Live Chat with Susan Allison from MS Society, Wednesday 16th June 2010

In attendance:

Susan Allison (Sue_MS Society), Strategic Lead for Carers at MS Society

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

debzsanderson, carer

sue61, carer

laurakel, carer

LynneD, carer

Elephant, carer
	
	Sam_S joined. 

	
	debzsanderson joined. 

	Sam_S
	Hi there Debzs!

	Sam_S
	I had a feeling we might see you here tonight ::smile 

	debzsanderson
	hello

	debzsanderson
	lol-wonder why??!!

	Sam_S
	Not sure if I've met you before in here? I'm one of the online support team anyway....

	Sam_S
	I know ::wink 

	Sam_S
	how's your day been today?

	debzsanderson
	not good- o/h not good

	Sam_S
	that's Mark isn't it?

	debzsanderson
	yes-I went to gp yesterday and burst into tears

	Sam_S
	aw, how did they respond? Do you have a good relationship with your g.p?

	debzsanderson
	hes really good-think I worried him though as he asked me to fill in a form with questions about how I feel, sleep etc

	debzsanderson
	I just feel like things have got out of control

	Sam_S
	well it sounds like he took you seriously and is going to try to do something to help, got to be a good thing ::smile 

	
	Sue MSSociety joined. 

	Sam_S
	How long have you and Mark been married? Am I right in thinking you're both quite young?

	debzsanderson
	yes-I have to go back again

	Sam_S
	Hello there Sue!

	debzsanderson
	hello sue

	Sue MSSociety
	Hello everyone

	Sam_S
	Sue, meet Debzs, Debzs, meet sue ::laugh 

	debzsanderson
	lol-hi

	Sue MSSociety
	hi there - ohhh scarey1

	debzsanderson
	thought I would get a good "seat" !!

	Sam_S
	Sue, nice choice of avatar there, I rather like that one too!

	Sam_S
	haha, I like your style Debzs!

	Sam_S
	So, is the sun shining where you both are today?

	Sue MSSociety
	I must have been feeling a bit whacky when I chose that one!

	debzsanderson
	its lovely down here-I'm near Brighton

	Sam_S
	ooh, the seaside, you lucky thing! Do you get to go much?

	Sue MSSociety
	I am in Suffolk and its a lovely evening too

	debzsanderson
	no-live in a small village but always say near Brighton as that lets everyone know the area I live near

	Sam_S
	ah yes, I live in a small town in Herefordshire but always end up saying "near the border of South Wales"!

	Sam_S
	Ok, so whilst we're waiting to see if anyone else is coming Sue, would you like to maybe tell us a bit about what your role is at the MS society?

	Sam_S
	*Society, sorry!

	
	sue61 joined. 

	Sue MSSociety
	I am sure you will see a few typo's from me so please forgive! I have been with the MS Society for 8 months and my role is UK wide with the main aim to consult with Carers and then write astrategy for carers in the mS Society

	Sam_S
	Hello Sue, welcome! Sue (MS Society) is just telling us a bit about what she does for them...

	debzsanderson
	hi sue

	Sam_S
	And Sue, I'm one of the online support team here ::smile 

	Sue MSSociety
	Hi Deb

	sue61
	hi everyone

	Sue MSSociety
	Hi there 

	Sam_S
	So, let's open the floor for questions so to speak! Has anyone got anything they'd like to ask Sue?

	debzsanderson
	got a cure?? lol 

	Sue MSSociety
	If only! but I do know that there is a lot of activity within the research dpt at the moment

	debzsanderson
	my partner is on LDN

	Sam_S
	haha, top question there Debzs!

	Sam_S
	What's LDN Debzs?

	Sam_S
	Sue61, do you care for someone with MS too?

	sue61
	my partner refuses to take any medicine for ms

	debzsanderson
	low dose naltrexone - given free to help heroin addicts but for ms it is normally only available privately -it helps with spasms

	sue61
	my hubby has had it for 18 years and is doing well

	Sue MSSociety
	I am glad that you could answer that question debz - I do not have a lot of experience and knowledge about MS my background has been in family support so I am learning fast!

	debzsanderson
	Mark was diagnosed in 1993 aged 28 and he is not doing well. He has primary progressive now

	
	laurakel joined. 

	sue61
	my hubby has the same debz

	Sam_S
	So your main role is to support the carers themselves SueMSSociety?

	sue61
	hi laura

	debzsanderson
	no probs sue-got quite good with medical stuff - I do all marks medical stuff icluding catheters

	
	laurakel left. 

	
	laurakel joined. 

	Sam_S
	Hi there Laurakel, I'm one of the online support team here, Sue is our special guest from the MS Society 

	debzsanderson
	revolving door syndrome with Laura!!

	Sue MSSociety
	Yes - at the moment the society provides some very good written info for people with ms and their carers but most of the support is proveded by the MS Branches

	sue61
	lol debz

	Sue MSSociety
	Hi Laura

	sue61
	i dont get any help because i work full time and i dont get that at all

	Sue MSSociety
	That seems so unfair - its so hard balancing work as well

	debzsanderson
	we get Direct payments which is so good-couldnt cope without the extra help it buys

	sue61
	i am a support worker so i love that but no help at home

	Sam_S
	So how do the local branches work Sue? What kinds of support do they offer?

	Sue MSSociety
	As more people are getting DPs they feedback that their quality of life is so much better

	debzsanderson
	it means we get to chose who comes in our home and when they come

	sue61
	thats good debz

	Sue MSSociety
	It has been difficult to really get the full info on how much support Branches give and this is my top priority to find out. Some have Carers Support officers and others have support officers that work with all queries.

	Sam_S
	Laura, do you care for someone with MS?

	Sam_S
	So each branch is fairly individual Sue? They all do different things?

	debzsanderson
	I must admit I dont really have a lot of contact with the ms society-we are emebers but I tend to use the carers support more-I get a monthly phone call from the same person 

	Sue MSSociety
	Yes each Branch is different some with large numbers of members and others with less. They do have some brilliant services though

	sue61
	i dont have contact with ms society either

	Sue MSSociety
	Do you go on to the Website?

	debzsanderson
	yes-and get the newsletter

	Sam_S
	that's really interesting! I'd always assumed that if people had specific illnesses in their lives that they'd go to the relevant organisation for that illness, but you find general carers' groups more helpful?

	sue61
	i do yeah but then when i question anything im told that because i work i am being penalised and wont be helped

	debzsanderson
	I need more support than mark-I suppose its because I am a more emtional person and nned more help that way

	sue61
	i am ok about financial help but the odd call would help me a lot just to know im not on my own

	debzsanderson
	you can get one from carers support sue

	Sue MSSociety
	The Newsletters are really good and have lots of info some very new ideas etc. Its worth being a member just to get that I think

	Sam_S
	that's not very helpful of them Sue61!

	sue61
	i dont know how to do that. i am the same debz, very emotional

	Sam_S
	Debz, when you say "carers support" - is that a local organisation in your area?

	debzsanderson
	sam is there a link on this site for carers supoort?

	sue61
	that would really help me because everyone thinks im superwoman and im not, i need someone to talk to who understands

	laurakel
	HI everyone . yes i do care for my father-in -law and have done for over 8yrs since my mother in law died.i must admit i realy do not think the ms society realy understand the pressure carers are under

	debzsanderson
	carerssupport.org.uk

	sue61
	thanks debz

	Sam_S
	ah, thanks Debzs, we'll take a look at it tomorrow if that's ok?

	debzsanderson
	just glad if I can help-taken me some time to get all the help I get

	Sam_S
	Sue61, I think many carers feel that pressure to be some kind of "supercarer" ::rolleyes 

	Sue MSSociety
	In my experience, the support you can get from your local carers centre is really good - they can also keep you up to date with whats available and they have lots of experience of benefits and financial bits

	sue61
	exactly right sam, but we are human after all

	Sam_S
	yes, most carers centres do have someone there who can advise and help people through the maze of benefits entitlement.

	Sam_S
	Though from what you're saying the emotional support is just as valuable?

	debzsanderson
	Mark is really scared if I wasnt here (think hes scared I might leave him) that he would have to go into some sort of a residential home

	sue61
	same here, he asks what time ill be home from work

	debzsanderson
	nights are the worse - up at least 3 to 4 times a nightt o turn him over

	Sue MSSociety
	Laura - I do agree with you that there isn't always that support there for you at the MS Society - it really does feel a bit hit and miss which isn't good enough. My role has been put in place to meet this need. I aim to develop carer support at every Branch and that the website has better info on it as well

	sue61
	my hubby has just started standing again with a lot of help but was told he would never do that again

	debzsanderson
	Brilliant news sue

	Sam_S
	oh that's great news Sue. Sounds like a big task though!

	sue61
	it is and my knees and feet are bothering me but it helps him. he is a fighter , thank goodness

	Sam_S
	What kinds of support would you all like the MS Society to be offering to carers?

	Sue MSSociety
	I know that we don't have enough people tyo really offer a top notch service but I really believe in working with partners and I aim to try to link each Branch with its local carers centre

	Sam_S
	that sounds brilliant!

	sue61
	do we have a local centre

	laurakel
	Once again Sue the support is being passed onto the volunteers at branch level at the same time the society are cosing our respite homes

	Sam_S
	a local carers centre Sue61?

	debzsanderson
	I have always said that newly diagnosed people should be given a booklet to read at a later date. It should tell them about benfits-plus the telephone numbers. It should have useful websites.

	sue61
	why are the homes being closed

	Sue MSSociety
	Your question Sam_S is just the one I wanted to ask - I need to hear from carers what they would like us to provide and have available for them

	sue61
	yeah sam

	debzsanderson
	We have had such a battle to sort things out-by accident discovered how to get a radar key for example!!

	Sam_S
	that's a great suggestion Debzs..... ::smile I can see how useful something like that may be.

	laurakel
	we want our respite homes kept open

	sue61
	radar key, what is that

	debzsanderson
	for disabled toilets

	sue61
	oh ok

	Sam_S
	Sue61 - you can either search for a carers centre on our website, using the Find Your Local Centre function on the home page..............

	sue61
	well obviously we need more information

	Sam_S
	or you can do an internet search for "carers" and the name of your nearest town or the county you live in....

	debzsanderson
	you can get one free from your local council office

	sue61
	thanks sam i will do that later on

	laurakel
	few days before cares week ms society announce respite homes to be clo sed that was nice timing not much to help us there 

	Sue MSSociety
	Sorry if I am being a bit slow with the old typing here - i will catch up! ::biggrin The MS Society Board made the decision last week use their resources differently so as to support a larger number of people acess breaks that are more personally made for them. They are not going to c;lose the homes now, they (sorry we) are going to transfere our services to another provider and we have just started that process. If we cant find someone to take them over they will then have to close at the end of 2011

	sue61
	thanks for your help everyone but I need to feed hubby dinner. I will look online later tonight. Thanks Debz for info.

	debzsanderson
	your welcome

	Sam_S
	Bye Sue61, nice to meet you!

	
	sue61 left. 

	Sue MSSociety
	Bye sue - thanks for the chat

	Sam_S
	Sue, thanks for the reply on that. As is often the case, it's how to spend minimal resources so the most people can benefit.... ::huh 

	Sue MSSociety
	that is exactly right - we have recently undertaken a consultation with people who have ms and their carers and we have learnt so much from that feedback. Personalisation is here to stay and people would like us to help them find different sorts of breaks and to have financial help from our grants scheme

	laurakel
	and how are they going to do this Sue ?as they have not explained and why ? when the response to the consultation by ms members was that ms repite homes were what they wanted and were best for care and quality

	Sam_S
	I guess it's always going to be a difficult balance and homes are probably one of the most expensive resources I guess?

	debzsanderson
	perosnally mark wouldnt go to a respite place - he is scared that othe people wont be able to do htings like he wants them

	Sam_S
	Debzs, so do you get any time out at all?

	Sam_S
	what about having someone come to sit with him at home so you can get a break?

	Sue MSSociety
	The Respite Care Centres cam out as being of the highest quality and the staff were very highly praised for their support and knowledge, but people said that although they were great, if they were given the choice and money in their hand they would not choose to go to them

	debzsanderson
	yes-when marks PA is here I try to go out if I'm not too tired

	debzsanderson
	mark likes PA rather than carer as a title!!

	Sam_S
	ooh, I can see why, who wouldn't want a PA ::laugh 

	laurakel
	actually Sue that is not what they said i have the documents here . and as for money in your hand people pay upto 1100 to go into respite. 

	Sam_S
	Sue, as I'm guessing it wasn't you who made the actual decision on the care homes situation is there anyone at the MS Society who's more directly involved that LauraKel can contact directly?

	Sam_S
	Laura, this is obviously something you feel pretty strongly about ::smile 

	laurakel
	sam the chief exec already knows will all be in papers this week

	Sue MSSociety
	The Society do support the Centres financially every year and have been happy to do so, but when we received the consultation feedback they felt that they had to try and enable more people to have a break in a place of their choice. just under 1400 people used the Centres last year and as there are upwards of 100,000 people with MS in the Uk it wasn't equitable. If you live near a Centre you are advantaged but if you live in some parts of England or Wales Northern Ireland and Scotland there was nothing available to you

	Sam_S
	ah, that makes a bit more sense. 

	Sam_S
	Laurakel, so you've already been in contact with the relevant people at the MS Society to let them know your views on this?

	debzsanderson
	I know they are good places but unfortunately we arent near enough to one-we pay for a private physion to help Mark at a cost of £55 a session

	debzsanderson
	*physio

	laurakel
	with 100000 people with ms only 2000 were asked for their thoughts and there are 4 centres all ran at nearly full all year

	Sue MSSociety
	No it wasn't me who made the decision and Laura is right about Simon and the Board - the decision was made Wednesday afternoon and the news was embargoed until all staff at the centres had been told and then it was in the papers and on the website Thursday afternoon. I forgot to say the at the Centre in Scotland is closing in November this year because we don't own it so we cant transfere the service.

	Sam_S
	Gosh Debzs, that's expensive isn't it? is it worthwhile though?

	
	Lynne D joined. 

	Sam_S
	HI there Lynne, welcome to the chat!

	debzsanderson
	yes -its a neuro physio

	Lynne D
	good evening everyone, to late to catch a cold as usual xxx

	debzsanderson
	hi Lynne

	Sam_S
	Sue is here from teh MS Society in her capacity as carers lead for them.

	Sue MSSociety
	Hi Lynne

	Sam_S
	better late than never Lynne ::wink 

	Lynne D
	hi sue

	laurakel
	leuchie in Scotland is amazing . shame. on the society hope the newspapers can stop this happening

	Sam_S
	Lynne, do you care for someone with MS?

	Lynne D
	is that a respite place laurakel

	Sue MSSociety
	The problem is we don't have the adresses of all of those peiople - we sent out to a % of people who were members, put it on our website and asked other organisations to publisise it as well. Every guest that had visited the Centres the previous year were sent them and while guests were at our centres they were encouraged to fill them in

	Lynne D
	no sam, i have MS

	debzsanderson
	I have been caring for eight years now-no respite at all except the time I have when someones here during the day

	Sam_S
	Oh sorry Lynne, I did know that!

	Sam_S
	wow Debzs, that must take its toll on you ::sad 

	laurakel
	40000 people you must have the names of as they are all members of the ms society recieving ms matters

	Lynne D
	lol dont worry sam, a lot dont, a lot dont realise a wheelchair person can actually have to be a carer unfortunatly

	debzsanderson
	I miss being spontaneous

	Sam_S
	Yes, so you're in dual roles then Lynne?

	Sue MSSociety
	That is such a long time to go without having a break - do you have any other family who help out Debz?

	Lynne D
	lol sam, i see life from both sides of the coin so to speak

	debzsanderson
	I am waiting to here about DLA for myself - was worried about it affecting my carers money but was told it wouldnt as long as I dont get high rate dla!!

	Sam_S
	the system is just so complicated isn't it Debzs...........

	Lynne D
	yes debs, that annoys me, i am not allowed carers allowance because of the high rate DLA

	Sam_S
	Sue, does the MS Society have benefits advisors?

	debzsanderson
	I really doubt I will get high rate as I can still walk and do stuff for myself

	
	elephant joined. 

	Lynne D
	i asked for them to put me down to middle rate, as it meant although i lost some, i would gain more........ if that makes sense, but they wont knock me down to middle rate

	Sam_S
	Hi there Elephant, Sue's been here as our guest from the MS Society for the last hour..........

	Lynne D
	hi elephant

	Sue MSSociety
	The Help Line does take calls about benefits and will get more information for people too. 

	elephant
	Hi, just thought I'd drop in. hello

	debzsanderson
	the CAB are brilliant - they helped me

	Sam_S
	Elephant, do you care for someone with MS and if you do is there anything you'd like to say to Sue about what the MS Society can do to support carers?

	Sam_S
	that's good to hear debzs ::up 

	Sue MSSociety
	Hi Elephant 

	elephant
	no I care for someone with anxiety and depression who uses cannibis...

	Lynne D
	Benefits get so complicated 

	Sam_S
	Elephant, that sounds as though it could be pretty stressful for you..... ::sad 

	Sue MSSociety
	I still think it is worth the wait going to CAB they really are so good and they can take up your case for you too - they help with all the jargon and to help you put things down in the right way too

	Sam_S
	Ok, so we have to wrap things up in a mo, any last minute requests for what else the MS Society could do for carers (apart from the crucial respite issue of course Laurakel)

	elephant
	yep, don't want to hijack your discussion about MS though

	Lynne D
	the ms centres are so expensive though it is off putting

	debzsanderson
	yes sam-work woith the specialists and make sure all newly diagnosed people get information to help them wade through benefits and where to get help!! ( I know I said it befor but it is important!!)

	Sam_S
	Thanks Debzs, that is a very good point and Sue, one you can take forward?

	Sue MSSociety
	This has been part of the problem really Lynne - because they cater for people who hav ethe highest dependancy needs, that are highly staffed both in numbers and with experienced staff too. The staffing socts are the highest element. Local Authorities are struggling to pay the fees as they are so high. 

	Lynne D
	with me sue, if i applied for respite for myself, then because i am a carer to my son, i run the risk of the social services taking him off me

	Sue MSSociety
	Thanks Debz - I totally support what you are saying and I will make your views heard

	Lynne D
	what they say is if i actually need respite, then i am not capable of caring for jonathan catch 22 really

	debzsanderson
	thank you

	laurakel
	they could care put more money into research and less into highly paid staff that only tell us to get leaflets respite care homes were nearly always full they are needed 

	Sam_S
	oh Lynne, that's a terrible position for you to be in...

	Sue MSSociety
	Lynne do you have a Social Worker who you know well?

	laurakel
	are you a member of the ms society Lynne

	Lynne D
	no - i have just had one call to slash my direct payments absolute big time

	Sam_S
	oh no Lynne ::ohmy 

	Sam_S
	Can you appeal?

	
	elephant left. 

	laurakel
	lynne why did they do that? i deal a lot with ss and dp fight it

	Lynne D
	laurakel no i am not a member of ms society, 

	Sam_S
	So, we need to wrap things up now everybody.

	Sam_S
	Sue, thank you so much for coming along, I hope this has been of some use in taking carers' issues forward in the MS Society?

	Sue MSSociety
	Oh no - It feels like you really need someone to help you get your views and needs over - have you ever thought of an advocate? (not that I think you are not capable of getting your point over - its just that sometimes it can help if someone else is saying it other than you)

	Lynne D
	they want to put jonathan in a home and they are wanting to put me in a home, i wont allow it, i think they are going to try and make life so difficult i will end up failing 

	Sue MSSociety
	Thanks everyone - it has been very good to hear your views - please can I come back soon?!

	Sam_S
	what a terrible situation Lynne, certainly seems as though you need someone in your corner fighting for you and Jonathan ::sad 

	Lynne D
	they are going to cut my care to 7 hours a week, half an hour to get me out of bed and into bed

	laurakel
	take care everyone my heart goes out to you all Lynne do not let this happen 

	Sam_S
	Anytime Sue, anytime ::wink 

	Sue MSSociety
	Bye everyone 

	debzsanderson
	bye sue

	Sam_S
	Bye Sue, and thanks for coming!

	laurakel
	get them to asses your needs this is not right

	Lynne D
	sue thank you for coming, i am sorry i was so late, as you know memory problems is part of MS and i am sticking to the excuse :)

	laurakel
	should say assess sory

	Sam_S
	And it was very nice to meet those of you I've not met before ::smile 

	Sam_S
	if any of you ever have specific issues you think it'd be good to have a hosted chat on then please do email us at support@carers.org with your ideas!

	
	Sue MSSociety left. 

	Sam_S
	Sue, to leave just click the button with the four red arrows on it ::laugh 

	Sam_S
	ah, she found it!

	Lynne D
	ha ha ha ha ha 

	Sam_S
	Right, my tea is done apparently so I'll be off too.

	debzsanderson
	sam-just realised that carers support address is just for sussex that I put in here earlier-sorry!!

	Lynne D
	enjoy sam, take care xxx

	Sam_S
	Good night all and hope your week involves lots of sunshine and a little bit of rest for you all ::smile 

	Sam_S
	ah, ok Debzs, thanks for letting us know.

	Sam_S
	bye folks,

	
	Sam_S left. 


