Alzheimer’s Society chat, Thursday 23th April 2009

In attendance:

Sam_B, Online Editor, The Princess Royal Trust for Carers

KWatt, Talking Point Manager (Alzheimer’s Society)

SSnel, Carers Week
Carers:

Jennie

lulu

Tricia

mag

else

KWatt
It's linked to Alzheimer's Society's main site</td>

KWatt
It's a discussion forum - I think you have the same thing here, too?</td>

Sam_B
That's right. You run Talking Point, is that right?</td>

Sam_B
mag, do you use the discussion board on here?</td>

KWatt
That's right. I've been involved with Talking Point for about 18 months...</td>

KWatt
But it was set up 6 years ago now.

Mag
yes sometimes

Sam_B
There are a lot of discussion boards for carers, we're one of many. Do you use other boards mag?
Sam_B
We were just talking about discussion boards actually!</td>

Lulu
hello everyone how are you 

Lulu
oh dear sam lol
KWatt
Good thanks - yourself?
Sam_B
Katherine runs the discussion board, Talking Point, which is associated with the Alzheimer's Society.
Lulu
think i am getting a cold 

Jennie
Hi Sam and everyone
Sam_B
Oh no lulu? A bad one?
Lulu
nice to meet with you katherine
KWatt
Oh no Lulu - I'm  just getting over one myself..
lulu
no just a small cold,
Sam_B
Hope you shake it off soon lulu!
Lulu
its nice to see you jennie
Mag
nice chat last night Jennie
Lulu
thanks

Jennie
Yes Mag it was super...hows the wrist today?
Sam_B
Are you one of the 'night owls'?

Mag
improving thanks
Jennie
No we are early birds Sam
Jennie
Thats good to hear Mag

Sam_B
::biggrin 

KWatt
I'm a morning person...up at 6 today  ::laugh 
Jennie
When I say early its normally 7.30 PM
Mag
6.45 for me
Jennie
4am for me
Sam_B
Yikes.
Mag
good idea
Lulu
when will they start or have they started
Sam_B
It's not easy finding a time that suits everyone.
Jennie
Shame that Jay had been asking for this chat and it was organised whilst she was away

Sam_B
Jeanette couldn't make it tonight, but she's emailed me a question for Katherine.
Lulu
she will be able to read it
KWatt
Oh dear...Does Jay care for someone with dementia?
Jennie
Yes her daughter
Lulu
early onset dementia
Sam_B
We'll post the transcript next week so everyone can catch up.
Jennie
She started with it when she was 35

Sam_B
Actually, that brings me on neatly to jeanette's question.
Jennie
now in her 40's

KWatt
That is extremely young, and pretty rare - as you probably know
Mag
and so sad

Lulu
getting more common though as people with downs syndrome live longer

Jennie
Indeed Katherine

Sam_B
jeanette cares for her daughter who had early onset dementia and Down's Sydrome I believe. She wanted to know what you regarding people with a learning disability and a form of dementia.
Sam_B
And she wanted to thank you for supporting her petition

We produce a factsheet about dementia and learning disabilties, and we have a lot of info in our library on this subject too. 
Sam_B
Re the factsheet and library, it'd be great if you could email the link/details so I can pass on to anyone who is interested at a later date.
KWatt
and now I look after Talking Point, which is as I mentioned earlier, our online discussion forum
Sam_B
I could also post the info in the boards
Lulu
yes please
Mag
thet would be helpful thanks
KWatt
I can definitely email you some links, no problem
Sam_B
Good stuff

Jennie
It would be very useful..non of us know what we may face in the future
Mag
true Jennie
KWatt
Would you like to ask anything in particular about Talking Point and how it works?

Sam_B
If anyone has any specific questions for Katherine, please fire away. I'd certainly like to know a little more about the Alzheimer's Society and the various ways you help people who's live are affected by dementia and alzheimers
KWatt
I'm not sure how your forum is run and how TP may compare...
Sam_B
well, once you've registered on carers.org you can post on our boards.
Mag
Is Alzheimer's Society regional or covering all of UK

KWatt
That sounds pretty similar to TP Sam

Sam_B
there are various section, and moderation is done by myself and Michele, the web manager, although in the main, like all the best forums, it's self-moderating
KWatt
Alzheimer's Society (AS for short!) is a national organisation
KWatt
We cover England, Wales, and Northern Ireland

Lulu
you have a very big forum katherine
Mag
Scotland?
KWattTP is big, yes

KWatt
We don't cover Scotland - no. There is another organisation up there called Alzheimer's Scotland.
Mag
doe that provide similar to yours
Mag
does

Mag
I'm in north Scotland
KWatt
We have a number of volunteer moderators at TP. They do an amazing job.
Sam_B
You also hold evens online Katherine?
KWatt
Yes Alz Scotland are similar - they run a 24 hour helpline and have branches too I think, and a website
Sam_B
events sorry.
Mag
ty
Lulu
katerine we had The Doncaster Mental health team give the members in chill4  some hosted chats on dementia so i am finding this very interesting, thank you

KWatt
We have held a few events yes - mainly before my time though!
Sam_B
here you go, http://www.alzscot.org/
Mag
thanks Sam
KWatt
Oh good Lulu
Lulu
they were really helpful and i think i may have spoken with you before
KWatt
Really Lulu - on the helpline or through Talking Point?
Lulu
the website www.chill4us.com   i think i may have contacted you on your website
KWatt
Hmmm...maybe before my time - I've only been involved with TP for 18 months...
Lulu
please can i say that sam asked me to mention chill, i did not just jump in
KWatt
Can you tell me a bit more about chill?
Lulu
maybe it was katherine i get mixed u
Lulu
we are a website run by carers across the uk 
Sam_B
yep, i thought whilst we were on the topic of discussion boards it would be nice for lulu to mention hers.  ::smile 
Lulu
thank you sam
Sam_B
Have you had chance to digest the Budget?
KWatt
Definitely Sam. Sounds interesting Lulu...do you ahve a forum as well?

Lulu
the members run it themselves and support one another
Mag
it's a nice website
KWatt
sorry, have
Sam_B
I didn't think there was much in it for carers...
Sam_B
Hello else.
KWatt
Else!
Mag
Hello Jean

Sam_B
Welcome to tonight's hosted chat with Katherine Watt from the Alzheimer's Society
Lulu
yes katherine but i will shut up
Lulu
hello else
Else
hello
Else
sorry im late 
KWatt
How are you Else?
Sam_B
BTW, I'm the online editor for carers.org, sometimes i wrongly assume people know who i am  ::blush
Lulu
hello tricia
Else
pc problems
Sam_B
Hi Tricia!
KWatt
Hi Tricia!
Sam_B
Good to see you made it here.
Mag
hello Tricia
Tricia
hello 
Else
im fine ty
Sam_B
How are you Tricia?
Tricia
thanks just made it was going to be here earlier on but my son wanted lasanger for tea so had to pop along to asda for a ready made one
Tricia
am fine thanks hope everyone else is too 
Lulu
katherine do you find that you are hearing of more people with dementia
Sam_B
yes thanks
Tricia
have they been any interesting questions yet
Sam_B
Katherine has introduced herself and talked a little bit about the work she does.
KWatt
Definitely Lulu. I think more people are getting diagnosed earlier, and also more information about dementia in the media means that we get contacted more and more
Lulu
it is good they are finding out early, 
Sam_B
I asked a question on behalf of jeanette about people with dementia and a learning disability...

Tricia
was just about to say thought jeanette would of been here tonight
Sam_B
Katherine is going to send me some details that i can post on the boards next week.
KWatt
But there are still a lot of people who don't know about the kind of support that is out there  ::down 

Sam_B
It's a real shame she couldn't make it.  ::sad 

Tricia
am interested in that question as my son has a learning disability he is only 17 at the moment
Lulu
that is always the case katherine about every illness
Mag
Katherine - have you had more people contacting you since John Suchet's TV programme?

KWatt
Too true Lulu.
KWatt
Yes, the John suchet interview led lots of people to get in touch with us..also the Terry pratchett docs, which you might have seen?
Mag
yes I did
Sam_B
i didn't see those, but i saw the coverage

Else
jeanette is on holiday 
Tricia
hello ssnel
Mag
hello SSnel
Sam_B
Hi Sushila!
KWatt
There have been a lot of programmes on tv about dementia in the last while - it is much more high profile than when I first joined AS.
Tricia
oh hope she is having a good time
Sam_B
Welcome to the chat room.
Lulu
hello ssnel
Else
 hello ssnel
Tricia
stephen is in respite this week so there should be a warning sent to all mothers in newcastle to lock up their sons
Sam_B
Would you like to introduce yourself SSnel?
Else
nice to meet you  too
Tricia
weekend
Sam_B
lol Tricia!
Mag
John Such also highlighted how fortunate he was as his area had help from Armiral(?)
Else
lol
Tricia
I wished!  No chance lol
SSnel
Yep, I work for Carers Week and we're thinkng of doing a webchat this year, so I'm here to see how they work. I am also a former carer - I looked after my grandmother for about 5 years
Lulu
yes admiral sounded as though they do excellent work
KWatt
Oh yes, Admiral Nurses...they provide support to carers of people with dementia, but they are not all over the country unfortunately.
Tricia
first time I have heard about Admiral nurses 
Mag
only in a very limited area unfortunately as he said they were his lifeline
Lulu
nice to meet you ssnel anyway
Sam_B
Thanks Sushila. Katherine is quite natural in the chat room, we're very lucky to have her here!  ::smile 
KWatt
Admiral Nurses are run by an organisation called For Dementia
Lulu
and not enough of them in the country
KWatt
Thanks Sam! And yes you are right Lulu...
Mag
Is Carers Weekly a magazine?
Sam_B
http://www.fordementia.org.uk
Lulu
the budget seems as though there will be even more cut backs in services
Sam_B
i hope that's the right link..
KWatt
Thanks for the link Sam  ::smile 
Lulu
thanks
Sam_B
no worries
SSnel
No, Carers Week - the awareness week in June where we try to highlight carers issues &amp; celebrate their contribution. We'll keep you posted if the webchat goes ahead. 
Lulu
thank you
Sam_B
Fingers crossed Sushila!
Mag
oh of course I understand
Lulu
will it be someone famous
SSnel
Katherine does seem like a natural! Are you talking about the John Suchet story? I remember seeing that on BBC breakfast, it was very emotive. Are the admiral nurses a voluntary thing
Tricia
I am looking forward to carers week as I know what the plans are for north tyneside carers centre but they have not been confirmed as yet but sound very exciting
Sam_B
It was a big story, I think everyone remembers seeing it on the news.
KWatt
Yes, we were. It was a very emotional interview, yes. It made a real impact on TP members
Sam_B
http://www.carersweek.org/
Lulu
sounds exciting
KWatt
TP = shorthand for Talking Point...
KWatt
for those who've just joined!
Tricia
there was also foina who use to be on GMVT 
Sam_B
Yes, I think we're all looking forward to Carers Week
KWatt
Yes, her programme generated a lot of interest as well. 
Mag
yes Fiona Philips
Tricia
there was a docomentary on the tv about her father
SSnel
Thanks for link sam!
Sam_B
That's right Tricia, she is now caring for her father
SSnel
I do think it's good when high profile people show that they have all the same problems as everyone else - it really brings the issues home

Tricia
I am pleased people are starting to be more open about it these days 
Lulu
she wrote a very good article

KWatt
I think the more stories that are out there about people with dementia and their carers, the more everyone understands the experience. Which can only be a good thing
Lulu
yes
Else
  true
KWatt
Did she Lulu? She has done a lot to get the issue of dementia out there - both her parents have had dementia.
Sam_B
Agree Tricia, I think we're making progress.
KWatt
Ditto Tricia.
Lulu
katherine what ideas do you have for us to keep our minds active
KWatt
Excellent! We have quite a few celebs supporting us now, too...it's really helpful in terms of getting media attention.
SSnel
Yes, I've been amazed how many celebrities have agreed to support Carers Week because of their personal experiences. Caring really does affect everyone, whatever walk of life they come from
KWatt
To answer Lulu's question, it's really about keeping your mind active
Sam_B
I've heard that things like crosswords can help. Is this true?
Tricia
shame we could not get Princess Anne in here for a web chat
Sam_B
Are some things better than others?
Lulu
good idea tricia
Sam_B
LOL Tricia.
KWatt
so anything that stimulates your brain - crosswords, Sudoku, reading
SSnel
Are those computer 'brain trainers' any good, or is it all just advertising?! 

Sam_B
One day, maybe
KWatt
Socialising with other people, having varied activity in your life
Sam_B
Does reading a book help?
Lulu
difficult when you are a carer
KWatt
All of those things can help keep your brain healthy
Sam_B
very true lulu.
Sam_B
how about diet?
KWatt
The brain trainers may help, but there's no evidence to suggest they help any more than other activities such as puzzles etc...
KWatt
...which may be a lot cheaper than brain trainers
Lulu
yes diet that is a good one
KWatt
Reading can help yes Sam. Anything which engages your brain and requires concentration.
Mag
socialising is difficult for Carer

Tricia
saying socialising and being with other people.  With carers being more and more isolated through their caring role could it increase their risk of developing denetia hope that dose not sound too daft of a question 

Lulu
yes mag 

SSnel
Exactly! Much cheaper to buy a paper! I found crosswords good becausee you can think about them when you're running around doing chores.. great if you don't have time to read
KWatt
Diet and exercise can help to promote good health generally, and there are some foods which are known to be especially good for the brain

Lulu
very good point trishia
KWatt
Folates - such as leafy greens, citrus fruits, fish oils..
Lulu
tell us what they are, bananas&gt;&gt
Sam_B
so things like salads, fish, fruit are all good.
SSnel
Surely coming on the chatroom counts as socialising and keeping your mind active? It's certainly keeping me on my toes!
KWatt
I'm not sure about bananas though! But they're good for you generally so will certainly do no harm
KWatt
Good point ssnel!!
KWatt
Me too!
Sam_B
i'd say so Sushila!
SSnel
Does oily fish help? My gran used to eat a piece of mackerel every day because the doctor said it would help her memory! No fun for me having to buy &amp; gut it
Sam_B
You should have seen what it was like at the xmas party with over 20 in here!  ::biggrin 
Tricia
lol ssnel
Mag
fish oils - trout, salmon, kippers, sardines .....
KWatt
Back to your question Tricia - it wasn't daft at all..
KWatt
I think carers' isolation might sometimes increase their risk of a range of health problems, which is why sites such as this one and Talking Point can make such a difference
Lulu
yes
Tricia
from research they can usually say which group of people are at risk but when you hear about dementia anyone can be at risk 
KWatt
Bringing people together, people who might not always be able to get out because of their caring responsibilities.
Tricia
I agree in the site being a good source of communication I think I would of gone loopy had I not been able to access here in the evenings
Sam_B
the internet is great for bringing people together who wouldn't meet otherwise
Tricia
I started to worry when I talk between four walls and I started to answer myself back
KWatt
One of the problems with dementia is that we still don't know much about what causes it, so whilst we can identify certain risk factors, it's hard to be precise about who might go on to develop it
Lulu
lol tricia
Mag
I agree Tricia, I have often been uplifted by coming here
Sam_B
glad to hear it mag.
Else
i am no longer a carer but still like to come in here and chat to my frieds
SSnel
Definitely Sam - it makes the world of difference just to know there's someone out there who is going through similar things
Else
friends
Lulu
i am sorry i have to go, thanks sam for this and thanks katherine very much. nite nite everyone and thank you for the chat
KWatt
That's lovely to hear.
Lulu
it was great
Sam_B
so i guess a lot of medical research is still being done about dementia and there's still an awful lot to learn..?

Else
there is

Tricia
are they any early signs to watch out for?
KWatt
Exactly Sam.
KWatt
Yes Tricia there are

SSnel
Sorry if this q or a similar one has been asked already, but is there any research to show that stress or worry can bring on dementia or at least make it start earlier than it would otherwise?<

KWatt
Short-term memory problems being the one most people will know about, but also problems with communication, and changes in mood, too
Else
my late husband had  it 

Sam_B
interesting question sushila, not heard about that before..
KWatt
Which is tricky, as those symptoms could be caused by a range of other illnesses and conditions - which is why dementia can sometimes be very difficult to diagnoses.

Tricia
that would be hard to stop with my son as he is already a bit like that 
KWatt
diagnose, sorry!
KWatt
I'm sorry to hear that Else

Else
its been 5 years now

Mag
If there were early signs, is there any medication to halt progress
Else
but i found this site 

Tricia
but have noticed in the last few months he has saying he is confused when he can't remember things which he never used to say

KWatt
SSnel, yes, there is some research that indicates that stress can put you at higher risk of going on to develop dementia
KWatt
We have lots of info about dementia research in our library
Sam_B
i'm glad that you found the site else. And that it's been helpful for you
SSnel
It's more just from personal observation of some older people I know - the more they worried about forgetting things, the more likely they were to to forget them. Sorry if that sounds flippant, I don't know if there's a connection between that and dementia
Tricia
that definately means carers are most likely to be a risk if stress is a factor lol
Sam_B
is the library online or is it a physical library?

Else
i think jeanette would have loved to be here 
KWatt
You can search our library online, and we have a physical library too
Else
 she would have been asking lots of questions
Sam_B
me too else
KWatt
SSNel, I think you make a good point...as anxiety and stress can also be causes of memory loss, in themselves
Else
her daugter is going through it at the moment
Tricia
I am in the process of setting up a carers library in a local charity organisation and dementia for those with downs syndrome is an area we have been asked to cover for information 
Sam_B
There have been some really good questions tonight, so I hope we have covered some of the things that jeannet would have asked. 
Else
you have 
Mag
Can medication halt progress
Tricia
are they any good books out there that can be recommended
Sam_B
Is there any specific support for people with early onset dementia and their carers
SSnel
That sounds great, Tricia
Tricia
for those with a learning disability which are easy to read
KWatt
That sounds brilliant Tricia. You might like to get in touch with our librarian, who should be able to help you with this/ I can pass on the details
Sam_B
Sounds great

Tricia
sam you can pass on my email 
Sam_B
Sure thing

Tricia
thanks

KWatt
Yes Mag medication can help to slopw down the progression of symotoms of Alzheimer's disease, which is the most common type of dementia. But sadly some dementias are not yet treatable
KWatt
Yes there is quite a lot of support for people with early onset dementia and their carers...but more is needed. We have quite a few services for ypwd. And a specific section of TP is dedicated to ypwd, too
SSnel
How many different types of dementia are there
KWatt
Excuse my typos... ::blush 
Sam_B
I think it's about time to wrap things up. It's been a great chat and I'd like to thank you all for taking part. There have been some really interesting points raised and I'm sure we could go on for longer (do feel free to stick around!). And thanks for Katherine for taking questions
Tricia
my area of interest is with autism as that is my son's condition,  one of the main things I have insisted is that his environment is safe and where he feels comfortable would this be similar to help a person with dementia
Sam_B
It's ok Katherine, i reckon typos are ok in chat room! 
Tricia
thank you Katherine for coming to chat to us tonight I have found it very interesting 
SSnel
Thanks Sam, Katherine and everyone for making my first webchat experience such a great one
KWatt
Yes Tricia it would. Consistency of routine and being comfortable in your surroundings are both really important for people with dementia
Mag
Very interesting and informative

Tricia
SSnel if you can get in later on tonight the night owls will be about 
SSnel
Carers Week is from 8-14 June, but keep checking the website for more updates - we'll definitely let everyone at carers.org know if we go ahead with the webchats
Tricia
shall be here before we know it

SSnel
Thanks tricia - if I get the chance I will
KWatt
I will email Sam with some links to info that covers the issues you've raised
Else
it will

Good stuff. Thanks to everyone

