interested 

 
susannah no one else know what its like 
 
mag Mary - the subjects covered in your book - do they apply to all regions of the UK, might Scotland be different? 

 
betty boop thanks michelle

Tricia I went to a meeting yesterday and it was held by an ex social worker and he could not believe the information which I was aware of in my area 

 
liz37 It's made a difference to me -my Crossroads lady comes on Friday but that's the one day when there aren't any carer groups meeting in my area I can get to in the time 

 
CHERYL THE PERIL yep, talking to friends who aren't carers, they mean well but they haven't a clue how difficult caring can be 


Tricia and I just thought it was normal to know as much due to me being as nebbie as I am 


Mary_J Scotland and Wales and N Ireland are included as much as possible. 

 
mag Thanks 

mag Sounds like a "must read" fr carers 


Tricia can you get the book via your local PRTC centre? 

 
liz37 I'm getting one for definite 

 
mag Presumably can be ordered through local bookshop 

Mary_J yes any bookshop 

 
Michele afraid i'm not sure re the carers centres - I'll have to include that info on the boards tomorrow

 
Pysie I worked as a council information officer and I was amazed at the wrong information given to people re benefits, support, etc, by SS, advice groups, etc. The whole system's just too complicated, Tricia. 


Tricia just I am at the boards meeting next week and if they have it then would of got mine then 

Tricia a student social worker once told me that another student social worker said you should never tell a client too much information as it gives them too many choices 

 
liz37 Had the same prob working for training comp -I ended up having to tell the JCP advisers how to do paperwork!


Tricia my face dropped when she told me that


liz37 What! 


betty boop were kept like mushrooms.........in the DARK 

 
Michele so that's where your benefits knowledge comes from pysie - it's great to have that background and be able to advise and support other carers 

 
Mary_J It is the same with drs and hospitals - they don't want to 'over-inform'

 
Tricia I was at the job centre plus a few weeks ago and was told I would lose my income support once my son reaches 16 and only get carers told the advisor to go back and check her info as it was very wrong 

 
Pysie It's all changed since my day!!! I can't keep up! 


Tricia what I find hard to accept is someone with a terminal illness is not advised about DLA and they don't claim at the time they need to 


susannah yes thats rubbish 


liz37 They tried to diddle me out of a month carers allowance -til I pointed out I had got the adviser who I knew from work to put it in their internal mail -got a call back two hours later saying I would get it after all. 


CHERYL THE PERIL worst of all i think is when someone Suddenly finds them selves in the position of looking after someone


CHERYL THE PERIL then they are utterly lost


Tricia and then when they come out of their caring role there is almost no support 

 
Mary_J Cheryl that's what my book is concerning 

 
Tricia I know the prct keeps a carer on their books for two years after they stop caring 


Mary_J The sudden-ness of it all 


liz37 My ex-employer wasn't happy -think they had a job getting someone else for the money 

 
CHERYL THE PERIL yep it's such a shock , at first you think you are going to get help and advice just by asking

 
CHERYL THE PERIL just a phone call


betty boop lol.............wake up and smell the coffee 

 
Mary_J You have to persist 

 
CHERYL THE PERIL 5 thousand calls later it begins to dawn on you

 
Tricia yes betty the coffee smell is what keeps us awake! 

 
liz37 Why can't they have something like the learndirect helpline for carers -all that info with one phonecall 

 
betty boop true tricia 

 
susannah oh yes shout loud and long!! 

 
CHERYL THE PERIL need to do more than smell the coffee

 
betty boop im learning never take no for an answer anymore 

 
CHERYL THE PERIL have an intravenous drip lol 

 
Pysie There are so many benefits we have to apply for - they are not automatically awarded - and most carers haven't got a clue. Gordon Brown says he's going to have a 'proper' help line!!!! 

 
Tricia anyone in here heard of partners in policy making? 

 
liz37 Got told once I wasn't assertive enough -I'm learning fast... 

 
betty boop lol.me too liz 

 
betty boop rattled a few cages down the council today 

 
CHERYL THE PERIL no tricia i haven't

 
Michele just to let everyone know - Mary is going to be here for another 10 mins - so if anyone has a question they would really like to ask, now is your chance 

 
Tricia they do courses to help parents of children with additional needs advocate for their child and they also train adults with disabilities to advocate 

 
betty boop mary....when did you have any "me" time...............and what did you do 

 
Pysie Mary - if you could give us only ONE piece of advice, what would it be? 

 
betty boop and did you feel guilty 

 
CHERYL THE PERIL oh right yes there is quite a few advocasy courses and mediation courses about

 
Tricia but with partners you link up with others and share information too

 
Mary_J Me time - not much and i am very good at NOT feeling guilty. 

 
susannah my advice is to eat chocolate!!

CHERYL THE PERIL lol mary 

 
Tricia mary are you still a carer? 

 
betty boop lol............ive learnt well then. trouble is i need extra wide mirrors now 


Mary_J One piece of advice - sorry to repeat - Keep in with the district nurse. Oh and DON'T feel guilty - ever!!! 

 
Pysie The dog pinches my chocolate! 

 
Mary_J You could say I am. My husband is in Intensive Care now after his 4th stroke! 

 
mag Pysie - learn to move faster than the dog

 
betty boop awwwwwww............poor man. give him our best wishes 

 
liz37 Sorry to hear that

Tricia just I am interested if anyone has done a transition for carers who come out of their caring role


CHERYL THE PERIL aww sorry to hear that Mary


Pysie So sorry to hear that, Mary. I do hope he's up and about soon. 

 
Michele that's a good question Tricia 

 
Mary_J Thank you everyone for your good wishes 

 
Mary_J Very good question


Pysie Tricia - yes. Put into your browser carers employment - leandirect - and it should bring up the right page. 

 
Tricia it just seems everyone I ask they don't really seem interested I was starting to think about doing it as a project myself

 
Tricia learndirect has an excellent course which I think might be a starting point

 
susannah prob cos most carers after finishing their carers role have nervous breakdowns 


CHERYL THE PERIL i think carers should have the opportunity of free education and courses available to them

 
Tricia that is how I feel at the moment susannah 

 
liz37 Nice to have something to look foward to Sue 

Pysie I had mine before! 

 
susannah my case manager told me that! 


liz37 Saving mine for a rainy day lol 

 
susannah and some i know say they are excluded from their ex carees life


Mary_J I think the book maybe saved me from the nervous breakdown 

 
susannah by the staff!! 

 
Tricia its almost two years since mam died but am also my son's carer. they were both completely differnt kind of caring roles 

 
mag Therpeutic for you Mary and helpful for others 

 
CHERYL THE PERIL Yes having some kind of interest away from Caring can make a big difference Mary

Tricia mines voluntary work mostly helping other carers

 
susannah back to eating chocolate then
 
liz37 Try national extension college cheryl - they run courses much reduced for carers, got a dedicated lady to run Carers into Education think it's called
  
susannah oh yes i also do voluntary work

 
Tricia with being a single parent not working I can access education classes for free in my area


CHERYL THE PERIL thnx liz jotted that down


Pysie I did do voluntary work - no energy now, though, so I traced my family tree instead. 

 
mag Put the dog out Pysie and have a walnut whip 

 
liz37 Wish I could but only get 2 and 1/2 break a week -Dad doesn't like idea of day centre but i'm working on it -he tried one but it was too noisy for him -he likes quiet 

 
Michele Ok everyone, its time for mary to be leaving us - thanks very much for all your questions and comments and special thanks to Mary for coming in tonight

 
CHERYL THE PERIL yes thnx Mary

 
Kirsten6039 thank you Mary 

 
Pysie Thanks, Mary. 

CHERYL THE PERIL it was lovely to meet you 

 
liz37 Thanks for your advice Mary

 
mag Thanks Mary - will get the book and benefit from your experience and guidance 

 
Mary_J Thanks everyone - hang in there 

 
CHERYL THE PERIL we will

 
Michele If you think of any questions after this, please post them on the discussion board under the title 'Mary Jordan' as she has very kindly offered to answer them


Pysie That's good of her. She sounds lovely. 

 
mag That is so helpful, thanks 


betty boop thank you for your time Mary.............take care 

 
mag Please pass on our good wishes to your husband, Mary 

 
liz37 Same here 

susannah and here 

 
Mary_J left.


Michele Ok good night everyone, I must be off in a minute too - it was great to meet you all! 

 
Pysie Thanks, Michele, Lovely to speak to you. 

 
Kirsten6039 yes, me too (I am from PRTC too). Hope you don't mind my sitting in on the chat 

 
liz37 Course not

 
mag Thanks Michele and Kirsten - lovely to se you both

