Live Chat with Katherine Watts from Alzheimers Society, Wednesday 16th June 2010 

In attendance:

Ewan, online support worker, The Princess Royal Trust for Carers

KWatt-Alzheimers, Alzheimers Society

jeanette, carer

boots, carer

mag, carer

LUCY RHODES, carer

	
	

	
	Ewan joined. 

	
	KWatt-Alzheimers joined.

	jeanette
	Hi Kathrine

	boots
	hi K

	jeanette
	hi Ewan

	boots
	hi ewan

	KWatt-Alzheimers
	Hello everyone!

	mag
	Hello Katherine and Ewan

	Ewan
	Hi there!

	jeanette
	nice of you to come and chat to us Katherine

	KWatt-Alzheimers
	It's a pleasure!

	jeanette
	PRTC have just been on the news

	Ewan
	Yes indeed; greatly appreciated, Katherine!

	Ewan
	Oh, what was the news story, Jeanette?

	mag
	why was that Jeanette?

	jeanette
	closure of a respite centre

	jeanette
	in nottingham

	jeanette
	I think it was anyway

	Ewan
	Oh, there have been a few stories like that around recently::sad

	boots
	on scottish news was fact government is giving carers an extra £1.50 a week

	jeanette
	many more to come too Ewan

	Ewan
	Hurrah, I'm sure the extra £1.50 will go an enormous way…!

	jeanette
	we can have an extra loaf Boots 

	boots
	where r u ewan

	Ewan
	I'm surprised there aren't more people in here, actually– let's hope some more arise in the next few minutes

	mag
	Those of us who get nothing will continue to get nothing

	Ewan
	Sorry, that should have said arrive!

	jeanette
	thats me too Mag

	mag
	yes Jeanette

	Ewan
	boots, I'm one of the Online Support Team – currently working from my home in lovely Yorkshire::biggrin

	jeanette
	lucky you Ewan

	Ewan
	Well, thank you ::laugh

	jeanette
	I liove york

	mag
	Yorkshire really is lovely - we spend many holidays there in another life

	mag
	spent

	boots
	whats a holiday?

	mag
	cannot remember

	Ewan
	Yes, I love it too ::up very privileged to live here I think

	jeanette
	I dont think I could cope without having a holiday break

	jeanette
	country file was about holmefirth yesterday

	boots
	havent had one in 6 years

	mag
	8 years

	jeanette
	errr is that yorkshire or lancashire

	Ewan
	I think West Yorkshire

	boots
	we could do a homeswap for hols

	jeanette
	I am waiting to win the euro lotto then will set up a holiday breaks for carers

	boots
	so K tell us about yourself

	Ewan
	Oh, that's one thing I love about this online work – everybody's different words for things!

	KWatt-Alzheimers
	Okay...I've worked at Alzheimer's Society for a few years now, first as a helpline adviser on our national helpline...

	KWatt-Alzheimers
	and now looking after Talking Point, our online forum. Could you tell me a little about yourselves, too?

	jeanette
	I have a thread on the Alz talking point

	jeanette
	over 8.000 views

	KWatt-Alzheimers
	Really?! So you know the forum then, great!

	boots
	Im Anne live in Scotland care for husband who has damged spinal cord and hardening of veins to the brain, cared for gran with alziemers for 9 years

	jeanette
	yes but unfortunately no one else seems to be in the same position as me . (really I should say fortunately too.)

	mag
	I live in Scotland, look after husband and used to care for mother who had alzheimers

	KWatt-Alzheimers
	nice to meet you anne. I'm sorry to hear about your husband, and your gran too.

	jeanette
	I have a daughter whith L/D and dementia

	KWatt-Alzheimers
	and you too, mag - another carer in Scotland. So you all have direct experience of dementia, then..

	jeanette
	The Alz society doesnt do things for a person with L/D

	KWatt-Alzheimers
	Ah Jeanette: were you in the chat room with me last year? I'm pretty sure you were?

	jeanette
	but have helped me in an E petition to the gov

	jeanette
	I am always where there is any one talking about Dementia ,lol.

	KWatt-Alzheimers
	You're right Jeanette, people with LD and dementia do fall between different services...

	KWatt-Alzheimers
	but I'm glad we were able to help with your petition.

	Ewan
	Jeanette, when you say they don't do things for a person with learning difficulties, you mean that is an actual policy of theirs, or just that there isn't anything on offer?

	jeanette
	we have no dementia services for L/D

	jeanette
	Can only guess the answer Ewan.I think as L/D is so specialised they have always just taken it on board with all the other probs

	jeanette
	but now a lot more are being diagnosed and should be included in the other services

	jeanette
	with the extra dementia money the gov gave,,they did say including L/D

	KWatt-Alzheimers
	I think you're right, there is a lack of focus on people with l/d who have a dementia diagnosis. Arguably there is a similar lack of resources for younger people with dementia in general - real gaps in services.

	jeanette
	there are going to be a lot of people with downs syndrome with it in the near future

	Ewan
	Do you think there is any particular reason for that, Katherine?

	KWatt-Alzheimers
	True Jeanette.

	
	boots left. 

	jeanette
	my daughter is both ..Katherine .young and also with dementia

	KWatt-Alzheimers
	Ewan - I suspect our issue is probably down to lack of resources rather than anything else...

	jeanette
	we have working age group in our city.once agin doesnt include L/D

	jeanette
	I think you are correct Katherine

	jeanette
	but we should get our share of gov money

	KWatt-Alzheimers
	I agree entirely Jeanette. Do you feel you get much in the way of support? Where do you feel the gaps are?

	jeanette
	the only thing we get is good trapite.no day care but one day a week day respite and they have reduced those hours

	jeanette
	respite (sorry)

	jeanette
	I want day care

	jeanette
	dont get Carers allowance either

	mag
	hubby goes to day care - it is for five hours once a week

	jeanette
	like Mag ..am to old

	mag
	not whole day

	KWatt-Alzheimers
	Of course - so apart from one day a week, you are caring for your daughter all the time?

	jeanette
	yes 24/7

	KWatt-Alzheimers
	Mag, five hours once a week doesn't sound like much either - are you satisfied with that?

	jeanette
	she needs everything done appart from feeding herself

	mag
	no but nothing else offered

	mag
	just expected to manage

	KWatt-Alzheimers
	That must be exhausting Jeanette.

	jeanette
	she can walk but doesnt want to leave the house

	KWatt-Alzheimers
	And mag that is really tough too. ::sad 

	jeanette
	so lots of struggles .take her about in a wheelchair

	KWatt-Alzheimers
	is that because she feels uncomfortable or underconfident outside of home?

	Ewan
	Katherine, you must hear a lot of people's stories – are these experiences typical, do you think?

	mag
	very isolating - cannot join any social activity as have to be home for 3 pm when hubby dropped off 

	jeanette
	hard to say why but I think she is frightened outside

	KWatt-Alzheimers
	very much so i'm afraid, ewan.

	Ewan
	::sad

	KWatt-Alzheimers
	that makes sense jeanette. routine and familiarity can be so important to people with dementia...as of course you all know.

	jeanette
	all charities do their best but there is never enough funding

	mag
	Social Work like to sound as if they are helpful but not often doing much about it

	jeanette
	I had to do a self assessment for angela and myself last week

	jeanette
	that seems to be a new thing for carers .Saves SWs lots of work

	KWatt-Alzheimers
	how did you find it? did it take a long time to complete?

	mag
	how did that work Jeanette? Did they supply questions to be completed?

	jeanette
	first time it took about 2 hours but they had sent it via email as read only and lost it three times

	jeanette
	yes Mag

	KWatt-Alzheimers
	sounds frustrating...

	jeanette
	had to keep redoing it

	Ewan
	As if you don't already have enough to do...

	jeanette
	just left the questions I couldnt answer

	jeanette
	I thought that too Ewan.

	KWatt-Alzheimers
	I wonder were carers asked what they thought about self-assessments? ie were they consulted about this initiative?

	jeanette
	our hospital was useless when angela had to be admitted

	jeanette
	I hadnt heard any one say about it

	mag
	I haven't heard about self assessment

	jeanette
	just arrived,but SW did mention it before I received it

	jeanette
	Guess they give them to carers who they think can fill them in

	KWatt-Alzheimers
	I have to say I've not heard about it either. It doesn't sound very practical for people who already have a million and one other things to juggle...

	jeanette
	money and time saving Katherine

	jeanette
	we only have one specialist dementia nurse for the whole of our city

	KWatt-Alzheimers
	...but then perhaps some carers might find it more helpful than having to keep an appointment with a SW, perhaps? Just thinking it through...

	KWatt-Alzheimers
	Really Jeanette? Which city are you based in?

	jeanette
	The SW should visit them in their home Katherine

	jeanette
	birmingham

	mag
	we have had no contact from social work for over 5 years - they have no idea hos hubby's condition is

	jeanette
	there is another one who deals with Dementia L/D with strokes

	jeanette
	would you like to know HOW we got our SW?

	KWatt-Alzheimers
	Oh I know Mag, but still - for some people home visits are still stressful and intrusive, aren't they?

	Ewan
	I suspect there is going to be an alarming story attached to this…

	KWatt-Alzheimers
	Gosh - 5 years mag!

	KWatt-Alzheimers
	Jeanette - I am from just north of Birmingham, I'm shocked they don't have better resources in such a big city. And yes, I'd like to hear how you got your SW...

	jeanette
	We found out where the director of social care and health was going so we went too and sat down at his table while he was having his dinner

	jeanette
	told him we wanted a SW 

	KWatt-Alzheimers
	Fair play to you Jeanette! ::laugh 

	jeanette
	I surprise myself sometimes lolol.

	jeanette
	used to be very quiet and shy

	KWatt-Alzheimers
	Needs must I imagine. 

	Ewan
	That is some bravery! Was this just in a private restaurant somewhere, or at a function?

	jeanette
	No it was at a day centre he was visiting which included him having a meal

	mag
	good for you Jeanette

	jeanette
	My husband had to chase our daughter all around the dining room

	KWatt-Alzheimers
	Blimey! How come?

	mag
	Oh I am beginning to picture the scene

	jeanette
	she was disturbed ,eventually got her to the table and the three of us just sat there

	mag
	not making fun of your situation of course, but the story is amusing too

	mag
	the way you tell it

	KWatt-Alzheimers
	What an effective way to make a point: showing life as it really is.

	jeanette
	I laugh about it too Mag.

	KWatt-Alzheimers
	How long did it take after that to get your SW?

	Ewan
	One thing that has really struck me on this website is how much people are willing to have a laugh, even in some really difficult circumstances.

	jeanette
	I alsio turn up at BCA AGMs and sit directly opposite him. and just say ..you know why I am here

	mag
	often laughter is the safety valve that prevents an explosion, lol

	KWatt-Alzheimers
	Same on Talking Point Ewan: laughter is often very therapeutic, especially for people who can't get out and are feeling isolated, I think.

	jeanette
	14 days Kathrine

	Ewan
	Good grief, I'm beginning to feel sorry for the man ::laugh

	mag
	at least he knows who you are and that you mean business

	jeanette
	I feel a bit sorry for him too lol.

	KWatt-Alzheimers
	14 days - well done ::coolsmile .

	jeanette
	nothing is really happening though

	mag
	lol Ewan, glad you are not in that man's plum job?

	mag
	with huge pension

	Ewan
	well, I'll answer that after I've found out his salary... ::wink

	jeanette
	I metioned hospitals cant cope with dementia patients

	mag
	his salary will be what we all dream of having

	jeanette
	well ours couldnt

	jeanette
	but very sleepless nights for him ...mmmm and me too and guess you too Mag?

	mag
	true

	Ewan
	psychiatric hospitals, or “normal” hospitals?

	KWatt-Alzheimers
	Again i agree jeanette...sadly...Alzheimer's Society has been doing quite a bit of work around hospital care for people with dementia.

	jeanette
	normal hospitals

	KWatt-Alzheimers
	do links work in here?

	jeanette
	we had the most horrifying time only a few months ago

	KWatt-Alzheimers
	what happened jeanette?

	Ewan
	I don't think they do, Katherine.

	jeanette
	my daughter caught norovirus or a very similar bug ,sge was very ill and had to be admitted.I caught it too and they said I had to stay and care for her

	jeanette
	they expected me to sleep in a hard backed chair

	KWatt-Alzheimers
	oh...well, if you go to the as website, and type in 'counting the cost', you'll come to a report we did on hospital care for people with dementia, and some publications we produced around it.

	mag
	Jeanette I know that we have chatted lots of times over quite a few years now on PRTC. It is so sad that you are still struggling for appropriate help

	KWatt-Alzheimers
	that's dreadful jeanette. how long was your daughter in hospital for?

	jeanette
	will look for that Katherine.

	jeanette
	late sunday night til late thursday evening

	jeanette
	they never came in to help me with her atall

	KWatt-Alzheimers
	that must have been absolutely exhausting - both mentally and physically.

	jeanette
	only took her TPR and put up the drip

	jeanette
	we have a sevice called health facilitation and they should have been notified

	jeanette
	but they where not.

	
	LUCY RHODES joined. 

	jeanette
	Hi lucy

	KWatt-Alzheimers
	the quality of care for people with dementia on mainstream wards is sadly not good, for many people. Lots of similar stories to this on talking point...

	KWatt-Alzheimers
	Hi Lucy!

	jeanette
	they kept her on a holding ward

	Ewan
	Hi Lucy – nice to meet you! You're just in time for the last 10 minutes of Katherine, our guest from the Alzheimer's Society

	KWatt-Alzheimers
	hopefully not the last ten minutes of me full stop...just on here!

	jeanette
	lol Katherine

	Ewan
	Ha ha, sorry, that came out a bit wrong!

	LUCY RHODES
	Hi everyone

	jeanette
	are you a carer of someone with a dementia lucy?

	LUCY RHODES
	yes my mum

	mag
	sorry folks - got to go now. thanks for chat everyone - goodnight xx

	KWatt-Alzheimers
	I'm sorry to hear that Lucy.

	KWatt-Alzheimers
	Bye Mag - and thanks for coming along!

	Ewan
	okay mag – nice to talk to you tonight! Tata

	jeanette
	bye Mag take care

	
	mag left. 

	KWatt-Alzheimers
	Was there anything you were particularly interested in chatting about Lucy?

	jeanette
	do you get a good service for your mom lucy?

	LUCY RHODES
	well I am new to this chat, mum as been ill for 4yrs and i get some help but just plod a long

	KWatt-Alzheimers
	i'm pretty new to chatrooms too...Do you care for your mum at home Lucy?

	LUCY RHODES
	mum lives alone and i call every day

	jeanette
	What type of dementia does she have Lucy? do you know?

	KWatt-Alzheimers
	do you live nearby or are you caring from a distance? Sorry for all the questions!

	LUCY RHODES
	she lives just 5 miles away

	Ewan
	Still, though, it's a fair extra chunk of time from every day.

	jeanette
	I was thinking that too Ewan

	KWatt-Alzheimers
	I see...Is she happy living on her own? Lots of people with dementia manage pretty well on their own actually, but I imagine it must still be worrying for their relatives.

	LUCY RHODES
	well she says so but thats what i find difficult knowing if she mrans what she says !

	KWatt-Alzheimers
	Of course...and I suppose even if she means what she says, her perception of how she is coping might be different to yours, say. It's good that she's still managing at home though. Do you have much in the way of support services?

	LUCY RHODES
	carers go each night to hopefully give her the tablet so this takes pressure of me.

	jeanette
	what tablet is that lucy?

	KWatt-Alzheimers
	thats something at least Lucy. It doesn't sound like much though.

	LUCY RHODES
	acept ! ?

	KWatt-Alzheimers
	ah - Aricept. Important that your mum takes it at the right time each day, then.

	jeanette
	my daughter was on exalon but taken off it now,

	KWatt-Alzheimers
	was it not working well jeanette?

	jeanette
	dont think they could tell.

	jeanette
	its very hard to work out which of her 'illness's are causing the problem

	jeanette
	she was only allowed it because of being in a research program

	jeanette
	then the gov said people with L/D should have one of the drugs if needed

	KWatt-Alzheimers
	that must be frustrating and worrying jeanette, if the doctors are not sure what is causing the problems your daughter's experiencing...

	LUCY RHODES
	yes but she is can be sly and not take them i find them all over the place

	jeanette
	Alz society did something and met the gov 

	KWatt-Alzheimers
	I've heard a few people reporting similar problems Lucy. Does your mum understand what the tablets are for, or is she just resistant to taking anything?

	KWatt-Alzheimers
	yes, we've done a lot of work around fairer access to the Alzheimer's drugs, Jeanette. Well, when I say 'we' I mean our campaigns team!

	LUCY RHODES
	who knows its difficult to know what she understands

	jeanette
	I know there where lots of complaints about L/D not being allwed the drugs

	jeanette
	I always had to get them from her specialist.could not get them off the GP

	jeanette
	dont know how they where payed for.

	KWatt-Alzheimers
	yes, GPs can't prescribe the Alz drugs Jeanette - only consultants.

	Ewan
	Everyone, I don't want to cut you off in the middle of all this, but Katherine had better be going soon… I'm aware that we only asked her to come along until 8pm and it's nearly quarter past!

	jeanette
	my worry is that I know there must be others like my daughter out there but not being diagnosed

	KWatt-Alzheimers
	Sorry - partly my fault for letting things run on - but I need to make a move, too...

	jeanette
	Yes Ewan Katherine has been really kind staying so long

	KWatt-Alzheimers
	I can understand you worrying about that possibility Jeanette - it's sad to think there are others missing out on support and services.

	LUCY RHODES
	thanks for the chat bye

	Ewan
	I hope it's been of some use talking to Katherine today– always good to have somebody around who understands :-) – so thank you again, Katherine, for coming tonight.

	jeanette
	Even better knowing she knows my city

	KWatt-Alzheimers
	Lovely to meet you all, take care

	KWatt-Alzheimers
	I know Brum well yes!

	jeanette
	thank you for your time and patience Katherine .much appreciated

	Ewan
	I've really enjoyed seeing a few of you again today too – no doubt I shall see you on the discussion boards before long!

	KWatt-Alzheimers
	Okay - enjoy the rest of your evening folks. Bye!

	
	KWatt-Alzheimers left. 


