MS Society Hosted Chat with Anita Rose, Thursday 13th November 2008
In attendance:
Anita Rose, Clinical Psychologist at the MS Society's Walton Centre.
Sam Butler, Online Editor, The Princess Royal Trust for Carers

Sam Symington, Online Youth Worker, The Princess Royal Trust for Carers
Carers:

debzsanderson

ColinB
Donalt

zephyr1
doug

Lynne D
debzsanderson joined.

Sam_B 
Hey debz!

Sam_B
 
How are you today?

ARose joined.

Sam_B

Hi Anita, welcome to the chat room!

debzsanderson
ok thanks-you?

ARose

Hi there

Sam_B

Not too bad thanks. Today we're having a hosted chat with Anita Rose 
from the MS Society!

debzsanderson
I know-partner has ms

Sam_B

I think we'll be joined shortly by some more regulars, a lot of people are still finishing tea around this time!

ARose

Actually to be totally correct I work in the NHS but also provide consultancy etc to MS Society!

Sam_B
 
::blush oops

ARose

I was panicking I would be late - just walked in from work :)

Sam_B

You're actually a little early!

ARose

That's good

ARose

Sorry didn't say hi to Debs

ARose

So Hi

debzsanderson
I am hoping katew might come

debzsanderson
her husband has primary progressive ms and hes now in a nursing home-hes 42 and only had it two years

ARose

That must be difficult for her - you mentioned your partner has MS too?

debzsanderson
yes sp

debzsanderson
hes not doing well at all now-totally reliate on me 24/7

ARose
 
that must be very hard on you - do you get any help?

debzsanderson
we get direct payment which pays for a bit of respite but nigths are the worse

ARose

what do you find hard about the nights?

debzsanderson
mark needs to be turned and there is also the toilet visits........I get so short tempered and its starting to really affect our relationship

Sam_B left.

Sam_B joined.

Sam6197 joined.

Sam6197
Hello!

debzsanderson
hi sam

Sam6197
I'm one of the youth workers from YCNet, hope you don't mind me coming along?

ARose

I can really understand that - what do you do to look after you?

ARose

hi sam

debzsanderson
I come on here!!

debzsanderson
I cant leave him at all so its kind of imprisoned us both

ARose

That's brilliant - I didn't know this existed until I was asked to come here - I will be encouraging all my MS carers to find here

Sam6197
debz, is it your partner you care for?

debzsanderson
its not fair for me to continually let mark know how bad I feel cos its not his fault he has ms

ARose

That is one of the most difficult pasts of MS - it affects the whole family

Debzsanderson yes sam - he has sp ms

Sam6197
sorry for my ignorance, what's sp MS?

debzsanderson
secoundary progressive multiple sclerosis

Sam6197
thank you ::smile

debzsanderson
your welcome

ARose

You are right it is not his fault but it is important you are also honest about how you feel as well

debzsanderson
I knew nothing about ms six years ago then I met mark and you learn very quickly

Sam_B left.

Sam_B joined.

ARose

unfortunately you do

Sam_B

Right I'm finally back!

ARose

Did you know he had MS when you met him?

Sam6197
Hi SamB.

debzsanderson
yes-met him on icq chat-I lived in Yorkshire and he is down here near Brighton

Sam_B

Yikes, had to do a Force Quit with my browser. Hopefully that'll be the last of the technical gremlins for tonight!

debzsanderson
good luck Sam-hope you stay with us!!

Sam_B

hi SamS, haven't spoken to you this evening. How are you?

ARose

Brighton - I so miss it :( lived very near there for a long time until we moved up north

debzsanderson
I live outside in a village

Sam_B

Thanks Debz. Sorry about that!

Sam6197
fine thanks SamB!

ARose

Debs - can I ask whether you have had any support/help for yourself and you as a couple where you live?

debzsanderson
I have a call form the carers once a month apart from that I just leave a day at a time

ColinB joined.

debzsanderson
I do all his personal care and thats what hurts the most

ARose

Sorry wasn't very clear - I guess I was asking whether you have had any counselling etc

Sam6197
A - can I ask, what support tends to be available to families with MS? is there a general rule of thumb on what they can expect?

debzsanderson
I dont get counselling

Sam6197
Hi Colin, I'm Sam, one of the workers from our site for young carers - YCNet. I've come to this out of interest ::smile

Sam_B

Hi Colin. How are you doing. Good to speak to you earlier. ::smile

ColinB

hi sam..pleased to meet you..i've come for same reason

ColinB

hello again samb

Sam_B

As I'm sure you know Anita Rose is joining us for our hosted chat about caring and MS.

ColinB

ys i saw..hello anita

Sam_B

I hope hal will be able to join later.

ColinB

hope so too

ARose

On a psychological level According to the NICE guidelines - a person with MS should expect assessment and intervention around mood related issues e.g. depression and also assessment and intervention around cognition - I bleieve this should include the whole family network however as you probably know this is not the case in many parts of the UK and also the NHS/Government places more and more restrictions on interventions due to waiting list targets so often pwMS and ceratinly their carers will not get what they should

ARose

Sorry long answer - hope it makes sense :)

debzsanderson
Mark has no follow up help-hasnt seen a specialist in about 12 years even when we asked-just has the ms nurse sent

Sam_B

So is it a case of a 'post code lottery' or is there a pattern to it?

ARose

The NICE guidelines also cover the physical aspects of MS as well but again I believe support is very sketchy

debzsanderson
we just ry and "fix" things as they come up

ARose

I am not supposed to use the term - but yes I believe it is a postcode lottery

Sam6197
so, if a family doesn't appear to be getting any support, how do they go about getting some - whose door should they be knocking on first so to speak?

ARose

Do you have an MS nurse - debs?

Sam_B

Are the NICE guidelines readily available online or as a leaflet?

ColinB

there will be patterns i would think sam, on regional levels at least

debzsanderson
seen ms nurse twice but she is so over stretched

ARose

If you go to the MS Society Website theya re there also dept of health website - just google it

Sam_B

Thanks Anita.

Sam6197
that's useful Anita, thanks.

debzsanderson
she did help when mark was bed bound and I rang her in tears as Mark couldnt get to the loo let alone do anything else

ARose

Mark should recieve folow-up from consultant

debzsanderson
he doesnt

Sam6197
Colin - do you care for someone with MS too?

ARose

that must have been so difficult for you - I am glad she came

ColinB

no i dont..it is arthritis that blights our lives here

Sam6197
ah, ok Colin

debzsanderson
she arranged for a social worker and ot to come-they came in the space of 2 days

debzsanderson
thats how we found out mark could get direct payments

Sam_B

Colin, have you had a similar experiences with treatment for the person you care for? It does seem to vary a great deal.

Sam6197
Can anyone get direct payments or are they means tested?

ColinB

it varies drastically here, even on a hospital by hospital basis within same health board

debzsanderson
direct payments are on a 1-5 scale for each question about looking after yourself etc

debzsanderson
its seperate from disability money

ARose

That's "quick" - the sad thing I think is that it takes a crisis to get help at times. One thing the MS society is really working on this year and I have been inolved in the working party is the issue of pallative care and setting up services to support people like Mark - when they need it but they would also be known to a service so could move in and out as needed - it is to be for physical and psychological care for the whole unti i.s person with MS and family - do you think this is something you would find of benefit?

ColinB

i also have the personal opinion that the other differences between different parts of UK should be ironed out

debzsanderson
mark is so subborn about who cares for him etc

Sam_B

Colin, so it sounds like it's a case of trial and error, seeing where you can get the best kind of help for you and the person you care for..?

ColinB

yes it is

Donalt joined.

Sam_B

Yep, sounds fair Colin.

ColinB

partly why i found myself on here to be honest..trying to figure out all the ins and outs

ColinB

hello donalt

Sam6197
Hi Donalt ::smile

Sam_B

Hi Donalt! Welcome to our hosted chat with Anita Rose whose taking questions on caring for someone with MS.

Donalt

Hi All

ARose

Colin as a health professional i totally agree and that is why outside of my clincal work I work with the MS Society

debzsanderson
its sad that often it takes a crisis to get the proper help you need and deserve

Sam_B

Very true debz.

ColinB

its good that you and others do that anita..we fight as best we can..but without the professionals we are limited

Sam_B

How are you today Donalt?

Donalt

We are going to have an unusal problem soon.We have to temporarily movefrom our flat due to damp problems and the housing assn.have to rehouse us.Major probs.witha disabled perdon.

ARose

Debs I totally agree and I would like you to know much of my clinical work is fighting for people like you to get what they deserve - not even going to use the word "need"

debzsanderson
thanks-much appreciated

zephyr1 joined.

ColinB

hiya zephyr

debzsanderson
My parrents are travelling down from yorkshire tomorrow and we marks mum and sister I will have the whole day "off"

zephyr1 left.

zephyr1 joined.

Sam6197
Hi Zephyr

zephyr1
hi soory didnt see any yxt

zephyr1
txt

Sam6197
that sounds tough Donalt, hope it goes ok...

zephyr1
im new to this

Sam_B

Sounds tough Donalt. Moving is stressful at the best of times.

Sam_B

Hi zephyr, how are you?

Sam_B

I think that was the old 'rotating door' playing up again! ::laugh

zephyr1
im ok its really good having a chat room and discussion boards etc

ColinB

lol

Donalt

Yes the problem is the stress is making my wifes condition worse and the worry of where were going.

zephyr1

not a fast typer..sorry

ColinB

you will soon be just as bad as rest of us zephyr

Sam_B

Yep, the chat room and discussion boards are great. My favourite parts of the site!

zephyr1
just wanted to know if you all have heard about the lobby of the houses of parliament on the 4th dec??

doug joined.

ColinB

hi doug

Sam6197
Zephyr - just so you know I'm actually one of the youth workers from our site for young carers - YCNet, just popped in here out of interest ....

zephyr1
hi

doug
hi all sorry im late

ARose

I am so pleased to hear that. it is very important as carers you take "care" of yourselves - I explain to my carers that unless they find ways of doing that they are at danger of burnout and then who can care for them? it might not be a big thing like having a day off but can be something like dyeing your hair, having a bubble bath, watching a movie. I also advocate relaxation and often my patients will do relaxation with their partners and I hear of excellent results becuase of that

zephyr1
ok

Sam6197
Hi Doug

Sam_B

No need to apologise zephyr. Do you care for someone with MS? Anita 
Rose is here to answer any questions on caring for someone with MS.

Sam_B

Hey there Doug. How are you?

Donalt

I went to Carers UK agm yesterday.A lot of positive things discussed and a couple of ministers given a hard time.

doug

fine ty sam you

zephyr1
no i care for my daughter who has LD

ozzy joined.

Sam_B

Glad to hear it, doug.

Sam_B

Hi there ozzy, welcome to the chat room.

zephyr1
hi

Sam_B

Like the avatar! ::up

Sam6197
Hi Ozzy

ColinB

hi jeff

doug

hi jeff

Sam6197
yes thanks Doug

ozzy

hi ya

Sam_B

How are you today ozzy?

ozzy

ok ty

Sam_B

Anita, perhaps you'd be able to say a little bit about yourself, to get everyone up to speed.

doug

sorry hi anita

Sam_B
Good stuff ozzy.

ARose

Ok Hi all - I am a clinical neuropsychologist who works predominately with people with MS and their families. I work with young children through to .......(think my eldest patient is 97!). I work in the NHS but outside of that work I work alongside the MS Society

doug

pleased to meet you anita

ARose

And you too Doug

Sam_B

Thanks Anita. ::smile

zephyr1

hi anita

ARose

HI zephyr :)

doug

can i ask a question?

ARose

please feel free

Sam_B

Of course doug,

doug

how does ms start?

doug

whats the sighns

Donalt left.

Sam6197
that's an interesting question, I'd have no idea about that Doug!

Sam_B

If anyone else has questions, do feel free to fire away...I get the feeling Anita has done this before! ::happy

zephyr1

do you teach people to retrain their muscles through different parts of their brain?

Sam_B

I was doing some research earlier today and found the Wikipedia entry to be quite useful if you want to know about the medical side of things Doug.

doug

thanks sam

ozzy

gtg c u later

Sam6197
Bye Ozzy

ColinB

bye jeff..c you later

Sam_B

See you later ozzy!

doug

bye ojeff

ozzy

cu

ozzy left.

ARose
if you mean what causes it no one it totally sure. MS happens when the myelin sheath around neurones in the brain gets damaged - this causes problems with teh meesages in the brain getting through

doug

reason why i asked is noreen was diagnosed years back but they got it wrong

Lynne D joined.

Sam6197
Hi Lynne

zephyr1

hi lynne

ColinB

hello lynne ::rose

doug

hi darin ::rose

Lynne D
hi everyone, really sorry, too late to catch a cold

Sam_B

My very basic understanding is that it is to do with the coating for you nerves breaking down which interferes with the transmition of messages through your nerves... ::mellow

Sam_B

Hi Lynne, how are you?

Lynne D
fine thanks sam, it is the myelin sheaths that destroy

Sam_B

yep, that's it.

ARose

I do not train people to use other bits of their brain but as a neuropsychologist I do teach people how to use their natural strengths to offset any weakness they experience - in particular when they have memory problems

Sam6197
Anita - can I ask if MS can cause people to say or behave in hurtful ways to people? One of our young carers has a very hard time from her Dad who has MS...

zephyr1
sorry im learning a lot here

Sam_B

zephyr, you're not the only one!

doug

reason why they said it she had or has a massive lump on the base of her spine and her movements are not good and she cant walk

ARose

Sam - yes it can - sometimes it is due to their own distress and frustration but it can also be due to the damage that the MS has caused in the brain.

Sam6197
ah, thanks Anita, wasn't sure!

doug

and memory is not good either

Sparhawk73 left.

ColinB

thast something in common with a lot of our carees, sam6..i think it is sheer frustration which causes this..they feel helpless and unfortunately, loved ones are often the "easy" or available target

Sam_B

Hey Sparhawk, feeling dizzy after going round and round like that!?

ARose

The emotional areas of the brain (the lymbic system!) are often affected by MS and then the person with MS is unable to regulate/control their emotions - it is beyond their control

Sam6197
yes, I can see how that might happen, hard for a young person to understand that I think though...

Sam_B

Hey Hal,

Sam_B

Good to see you again.

zephyr1
hi hal

Sam6197
Hi Sparhawk and Hal..

hal

hi all, finally got in

ColinB

would be sam, its difficult for anyone to understand

Sam6197
ah, I didn't know that Anita, that's useful to know.

ARose

It is very hard for carers - especially it the person has cognitive changes and has no real insight into their difficulties.

Sam_B

How has your evening been hal?

hal

not to bad thanks

Sam_B

good

Sam6197
yes, gosh I thought MS was mainly a physical thing, am learning lots tonight ::smile

zephyr1

me too

ColinB

you're quiet tonight lynne..still feeling under the weather?

Arose

If you want to understand more about the emotional changes in MS the MS Society has a booklet called Mood and emotions (well something like that) you can download it or get a copy sent to you and you will find it very helpful

hal

hi lynne

Sam_B

i knew it was a 'sensory' thing, but didn't realise the implications were so widespread.

Lynne D
it can change your personality, but it can be also used as an excuse

zephyr1
anita-have you got the link for the info?

Sam6197
thanks anita.

doug

you off coulour sam lol

Arose

I agree Lynne it can be used as an excuse by some but for others it is a real problem

Sam6197
( in case I missed saying so, I'm one of the youth workers on our young carers website ::smile )

ColinB

two sams tonight doug..just to confuddle us all

doug

lol

hal

lol

hal

nothing like being confused

Sam_B

If anyone would like to get hold of the leaflet, you can email me at web@carers.org and i can get send you the link tomorrow. Sometimes copy/pasting doesn't work with Java chat.

doug

got that right hal

ColinB

makes me feel more at home certainly

zephyr1
cheers

Sam_B

Don't worry, you're not seeing double!

hal

lol Sam_B

Sam6197
now that would be alarming!

doug

lol

Lynne D
well i thank you for the memory loss thing......now everyone knows i am serious when i forget

Sam_B left.

Sam6197
Ok, think my dinner's nearly ready so better be going, it was lovely to meet you all and thanks for all the useful information Anita ::smile

Lynne D
and thats why i am late ::blush

ColinB

nice to meet you sam6

doug

night sam tc

ARose

MS is not only about physical changes but it can also affect memory and emotions due to the damage in the brain. Unfortunately it was only a couple of decades ago these areas started to be looked at and only with teh NICE guidelines when they became a serious concern hence my job being created

doug

interesting anita

ColinB

or is that just as you put it lynne..an excuse..lol

ARose

the link - www.mssociety.org.uk and go to publications

Lynne D
is that why they do that test where you have to draw things anita?

Sam6197
bye all!

ColinB

bye sam

hal

bye

ColinB

take care

doug

bye

Sam6197 left.

ARose

drawing might be part of the tests - have you had tests?

zephyr1
i work for someone who has MS she runs her own business..hence my boss and i dont like to ask too many questions..

Lynne D
yes, simple shapes like a childs drawing of a houes

zephyr1
its a real insight..thanks....

Lynne D
and one side was very different to the other side, which shokced me

doug

noreen has werent very good and she was an artist

ColinB

would that be because drawing requires a full mix of things..memory, physical etc

ARose

it sounds like part of one of the tests i use and maybe it was given for not only memory but perceptual problems

ARose

you are right colin when we use these tests we are looking at the whole brain in a way a MRI scan cant - we are looking how the brain communicates with each part and where it doesn't perhaps "talk" as it should

ColinB

i see

doug

hmmmmm

doug

its difficult

ARose

that must have been hard for Noreen esp as she was an artist

doug

yes it was

ARose

did she try to express her art in any other way

doug
 
but with all the things wrong with her its diffcult to diagnose

debzsanderson left.

doug

she does it through the computer anita

ARose

Neurological conditions like MS are difficult to diagnose in part because there are other conidtions that "mimic" it

ARose

I am glad she uses the computer

doug

she has lupus and chrones

Sam_B joined.

zephyr1

gtg catch you all again

ColinB

wb sam

zephyr1 left.

doug

wb sam

hal

wb

Lynne D
wb sam

ColinB

bye zephyr

hal

bye zephyr

Sam_B

Sorry, not sure what happened there!

hal

your ok, it happens

Sam_B

Bye zephyr

Lynne D
doug i have that problem, i dont know what differnet things are, wether to do with the stroke or the ms

doug

know what you mean lynne

ColinB

can see how that would be very difficult

doug

it is difficult to know what to do

ARose

The stoke might explain why your house "looked odd"

Sam_B

Would you all give Anita a round of applause for joining us for the chat tonight. It's been great!

doug

lupus can hide a lot of problems and cause them too

Lynne D
apparently the right side was perfect, the left was terrible, and it was more wobbly lines on the left

ARose

It has been great chatting to you all and hope helped a bit - said to Sam happy to come back some time

Sam_B

That's more like it!

Sam_B

Thanks a lot Anita.

Lynne D
clap clap, i cnat find my noisr button

ColinB

thanks anita, learned a lot

ARose

Lynne that is common after a stroke

doug

yes thank for your time and trouble

Lynne D
not finding my noise button?

Sam_B

lol

Sam_B

It's the button with the green musical not Lynne...

doug

you dont need one lynne ::laugh

ARose

Thanks to all of you for allowing me here and being honest - keep looking after yourselves as well as though you are caring for - Goodbye

Sam_B

Bye Anita!

ARose left.

hal

bye anita

ColinB

bye anita take care and thanks

Lynne D
i did it eventulayy

ColinB

wd lynne

doug
 
::rose ::rose ::rose lynne

hal

wd

hal

typical doug

Lynne D
thank you doiug

doug

lol

hal

sending flowers

hal

lol

