Early onset dementia web chat, Thursday 21st January 2010
In attendance:

Dr Niruj Agrawal, Consultant Neuropsychiatrist and member of the Royal College of Psychiatrists

Sam_S, Online Support Manager, The Princess Royal Trust for Carers
Claudya, Online Support Worker, The Princess Royal Trust for Carers
hal, carer

tazz, carer

jeanette, carer

MPS, carer

motheroffour, carer

Rosemary1, carer

jennifer, carer

	Claudya
	Hi Dr Agrawal and Sam!

	hal
	so i assume you wife will be the first to have this series of operations

	tazz
	have to go now my tea will be rady soon

	hal
	ok tazz, tc

	Claudya
	bye tazz, take care..

	Sam_S
	Hello everyone ::smile

	tazz
	bye

	jeanette
	Hi Dr Agrawal and Sam

	
	tazz left.

	hal
	hi sam & dr agrawal

	Dr-Niruj-Agrawal
	Hello everyone.

	Sam_S
	Hello Hal, Jeanette and MPS,

	Sam_S
	and Dr Agrawal of course!

	Sam_S
	If I havn't met some of you before I'm one of Claudya's colleagues here at The Trust

	Dr-Niruj-Agrawal
	Thank you very much for asking me to join you all this evening

	hal
	your welcome

	jeanette
	I am more than pleased to know you are interested in us Dr Agrawol

	Sam_S
	Yes, this is very much close to your heart isn't it Jeanette?

	jeanette
	it is Sam

	MPS
	Hi Everyone I'm new to this and will be asking a few questions about what people found helpful (or not ) when dementia and memory loss first kicked in and no I ;m not a politcian

	Sam_S
	Might it be useful if you all say a bit about your caring situations?

	Sam_S
	are you a carer MPS?

	jeanette
	welcome MPS

	MPS
	Yep for my Mum along with the rest of my siblings still at the sort of remote control level she can manage at home but need one of us for any hospital vistis etc

	hal
	welcome to you mps

	Dr-Niruj-Agrawal
	I am honoured Jeanette to be asked to join you all. I know how dedicated you all are.

	Claudya
	Does she have dementia MPS?

	jeanette
	I have a daughter who has downs syndrome and Early age dementia,I am appalled there is barely anything out there for a young person with L/D day care.

	hal
	i look after my wife who amongst other things suffers with diabetes, heart problems, COPD, anaemia, angina and arthritis

	MPS
	Yes its classed as vascular dementia

	Dr-Niruj-Agrawal
	jeanette, services for people with early onset demntia are poor in general.

	Claudya
	Right MPS.. for how long now?

	Sam_S
	is that the case nationally Dr Agrawal?

	jeanette
	I know you are correct in what you say of course Dr but it is even worse in L/D

	
	Rosemary1 joined.

	hal
	hi rosemary, how you doing

	jeanette
	we have one dementia nurse in our city of a million.

	Sam_S
	Hello there Rosemary!

	Dr-Niruj-Agrawal
	I would say that it is the case nationally-almost everywhere.

	Claudya
	Hi Rosemary, we have Dr Agrawal with us today to chat about early onset dementia.

	jeanette
	Hi rosemary

	MPS
	started about 4 years ago after a small bleed

	Sam_S
	wow Jeanette, that is some major under resourcing there.....

	Rosemary1
	evening everyone,sorry I am late

	hal
	no worries

	Claudya
	jeanette, that sounds appalling..

	hal
	can agree there

	
	motheroffour joined.

	hal
	hi mother

	jeanette
	I meant for people with L.S Sam and claudya

	Sam_S
	Hello there motheroffour.....

	jeanette
	L/D

	Dr-Niruj-Agrawal
	I agree jeanette - the more specific the causes of early onset dementia are more rare they become and worse are the services.

	Sam_S
	For anyone who hasn't met us yet, Claudya and I are part of the online support team here ::smile

	motheroffour
	hi hal

	Claudya
	Hi Mother of Four Dr Agrawal, a Consultant Neuropsychiatrist and member of the Royal College of Psychiatrists, is here to answer your questions about early onset dementia.

	jeanette
	Hi Mom.

	Sam_S
	So Dr Agrawal, what is your role in working in this area?

	motheroffour
	hi all great

	Claudya
	With learning difficulties, jeanette?

	jeanette
	yes claudya.our city has a team for working age dementia but it doesnt include Learning disabilities

	Dr-Niruj-Agrawal
	I am a clinician who has an interest in this area. i have written about it and have made attempts to highlight the problems with this area nationally by writing a CPD module for psychiatrists and papers and have tried to develop a specific service for people in south west london - so far unsuccessfully as this hasn't been seen as a priority by comissioners.

	jeanette
	Well carers take on the extreme dificulties

	hal
	very true Jeanette

	Dr-Niruj-Agrawal
	most of the cities and towns have a service for people with older adults with dementia but not for younder adults - their needs are different.

	Rosemary1
	is there good practise in any area re these issues,especially services?

	hal
	in what way are they different Dr Agrawal

	jeanette
	the government isnt sympathetic to us,in my opinion they know we will not abandon our loved ones

	hal
	younger v older

	hal
	can agree there jeanette

	jeanette
	they only talk about older people when referring to dementia

	Claudya
	In what way are the needs of younger adults different to older adults, Dr Agrawal..

	Dr-Niruj-Agrawal
	younger people have different causes, are difficult to diagnose, are more lkely to be working, have dependent children and financial comittments. They are more likely to be aware of difficulties and be more distressed.

	Claudya
	Jeanette.. that must be very frustrating..

	hal
	can understand that

	jeanette
	and memory clinics only cater for old people.

	Sam_S
	that's quite a list Dr Agrawal! It must make the services very stretched trying to meet all those needs too. Do you find other professionals responsive to your training?

	MPS
	What can be done to help them when it all starts?

	jeanette
	my daughters memories are far away from someone in their sixties

	Dr-Niruj-Agrawal
	thats right the memory clinics in most area only accept older adults of over 65 - younger adults often have to see on an average 5 different clinicians over 18 months to get even a basic diagnosis.

	Claudya
	Five different clinicians!

	jeanette
	it took us about six years to get a diagnosis

	hal
	that is bad Jeanette

	jeanette
	well lots of other things had to be concidered first

	hal
	how old was she when she was diagnosed Jeanette?

	Dr-Niruj-Agrawal
	there was a study in leeds where there were 34 differnt pathways for people with this condition - everyone end up having a different but equally frustrating experience.

	jeanette
	we also had to pay for an MRI which cost £715.50p

	hal
	blimey

	jeanette
	she was 38 when diagnosed but 32 when we noticed something wrong

	Claudya
	It certainly sounds like that Dr Agrawal. What makes young people suspect early onset in the first place? What are the signs to look out for?

	hal
	ty, that is young

	Dr-Niruj-Agrawal
	signs to look for are lot more diverse than older adults - most of people will notice probs with memory, or other higher brain functions.

	motheroffour
	hi Dr Agrawal i am intrested in denentia onset as i belive my good friend and neighbour of 20 years seems to be showing signs,her family dont seem to bother and i dont know were to go for her help.

	Dr-Niruj-Agrawal
	higher brain functions include language, planning and organisation, problem solving, social behaviours etc.

	jeanette
	More people are going to get it because we are living longer and there are many more of us too.

	motheroffour
	ok

	jeanette
	about approx 50 per cent of people with downs syndrome get it.

	Sam_S
	wow, I had no idea it was that many Jeanett

	Claudya
	MPS kind of things did you do to help your mother when it started for her?

	Sam_S
	Jeanette, sorry

	Dr-Niruj-Agrawal
	I think anyone who suspects dementia should go and consult their GP. they should be able to do some kind of memory screening and if their is evidence of problems they should be referred to a local specialist service.

	Rosemary1
	support will get less too as more day centres close

	Sam_S
	Jeanette, are the learning disabilities charities able to do much to push this up the agenda?

	jeanette
	I would say no Sam,.Mencap did get some of their members to support my Epetition

	motheroffour
	wow shocked at such a young age jeanette how awfull

	Rosemary1
	you did well with that petition Jeanette

	jeanette
	Carers UK PRTC and the Alzheimers society supported me more

	Claudya
	Motherof4 - is your neighbour worried about what's happening?

	jeanette
	though the Alzheimers society doesnt include L/D

	MPS
	Tried to keep her active and encourage her to keep to her routine

	Dr-Niruj-Agrawal
	jeanette - you are right it is a common problem in people with dawn's and they are probably one of the youngest patients with EOD.

	Rosemary1
	Dr Agrawal, in your experience, is the situations faced by families in circumstances like Jeanettes' getting worse or are services improving?

	motheroffour
	she knows she confused be she seems more distressed about it latley claudya

	Sam_S
	it's shocking that there aren't more specialised services really isn't it?

	jeanette
	as i see it they are left in day centres or homes and rarely are diagnosed

	Dr-Niruj-Agrawal
	services probably are improving with the national dementia strategy which came last year but the progress is still too slow.

	jeanette
	the gov promised a lot but I havnt seen any improvement

	Rosemary1
	and without diagnosis you cant access support Jeanette?

	Sam_S
	Ok, I need to be going now so will leave you all in Claudya's capable hands ::smile

	Sam_S
	Nice speaking to you all

	jeanette
	not the correct support Rosemary

	hal
	nite sam, tc

	Rosemary1
	Would that be services for elderly with dementia?

	motheroffour
	bye sam

	jeanette
	by Sam thanks for coming in.

	Rosemary1
	nite Sam

	Claudya
	Thank you Sam, have a lovely evening :).

	Sam_S
	Bye all.

	
	Sam_S left.

	MPS
	I think its one of the hardest thing when they know that they are confused motheroffour, how do you cope with herwhen she is in that state?

	Rosemary1
	thanks Jeanette

	Dr-Niruj-Agrawal
	services for eod should include a specialised multidisciplinary team with neuropsychiatrist, psychologists, occupational therapists nurses etc with resources for diagnosis, treatment both psychological and medical etc...

	Claudya
	that sounds reassuringly comprehensive, Dr Agrawal.

	Rosemary1
	'should include' but how often is that a reality?

	jeanette
	over the years I guess we have seen most of them but all I want is some day care and respite but geared to her needs.

	motheroffour
	just calmly tell her i think she has perhaps got a bit forgetfull, but she seems to becoming worse and agressive a little to

	
	Gilly TI joined.

	Dr-Niruj-Agrawal
	alzeimer's soceity, NICE and Royal college of psychiatrists say that there should be a dedicated service for a population of more than half million.

	jeanette
	Hi gilly

	Claudya
	Hi Gilly.. we have Dr Agrawal with us today to chat about early onset dementia.

	hal
	hi gilly

	Gilly TI
	Evening all.

	motheroffour
	hi Gilly

	Gilly TI
	Thank you Claudya

	
	jennifer joined.

	MPS
	Hi Gilly - i'm the new kid on the block

	hal
	hi jen

	jeanette
	NICE behaved disgracefully to people with L/D and refused the dementia drugs .They can have them now though.

	Gilly TI
	Welcome to you MPS

	Claudya
	Hi Jennifer! Dr Agrawal, a Consultant Neuropsychiatrist and member of the Royal College of Psychiatrists, is here to answer your questions about early onset dementia.

	hal
	brb

	jeanette
	Hi Jennifer

	Claudya
	okay hal :).

	jennifer
	Hello everyone.x

	Dr-Niruj-Agrawal
	jeannette, the care is shared between NHS and social services and most of the care you are talking about is the domain of SS.

	jeanette
	yes my daughter is social care and Health

	MPS
	Sounds as if you are doing a good job motherof four but its not easy

	jeanette
	they are closing our day centres and respite homes and want the private and voluntary sector to take over

	Claudya
	So what causes eod? And are there preventatvie measures one can take..

	Claudya
	?

	motheroffour
	no but i have too much of my own to deal with at moment and i cant turn her away not my nature

	Dr-Niruj-Agrawal
	that seems to be the case everywhere jeanette as they do not see these as acute care and with future proposed budget cuts these services will be more under threat.

	jennifer
	how long has a suffer had dementia before we realise it,or have them diagnosed

	MPS
	has her gp got involved yet?

	Dr-Niruj-Agrawal
	unfortunately you can not prevent the EOD.

	
	Rosemary1 left.

	hal
	back

	jeanette
	WB Hal

	Dr-Niruj-Agrawal
	Tou can by early diagnosis provide treatment, maximise the functioning and reduce the distress. Also financial planning etc come into equation.

	hal
	ty

	Claudya
	Good question jennifer, Dr Agrawal mentioned some of the signs to look out for earlier..such as problems with language, planning, socialising..

	jennifer
	Hi Hal

	Claudya
	wb hal :).

	hal
	hi jen

	jennifer
	Thank you Claudia

	motheroffour
	no i rang her family and they only see her once every few weeks and she appears fine then we she can it in spells but becoming more frequent

	Claudya
	so there are no lifestyle choices, like diet, to help prevent against eod. (I keep getting emails about how wonderful turmeric is! lol).

	Dr-Niruj-Agrawal
	jen, there is no fixed duration - it depends upon how quickly family picks it up and how quickly help is provided.

	Gilly TI
	Mother had a series of stroke years ago, but recently lost her husband and her behaviour is comparable to EOD, but I think it is grief trauma. What is the difference between the two?

	Claudya
	Good question, gilly.

	jennifer
	Thanks Doc

	hal
	and no doubt how quickly its diagnosed when they see the gp

	jennifer
	One to one care with a dementia person helps a lot

	Dr-Niruj-Agrawal
	lots of things like vit d, omega 3 and ginseng etc have been tried but not proven. remember there is a underlying brain illness which is progressive...

	
	Rosemary1 joined.

	Rosemary1
	sorry, got booted

	Claudya
	Ah, right.

	Gilly TI
	WB Rosemary1

	Claudya
	wb rosemary

	jennifer
	Hello Rose

	jeanette
	they sent my daughter down a lot of avenues befor diagnosis,Bleeds ,Strokes .tumour etc.

	hal
	wb rosemary

	jeanette
	WB Rosemary

	Dr-Niruj-Agrawal
	support, loving care, stimulation at right level and structure to daily routine all go a long way in helping people.

	Claudya
	jennifer, you mentioned 1-1 care helping someone with dementia? Is that your experience?

	Rosemary1
	thanks

	jennifer
	The two dont help eachother Gilly

	Dr-Niruj-Agrawal
	cognitive stimulation by helping people to remeber old events, go through family pictures and talk about them and activity such as scabble, cross word and sudoku all help.

	jennifer
	Yes Claudia

	Claudya
	jeanette - talk about going round the houses! How did your daughter cope with all that?

	MPS
	maybe if it gets to much you could phone her gp?? might upset the family but they are not there, we are ery lucky with mums neighbours they are all very caring good luck mother of four

	jeanette
	She has L/D Claudya she goes where we go. Has been attending hospitals for many years.had many ear ops and also epileptic

	motheroffour
	thanks x

	hal
	a lot going on all together Jeanette

	jeanette
	yes Hal.

	Claudya
	And is music especially effective Dr Agrawal? (Did anyone see the documentary about the choir of carers and people with dementia?)

	Dr-Niruj-Agrawal
	jeanette involve her local LD team they are the best people to support with complex problems - ask for consultant to see her...

	jennifer
	I disagree about old photo's,I liked Dad to know the present and the future,he remembered way back ok

	Rosemary1
	I did Claudya...was brill

	jeanette
	we have that Dr Agrawol

	Gilly TI
	I agree Jennifer.

	Dr-Niruj-Agrawal
	there is lots of work on music and there is emerging evidence that it helps.

	jeanette
	all the right things are said but there are no facilities out there yet!!

	Claudya
	Does that apply to the other art therapies or just music..?

	Dr-Niruj-Agrawal
	encourage people to be involved in choosing music, identify it and perhaps play an instrument if they can...

	hal
	is there one type of music that helps more than another Dr Agrawal

	Claudya
	Wasn't it rosemary - so uplifting!

	jennifer
	I would not let dad live in the past,dementia or not

	
	MPS left.

	
	MPS joined.

	
	MPS left.

	jeanette
	anything that stimulates is good.

	Dr-Niruj-Agrawal
	ducth have done work on multisensory stimulation which involves art and other mental activities too - evidence suggests it is very helpful - lot of this can be done by family / carers.

	Dr-Niruj-Agrawal
	no particular type has been identified. I think it should be the kind of music that person liked.

	jennifer
	Nagging stimulates

	Claudya
	lol jennifer :)

	hal
	i can understand that

	Gilly TI
	And infuriates, Jen.

	
	MPS joined.

	Dr-Niruj-Agrawal
	thats right jeanette - but it shouldn't be too much either...

	hal
	wb MPS

	Gilly TI
	WB MPS.

	Claudya
	wb MPS - the Internet gremlin?

	jeanette
	WB MPS

	jeanette
	my daughter loves musicals

	hal
	does she have a favorite Jeanette

	jeanette
	at the moment it is Hairspray ,lol

	Dr-Niruj-Agrawal
	jeanette - let her watch them talk about them and discuss various characters etc.

	jeanette
	and before that Sister Act

	hal
	lol, keeps changing I suppose

	Rosemary1
	music tends to lift all our spirits at times

	MPS
	Yep I'm back Iwas just asking the Dr if there is any work in individualising care i.e. music ofr those who like music or crosswords for others?

	Gilly TI
	I would really like to know: How is dementia confirmed?

	jennifer
	Love Hair Spray

	Claudya
	And just in general, what would you say us carers need to do for optimal cognitive function?

	Rosemary1
	I will follow him Jeanette..lol

	jeanette
	she cant do that Dr but I know how much she enjoys them,

	Dr-Niruj-Agrawal
	MPS - there has to be balance of activites - like dutch am americans have shown - all different activities in balanced way.

	jennifer
	Is incontinance part of dementia,it is I think

	jeanette
	I would follow him too rosemary ,lololol,especially if his name was Richard Gere

	Dr-Niruj-Agrawal
	yes jennifer

	Gilly TI
	Just Old Age, Jennifer, I think

	Dr-Niruj-Agrawal
	in late stages

	hal
	lol

	jennifer
	ty

	MPS
	Thanks Dr do you have some suggestions for what i could read?

	Rosemary1
	would time tables help Dr Agrawal?

	Dr-Niruj-Agrawal
	caudiya - for carers or patients

	jennifer
	No it is just dad became incontinant before diagnosed

	Claudya
	The questions are coming in thick and fast! Gilly you were asking how dementia is confirmed?

	Gilly TI
	Rosemary, I think if it was set to music. My children learned theirs that way.

	Dr-Niruj-Agrawal
	I think alzeimer society offers some information.

	Gilly TI
	Yes,. Claudya

	Claudya
	Carers.

	Claudya
	So they do, Dr Agrawal, I did have a look at their website and the FAQ section was pretty impressive!

	Dr-Niruj-Agrawal
	dementia is a clinical diagnosis but requires test of memory, boold tests, brain scans and assessment of activities of daily living etc...

	Rosemary1
	thanks Gilly

	MPS
	Thanks Dr will check it out.

	jennifer
	Dr you said late stages,I think dads came in early stages,incontinance

	Gilly TI
	Dr, my mother is behaving as though she is grieving but I am concerned if it is dementia. I read that dementia can only be diagnosed categorically at autopsy.

	Dr-Niruj-Agrawal
	carers should take enough rest and respite and look after their healthy diet and excercise etc - it is extremely important not to forget to look after your self...

	jennifer
	I learnt to do that Doc

	jeanette
	EAsier said than done Dr .

	Gilly TI
	I played tennis this morning: On the computer so I'm pretty heathy.

	Dr-Niruj-Agrawal
	Jenn, it can come early in some neurological causes such as MND etc

	jeanette
	MND?

	Claudya
	Jennifer did you arrange for respite when your father-in-law was alive?

	jennifer
	MND ?

	Dr-Niruj-Agrawal
	Gilly you are right - in some cases brain biopsy can be done when alive - but in most cases that is not necessary and reliable diagnosis can be made.

	jennifer
	Yes Claudia with care managment,begged for it

	Dr-Niruj-Agrawal
	Gilly get your mother assesed by an old age psychiatrist.

	Gilly TI
	I don't think mother has dementia, but is still grieving over the loss of her only son, five years ago and cannot get help.

	Claudya
	Okay anyone got a final question for Dr Agrawal?

	jeanette
	what is MND?

	jennifer
	Got 8 weeks a year Claudia

	Dr-Niruj-Agrawal
	MND = motor neurone disease - assoiated with frontal lobe dementia ---sorry!

	Rosemary1
	Claudia, Dr Agrawal mentioned respite for carers..that would be a good topic for a discussion in PRTC with your members

	Claudya
	And I imagine you needed every second of that jennifer..

	jennifer
	Husband had that

	jeanette
	thanks Dr should have worked that out.

	Claudya
	Rosemary - a discussion on the boards?

	MPS
	Many thanks, nice meeting you all xmps

	Dr-Niruj-Agrawal
	Gilly ask for her to be assessed - see your GP - that is a treatable condition.

	Rosemary1
	no in chat here but I will be quiet whilst Dr Agrawal still speaks

	Gilly TI
	Thank you doctor, but my mother has deep rooted trauma - guilt, anger, fear and immense sadness that she will not let go of. I have watched her and researched her behaviour, but take what you have said on board, so thank you.

	jennifer
	But my husband did not have incontinance,other when the hospital wanted to put pads on him in the night,so they did not have to get the comode for him

	jennifer
	Soon sorted them out,believe me

	Claudya
	Dr Agrawal, thank you for coming in tonight.. it's been most informative..

	hal
	thank you

	motheroffour
	thank you

	jeanette
	Hope you take back extreme concerns for people with L/D who get dementia,

	Rosemary1
	thank you

	Dr-Niruj-Agrawal
	thank you once again for inviting me - I very much enjoyed "meeting" you all.

	Claudya
	Jennifer, that's appalling!

	jeanette
	thank you for your time and patience

	Claudya
	Great meeting you too :).

	jennifer
	Bye Doctor and thanks for your time

	Gilly TI
	Very informative, thank you very much. I hope you have a relaxing evening.

	Rosemary1
	claudya do me a favour..report bk to sam B that I behaved...lol

	hal
	Claudya, any chance of having somebody in to talk about diabetes

	Dr-Niruj-Agrawal
	thank you and bye for now.

	hal
	ty

	Rosemary1
	bye and thank you

	Claudya
	I will do Rosemary .. and I'll ask about that too Hal.

	
	Dr-Niruj-Agrawal left.

	hal
	ty claudya

	Rosemary1
	thx claudya


