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SP1
Okay.  That is recording now.  So, can you tell me a little bit about your mum and what has been going on with her recently?

SP2
Yes.  My mum has got dementia with Lewy bodies disease which is quite nasty.  But it started developing probably about four years ago.  I noticed she was complaining about seeing hallucinations at the end of her bed at night and it was worrying her.  And it has progressively got worse where she hallucinates all the time.  Well, not all the time.  Most of the time where she will probably cook for people that are not even there.  It is an empty house.  She lives on her own in a three bedroom house.  And I will arrive there and there will be food everywhere where she has been serving mainly grandchildren things that she would see but are not really there.  And she gets really distressed in as much as they do not eat the food that she has cooked for them.  Or they do not reply to her when she is talking to them.  They are mainly sleeping.  They normally would sit in chairs sleeping.  And that is how it all sort of started just when I realised she had quite a bad problem.  

Initially, sorry, I am just going to go backwards one step.  She was complaining about being a bit forgetful.  That is how it started.  And then it was these hallucinations.  And... But she was managing okay.  She was not too bad.  It was just a little bit distressful for her.  And she would phone me up sometimes complaining that these people are not talking to her or they are upsetting her and things like that.  So I would go and sit with her and comfort her.  And then, they would probably go away and she would be okay.  

But that has progressively got worse and worse whereby she is having...I mean a lot of times, I do not know whether she is actually living her dream that has just had.  She has woken up from dream.  She is carrying on with the dream or whether she has just completely hallucinating.  Or whether what she is explaining to me was just actually a dream.  But she gets very distressed over it.  I mean, she really does get upset.  To use her words, the latest most recent episode before she went to hospital was she believed there was a...as I said to use her words.  She said there are loads of gypsies in her garden.  And they were fighting and doing all sorts of things and then some were in her house they were trying to rip her shawl off her shoulders and they were eating her dog on the floor.  I mean they are really horrible things she sees.  And she is quite vivid in her description.  Like they are eating intestines of her dog and she goes quite...and this could be at two o'clock in the morning.  And she would phone me and shouting and screaming get me out of here.  And she got to the point where she did not recognise she is in her own house.  

So she was getting frightened and packing bags and phoning me up and saying can you come and get me and get me out and I would arrive at her house at, as I say, three in the morning and she would have all her bags packed and she would start walking out the door.  I would say mum, where are you going?  You said you were taking me home.  And I would try and say: mum, you are at home and turn around and get back in the house.  She would be distressed about what she had been seeing.  And it was becoming unmanageable for me.  I mean, because it was any time 24 hours a day.  I would get these calls.  And that is just one occasion.  There are many occasions like that.  And the danger point was the fact that she kept wanting to leave her house because she did not recognise it and she wanted to go home. 

 And one of her biggest phobias was not living in her house.  In other words, she did not want to go in an old people's home.  She fears old people's home.  She got this thing about them where it is full of old people that clap all the time.  I do not know where came from, to music and they just sit there clapping.  And there is not an old people's home not far from her home.  And she would often ring me up and say why have you put me in here.  Come and get me.  They have all left and I am on my own now.  And I cannot find my shoes and everything else.  And she would be in her own house, when she’d phone me.  So I would go there and this is one of the distressing things that she was afraid of old people's homes.  And it was part of her worst hallucination that she was in one.  

So, the dilemma I had with her was, first of all, she would not come to stay at my house.  Where she would, I would take her to my house sometimes.  But, after about an hour she would start fidgeting and say that I want to go home now.  I want to go home.  And you have to take her home.  She will not settle in my house or anyone's house and at the same time, as she was getting worse, I did not know what to do about getting her out of her house.  Because she is, I thought she is becoming a danger to herself.  So that was the situation I found myself in.  And on many occasions I... excuse me if I’m going on too much...

SP1
No.  Not at all.

SP2
On many occasions, she would have these really horrid hallucinations and sorry again... recently, she started confusing me with my father who is dead.  He died ten years ago.  And not been horrible to my father.  My father and her got divorced when I was probably ten years old.  And he is a lovely man but he was a [nationality].  And he made a lot of money in London.  And unfortunately, he was a bit of a womaniser, a gambler.  And he treated my mum well but he had girlfriends and everything else and they split up.  And occasionally, or very occasionally, she would suddenly start talking to me like I was my father.  And she would start asking me things like where have I been, why I do not stay there anymore.  And referring to her and being my girlfriend and everything else.  And she would start getting really a bit aggressive towards me.  

Which made it more difficult for me to calm her down.  Because everything I said to her, it was like my father was talking to her.  And she would attack me in a verbal way and started getting really, really angry with me.  And getting a little bit hysterical.  So I got to a stage where I just go and sit with her and hold her and talk to her.  And she would call me her angel and everything else and without me, she would be dead and everything else.  I became the opposite.  I became someone who, although she wanted me there, it was for a different reason.  And I felt that I was actually agitating her even more by being there.  But there was nothing I can do.  I cannot just walk out and leave her. 

 And in one occasion, I said to her, look mum, I am going to go out now and I will be back.  And she went hysterical.  Do not leave here.  And I could not handle it any more.  It became really difficult for me.  And as I say it, is anytime, 24 hours a day, these events were happening.  She was on medication.  She was not on medication for the hallucinations.  She was just on Donepezil I think they call it.  It is for the dementia part of it.  

SP1
Donepezil?
SP2
That is the one, yes.  Her neuro just had increased them from what is normally a maximum of 10 mg to 15 mg.  He said it would probably help get to the root of her problem rather than give her these anti-psychotic drugs.  They can be dangerous.  And the next day, it was probably get around to 20 mg.  But it was not working.  She was actually progressively getting worse and worse.  Right, do you want me to tell you what has happened since then?

SP1
Yes.  When she was agitated and phoning you up, was there anything that calmed her down or were there variable?

SP2
Right.  One thing I did notice was... I mean, I have got a sister who is not very helpful.  She only lives 300 yards from my mother.  I live about three or four miles away.  But my sister is not very... She would go see my mum maybe once every two weeks.  Which I felt that was upsetting.  But my mum did not mind that.  It was me she wanted.  For some reason, I became... and I have read about this.  I became the one... I mean she rings me all the time for anything.  And it has got to be me.  I am the one who has got to go there if she has got a problem.  If anybody else goes there, she will ask them hysterically where is [name]?  Phone [name].  Get [name] here.  And it is always me me, me, me.  Right.  Bless her.  She is my mum.  And I feel responsible for her and I think I have got a duty to look after her.  Which I have done for about five years now.  I think it starts about five years ago really or four years ago and it has become like a full time thing now for me.  

But the problem is I run a business.  And I still work.  And my business is deteriorating because of my lack of being able to sort of attend to it.  A lot of people take liberties and payments are not getting made.  I have not got the time to really… Because I run it on my own.  I do not employ a big staff.  I have got two sons to help me.  And unless I do something, it does not get done.  And a lot of times, I am in the middle of doing complex things for my business and I will get a phone call.  I have got no option but to leave immediately and go to her house.  And then things get left undone and I have to get back to them.  So, you know, it creates a lot of pressure for me.  

But, I just… I get over it by just thinking it is my mum.  You know, what can I do?  She is like my best friend.  As such, people always say your mother is your best friend.  Because you commit any crime you want and they would always stand by you.  And I just see that.  I mean I have never been so close to my mum, funny enough.  I mean, I am close to my mum but lately, it has just like me and her.  And it is nice.  I have done, I feel that I have done everything I can for her.  Everything.  I will take her to all her doctors’ appointments.  I talk to her doctors.  And I arrange her medication for her.  I really, really do a lot for her.  But it has now got out of hand.  I just cannot control her anymore.  These episodes happen all the time, I have actually spoken to her and she has been fantastic.  And she would be talking like there is nothing wrong with her.  I am in her house, there would be people there, maybe my wife or somebody and she is fantastic, laughing, joking and it is really nice to see her.  We go home and within 15 minutes, I get a phone call.  So, nothing ever happened.  It was like she was in a completely different world.  Absolutely, just like that.  She would go into a completely different scenario and hysterical on the phone.  Back I go again and she is a different person.  She just switches really quickly and it is just uncontrollable.  

SP1
So, what happened with her going into hospital?

SP2
Right.  The problem I had was actually getting her into a hospital.  I find this is my biggest problem.  I found there was occasions where I did not know what to do.  I just did not know what to do.  She was all over the place talking nonsense, getting a little bit tearful, very depressed, saying she wishes she was dead.  That she envies people that are dead.  And all things like that.  Now and she was just talking nonsense and rambling.  And it would be two o’clock in the morning.  And I am just there and I do not know what to do.  So I phoned for an ambulance.  I think, well she needs medical attention there is no more I can do.  And maybe an ambulance would turn up.  I mean this happen maybe five or six or seven or eight times.  I do not know. But an ambulance might turn up after two hours.  They will sit and talk to her.  And the strangest thing ever is that she could be absolutely on a different planet, the minute the doorbell rings and an ambulance man walks in, she changes.  She starts flirting with them and talking all nice.  But after they have been there for a while…I will explain something else.  After they have been there for a while then they realise there is something there.  And I feel bad.  I think they must see why I have not been calling for an ambulance.  And one day she…If I am going off subject let me know.

SP1
No.

SP2
One day…I will give you an example.  She tried to telephone…No, she did not try to telephone, she was in a complete state of confusion in her house.  And for some reason, she phoned a mini cab up.  A mini cab office.  I do not know where she got the number from but she dialled the number.  And they said, where are you?  And she said I am in [country].  And they said whereabouts.  I am on the roundabout.  And they realised there was something wrong with her.  

And they got her number and they phoned for the police and they said there was somebody on the phone and she sounds awful.  I think the police phoned her and went around there and then they phoned me.  No.  Sorry, the police phoned me and said there was something wrong, so I phoned her up and she was…  So, I went to see her.  And she was completely all over the place.  Her house is all… Food everywhere, cushions… I do not know what she had been doing in there.  

I actually got her to hospital.  An ambulance came and took her to a hospital and this is the problem I find: they will take you to A&E.  And they will sit you in a room.  And it is like, stay there until she calms down.  And then you go home.  And on that day, I said, look she is really not well.  It is all new to me do not forget.  I mean I am not experienced.  I said is there not one who could you know, like a psychiatry doctor or something.  And they said yes.  We will get someone to see her.  

So a doctor turned up with this nurse woman and they sat in her room and they said: Hello,  [name].  And she went: Hello.  And he said what is your name?  She said [name].  Date of birth… and what year is it?  2015, it was at that time.  She kept knowing the right answers.  And I am sitting and thinking this is...  So the doctor and nurse said she seemed all right.  So I said well, ask you where she was a couple of hours ago.  She went: Oh I was in [place] when I was… and he suddenly realised you know, you have to go below the surface.  And she then started coming and he realised there was something really wrong.  He said, I will arrange social services to come and see her and everything else and he left.  And then they just sent me home again with her and that was it.  

But my biggest frustration was there was times where I needed her taken off of my hands even for a day, not to give me a rest, but to bring her back to a level below a certain line where maybe I can now look after her.  If they cannot bring her below that line then there is nothing I can do.  She needs medical attention all the time.  And I never found that at all ever.  And that was my biggest frustration.  But finally, the other Saturday, she was out at four o’clock in the morning and she was banging on the neighbours’ doors and the neighbours came down they woke them all up.  She said those people sitting in their car, she got her old car outside her house, it does not work, but it’s there.  And they realised that there is something wrong again and then she said there is people fighting in the street.  

So they phoned me and I went there.  And calmed her right down.  This one was Friday night.  And then on the Saturday morning, she phoned me up complete…I was miles away at that time, I had to go somewhere.  And she phoned me up and she was all over the place.  I phoned my sister up and said: can you go there?  I said I will phone for an ambulance.  She sounds awful, suicidal, frightened, everything.  There was some story going on.  I do not know what it was.  Anyway, an ambulance took her to the hospital on this occasion.  Which was about four weeks ago and they kept her in A&E and they said we are going to keep her in overnight.  

She was just rambling and talking nonsense.  But I think there was something medically wrong with her.  I do not know what it was.  They took blood.  So they kept her in the ward.  And then they transferred her into a general ward, a medical ward.  And in there, I mean I was sitting with her and talking to her.  And she was completely hallucinating.  She cannot see what I can see, if you know what I mean.  You say to her: look out the window over there.  And she would just go like that.  I mean, she would gaze into space as though… And you try and point and she looks and she was all over the place.  And then she started saying a priest came on a horse last night all… Do you see all these actors with the big noses and the makeup?  So I thought, well at least I hope somebody is observing this because, it is no good me hearing this.  But I do not think that would really happened.  But a psychiatrist did go to see her.  And I think he realises the problem and from there about two weeks ago, they transferred her finally to a hospital.  We were in [place] is a psychiatric wing.  And it was an assessment hospital.  I do not know if you know it.  [place].  Maybe you do not.  

SP1
No.  I do not know that area that well.  

SP2
Better rather you pop in this place but straight away she went hysterical which is pointing there.  And she was crying.  I arrived there about an hour after she got there and she started screaming at me get me out.  Everyone in here is mad.  She has got in, there are old people.  She hates old people.  She is 87.  She hates…I think that is quite common now.  They do not see themselves as like me.  Well anyway.

SP1
And me.  Well no.  

SP2
You do not think you are as old as yourself.  But she was hysterical when I got there.  But the problem was when she arrived at the hospital, they put her in a chair in the main reception area.  It is a lovely place, beautiful place.  But then everyone was standing around her.  All the inpatients, they are all poking her and putting her about.  And she went hysterical absolutely.  Anyway, I calmed her down.  And she wanted to go home.  But she was still talking badly.  And she eventually settled down and went into her room but then she was unsettled.  But the problem was, I mean knowing her fear of where she was, they put her in her room and then two days later they moved her to another room.  

SP1
Oh.  Okay.

SP2
Now, that really upset her.  She wanted to know why and I am going to die here.  And I am in prison and all other things.  And then sure enough, the next day, they moved her again to another room.  Now, okay.  I do not interfere.  I observe but it is not what you call complaining and saying why you moved.  They have got their reasons for doing it.  But them sort of things are not helpful for someone who a: does not want to be there.  Does not understand why they are there and they have been.  She sort of explained…everything was in bags.  But they just suddenly just moved.  

There are no real explanations or comfort involved.  And that was upsetting her.  And then to top more of that up, I got a phone call likely yesterday or the day before, saying she is being moved to another hospital.  And they do not really explain…well, right…I do not know whether this is true or not [?].  I can only say what she tells me.  She does not get things right.  But apparently, they just pack their bags and said you are going to another hospital.  And they just put her in these ambulance thing that took her apparently ages [inaudible].  According to her, probably did not.  Because I hear all sorts of things and I will give you an example.  Anyway, she has been put into what looks more like an old people’s home but is a hospital.  And she is not settled there at all.  Not at all.  

Again, they put her in her room and then yesterday moved her room again.  She is finding that really difficult to handle but okay.  But she seems to forget it after a while.  Which is maybe understand or they just have to get over it.  I saw her yesterday and she was crying and thinking…she said the doctor saw her.  She is always confused as to who saw her.  And he assured her that probably by the end of the month she would be able to go home.  That might be a comforting thing.  Maybe he did not even say that.  Again, I do not know until I actually speak to somebody.  So, that is where we are at the mument.  She has not been in the hospital for that long.  Her experience has not been as comforting as…I mean, maybe I am expecting too much.  

But in her condition, all she requires is reassurance all the time.  Reassurance all she want and a smiley face.  She cannot…apparently, yesterday, she was looking out the window there is a church there and she phoned me, I could play the message.  She actually phoned me and left a message saying: [name], I do not know what time you are coming but I am in the church at the mument and can you come and pick me up from the church.  Which was not as she in the home.  So I actually phoned her, I had to give her a mobile.  I gave her a mobile yesterday…or the day before yesterday.  And I have had I think twelve phone calls since I…she just does not stop ringing me.  

And as soon she has a problem, she would ring me.  And I think she needs that.  I think she would go mad if she could not ring me so.  I am suffering for her but I have given her mobile.  And so then I found her.  And I said: mum, are you okay?  No, what time are you coming because I am in the hospital in the church and how you can find me and all things...  I said: just stay where you are and I will be there very soon.  And sure enough I got there and she was in her home.  And she is really upset because there must have been another patient there and she asked him how do I get to the front door of the church.  And he just abruptly said to her: you need to ask a nurse.  She did not like that for some reason that was really blowing my mind.  And she was really upset last night.  That was how I sort of left her.  

SP1
So, since she has been in hospital have you still had to… Had as just as many phone calls from her and just as much contact with her or it changed at all?

SP2
Yes.  No she phones me all the time.  As soon as something small happens, and she thinks I am of some great importance and influence as well.  She would say to nurses, [name] would solve this.  Everything is [name], I know.  They must hate me when I go there.  Because they have heard so much about me.  But, No.  She is totally relying on me.  Although she is in the home and or the hospital when has gone there, she would still phone me no matter what.  The funny thing was, when we went there the first day.  We got there just as they were eating.

SP1
Is that the home?

SP2
This new home.  And I saw her in the restaurant sitting there very nice, [inaudible] four people and she was eating away, all nicely.  And we sat just along the corridor and you can sort of see into the room but she could not see me.  And then it was nice and peaceful, really nice. And then she came out and I said…she started crying straight away when she saw me.  No, they put me in there.  And they sat us in rows, she was saying like a cinema.  She goes that people throwing [inaudible] at each other and cups and the fork.  No, this is what she could see.  Although she was sitting there eating.  

SP1
It is really hard for her.

SP2
She could see all these things.  Yes.  And you know, straight away, I want to go home.  Mum, what do I do? I have to persuade her that she is in a hospital, not to worry and they are looking after you.  And then she calms down.  She will calm down after reassurance normally.

SP1
What was she like at the other hospital?  The medical hospital?

SP2
Right.  She was exactly the same.  She liked the surroundings.  But, everyone there was troubled and it was troubling her.  

SP1
Other patients.

SP2
You know, the other patients.  Yes.  Like shouting, men walking just shouting, poor things that… they were not well.  And it is a psychiatric ward, what do you expect sort of thing.  It was…everyone there was troubled.  And what does not help is they should be talking another patient who says my mum keeps going about being mad.  I said mum you are not mad.  You are not well.  And but then she will speak to some other patients that were there earlier [?] we were in here because we were mad.  Sorry.

SP1
Do you want me to get for you water?

SP2
No, I will be all right. [inaudible] So the other patients…maybe I do need some water.  

SP1
Yes.  My words.  I will just be a minute.

SP2
Sorry.  

SP1
This is the only glass that is there.  

SP2
It is very nice actually.  Thanks very much.  So one of the problem she has is she talks to the other patients.  There is an Indian lady there.  Nice lady when you start talking to her she got problems herself.  And she says…she explains that she gets agitated and starts talking to people and neighbours, and that she is mad.  And she has been in here for 16 years.  Which she has not.  And then my mum, she hears all these and then she just starts worrying that now she has been…she thinks she is lock in an institution now and she will never get out.  

SP1
Okay.  

SP2
So you have to reassure again and everything else.  And that is basically… the problem is, you can settle her down but then she starts going to talk to the wrong person for five minutes and off she goes.  And it is really difficult here.  

SP1
And how long was she at [place]?

SP2
About…I am not sure, a week and a half.  I think so.

SP1
A week and a half.  And what was she like there?

SP2
Oh, hallucinating.  She is completely hallucinating, kept getting up and wandering off.  But they may be using Zimmer-frame because she is having trouble walking.  She got arthritis and the hips really bad.  And her back, her spine is bent like that.  I do feel sorry for which she is trying to walk.  But she [inaudible] had a falling there the first day.  She banged her head badly.  But she was a good patient in there.  No and she would start telling me that they are taking all of they were dying in the beds opposite.  There is actually a bed opposite her but apparently they wheeled three of them away today, they died and it is all these things she had seen.  But it is same people in there was nothing really like that.  But she was hallucinating badly while she was in there.

SP1
And what were the staff like?

SP2
The staff were okay.  I do not think…see the thing is this is what I think was wrong in there, it was a medical ward.  And they were not taking a lot of notice of her.  I wanted someone to observe all these hallucinations.  So, my objective was that, as I said, that they take her away from me.  Re-evaluate her condition and her medication and maybe do give her some anti-psychotic drugs and everything else.  But monitor her for me to make sure that she is okay of them.  And then once they get her a bit more stable…I mean, I know she is going to get worse and worse but try and bring her back down to a level where I can manage her so that I would take her back.  I do not mind at all.  I do like…I mean I do all her shopping for her, I cook for her, I get takeaways.  
I look after her as much I can.  But I cannot control her, you know.  When she is not as…but I do not think they have taken a lot of notice of her hallucinations and her nonsense talking as though, it was more a medical ward.  You are walking okay now.  But now, she is in this other place.  I believe that she has been spoken to by a psychiatrist then.  I hope that they get into the, you know, they are not just asking her name and date of birth and thinking she remembers that so she is okay.  I have not spoken to anyone yet but you know…

SP1
Have you noticed a difference in how the staff are on each ward?  Are they any different?

SP2
The medical ward were a bit more abrupt.  They did not take a lot of notice of people that were [inaudible] Because of the way I am, but I cannot criticise because I do not work in there.  But you would see the blinding bit [?] there one woman was crying help me, help me and they just ignored it.  But maybe that is purely understandable because that what she does all the time and there is nothing wrong with her.  It is not for me to say she will ask you for help when they have already ignored her.  But they were more hardened in their…this one I went to yesterday, my mum was very disturbed when I arrived at the…I will call it a nursing home, but this is more all right than the last time [?].  But there was a really kind nurse talking to her really nicely how she likes to be spoken to.  So they seemed a little bit more understanding to their condition than they do in a general medical ward.  Although they were nice, they did speak to her really nicely, I have got no complaints about any staff.  It is just that I was frustrated.  I do not think they were concentrating on her mental state.  It was more her physical being rather than what is going on in her mind.  

SP1
What were they like when she was wandering around trying to leave?

SP2
Well, they have ignored her.  As long as she was on her Zimmer-frame, they did not seem to mind what she was doing.  And even yesterday when we left the hospital, I said I am going and she started saying bye to everyone and they go: no Mary, you are not going.  But they spoke to her really nicely.  And I could see that she is entirely on state of confusion.  But somehow I just left and left it to them to sort her around.  And they…I feel confident where she is now.  I really do.  Because everyone is like that wherein this other one they all have different illnesses.  And I do not think they are experienced with mental problems in there.  50 main [inaudible] they can handle but not with these hallucinations.  

SP1
Yes.  And is there anything that the staff to do, because you have mentioned reassurance and things, is there anything else or what does that look like when staff reassuring.  Is there anything that they do that you think that is really helping my mum or I can see that that works for her?

SP2
When they talk nicely to her.  She likes to be spoken to nicely and in a nice voice.  If the nurse looked her in the eye because you do need eye contact with her, and explain and…my mum likes…I cannot put it.  She likes to be liked and if the nurse looks like she likes her, that brings her down to a better level.  But if someone half ignores her, she gets agitated.  She likes to be acknowledged that you like her and she does not focus on what you are telling her.  She will just focus on what she is going to tell you.  In other words, if I was my mum now, she would say oh you are young.  Are you not a clever girl?  Your mother must be really proud of you and anything you tell me on [inaudible], she will butter you up to make you like her.  If that works, she is happy.  She could not care less about telling you what is wrong with her.  Her initial conversation and you will ask her a question about her illness and she wonder what you are talking about because she is not focused on that.  It is more like you should ask her about how many children have you got.  She wants that sort of conversation.

SP1
Yes.

SP2
She is not interested in asking medical questions.  It is weird.  I cannot explain it very well.  But it is frustrating me sometimes because I can see she is…when a psychiatrist or a neurologist wants to talk to her she is not focused on what they are saying.  All she is thinking of is what can I say next to them to make them laugh or like me, you know.  By telling them how clever they are and how nice they are or good-looking they are.  All things like that.  That is mainly her focus of attention.  It is really weird.  Yes.  The purpose of her [inaudible] days, if she sees like a kind response from a nurse or like, she responds to that.  If she thinks she has been ignored or they are a little bit hardened the way they talk to her, she upsets her straight-away.

SP1
Have you noticed the difference that in how she is on different hospitals [?]?

SP2
Not a lot.  Because there has not been a lot of time.  I noticed in the first hospital she had been in, this which is a psychiatric ward, she definitely settled down and those elements of she liked it there.  She felt comfortable [?], although she was nervous, she will be saying.  I think maybe a reflection of the way the staff were talking to her.  Because they did seem nice the staff in there.  They were very good.  And where I thought after the first time when I saw her sitting there I thought, this is going to be a nightmare.  
She definitely settled down so they did something right for her to be able to accept where she was.  Although, she is still waiting to be told when is going to leave, she was not saying I want to go home.  And I asked her, I actually said to her one day, she is in there for, I cannot remember, for about a week I think it was.  I actually said to her, do you think you are ready to go home.  She went no.  Which I thought was really a good answer.  Yesterday though, when she was going this new place, I asked her the same question you know, ready to go home now.  She could not go home and it really [inaudible]

SP1
And have you noticed much difference in the way the staff have involved you in her care in a different places?

SP2
Right.  No.  The only people…I mean so far she going into this new home and I have not been spoken to or… nothing at all.  I just visited her and leave.

SP1
And when did she go in?

SP2
The day before yesterday.  

SP1
Okay.

SP2
So, she has only been there two days to be fair.  I went in there yesterday.  And I went there the day before.  But nobody has spoken to me about anything or her change…if she has had a medication change or what has been done.  Although, I know she has been spoken to by somebody.  But I do not know…she changes who she has spoken to me.  So like I thought was, it is not I could be walking in and know for the days account [inaudible] what you doing about.  What is going on?  I will let them…I mean, you got to give people a chance.  She is not the only person in there.  So, I am waiting maybe for three or four days and then I will ask her a question like can I speak to a doctor see what is happening.  Or I expect maybe someone to phone me and let me know what is happening.  
There is a…her psychiatrist, [name], she is lovely.  She has visited my mum at her house a couple of times.  And she has got a district nurse called [name]. Now, he is very good.  My mum likes him as he is such a good talker.  He knows exactly how to talk to her.  Now that is just through experience I think.  I think maybe the experience level is what she needs.  People below that level get it slightly wrong and agitate her.  But this [name], when he talks to her…I listen carefully to how he talks to her.  What he says because I learn by that.  He is fantastic.  He will ask her the right questions, at the right time and gets her off these subjects where she is…he is brilliant.  And I believe that he has gone to see her but it may not have been him.  She gets mixed up with who has seen her.  But I might call him to find out.  Because he is on her case should we say, so I might give him a ring maybe this afternoon or tomorrow to see what he knows or if he can advise me to what is going on.  But no one has actually approached me.  I would like…I would very much…I am waiting for someone to talk to me.  I am keen for someone to talk to me.  So I know what is happening or what the plans are.  But I do not want to rush people because if I was busy I am not there, you know.

SP1
And were you involved in her care in the hospital before that?  And then what about at [place], how was it?

SP2
No.  They respect me as her son and I am her power of attorney for her health and finance is where it is.  But I was not that involved.  I mean, I had to phone them.  

SP1
At which place?

SP2
At the [place] I had to phone the psychiatric team and say: look, what is happening?  Because she has been in there a week and she is getting worse.  She was getting worse.  And they said I know, we will go and see her.  But I promise you we will go and see her.  And it was at that point, they did actually, to be fair…I think it as Friday, I spoke to them.  And they went on the Monday morning they spoke to her.  And then they decided to transfer her after that.  But nothing had happened for three or four days.  She was just lying in a medical ward.  And I could see she was getting worse and worse and worse.  She was just talking crazy most of the time.  And it was frustrating so I had to make a call to the team.  And they said, they know and they will go and see her.  And so they did.

SP1
And what about the staff on the ward?

SP2
She had her own nurses.  Good.  I cannot complain.  But not trained, I do not think, for her type of illness.  For the Lewy bodies element of it.  Okay for dementia, they are kind, understanding.  But I do not think they are trained to the level where they know how to her when she is getting a little bit hallucinatory when she is in that completely state of mind.

SP1
Did they interact with you when you went in to ask questions, feedback?

SP2
I was doing the tracing.  I was actually doing all the trace.  I was asking and all right, I must tell you this yes, right.  She went in there on the first day, and I spoke to a psychiatrist, nice man, he is part of the team.  I went there the next day and she was with a consultant.  And he asked me about [?] her history.  And then, to cut a long story short, every time I went there, it was a new person that spoke to me.  
It was like another consultant who picks ups that one and every time I saw five people and every time I have to go to through her history with them.  And it was like let us start again.  And then you go back to see what and it is someone else to speak to.  There was no continuity or what is the word, you know one direct person I could talk to.  So, that is when I actually phoned up the very first psychiatrist that she saw that was a week earlier he saw her.  And he promised me to go and see her on the Monday, and he did.  And from that, she did got moved to this psychiatric ward in [place] [?]

SP1
And when you say they asked you about her history, was that like her medical history or personal history?

SP2
Everything. I go right through everything. I mean…they lost her medication.  When she was in the A & E, they said what medication is she on.  I said, oh well it is at home.  I will fetch it for you.  They said yes, can you fetch it.  So, I went home and she got a box of tin and there was like say, ten or twelve boxes of tablets in there.  And also there was a list of what they were and you know, just a backup as to what medication she has.  I said there is her tin, they start right, put it in the bag and hang it on her bed.  And I said then there is her prescription of it there.  
And the next time when I put her in the ward, they phoned me and said have you got her medication.  I said, I took it in yesterday.  No, it is not here.  Did not care.  It was like, my problem.  And I did not get angry.  I do not get angry very easily.  But I went there and I said, I was told to by two people, first a nurse and then the doctor to hang it on her bed and they went, oh well, it is lost.  It cannot be lost.  It must be somewhere.  No, they will go back to the pharmacy and they [inaudible] it.  Well, what [inaudible], I do not know what is happening [inaudible] I gave you the list.  
So I had to go back to her house and find some old thing [inaudible] mainly she get the list and not to be back [?] and said there you go.  And that was it.  So, they did not see any bit of urgency in her taking her medications to start with.  But then, I still do not know if she is on the right medication.  Well, I have given the list to people about three times now.  

SP1
At different places.

SP2
At different places.  Yes.  They have asked three times what was on this, is she on that.  I have given you the list.  You should know what she is on.

SP1
In the first place, this [place], did they ask you about what she was like at home and what her interests were and what her, whatever she was like married or anything like that?

SP2
No.  Nothing like that.  

SP1
Do you think they knew who she was?

SP2
I do not know, to be honest with you.  No, I do not think they were all that interested in that part of it.  As I was saying, it was a more medical ward.  And they were more concerned with her falling over than the fact…although her walking is related to her mental state of mind.  In other words, when is completely lost it, should we say, she uses her own words and expression, she cannot walk very well.  When she is well, she walks really good.  Although, she is in pain or all frightened her back pain as I said, I mean she has got like an old [age] woman with a bad back.  So, she is not the best walker.  But, I tell you what it makes a big difference if she is feeling well.  She can actually walk without falling.  But when she is completely hallucinating, she shuffles and just falls over.  Which is incredible. 
 And they were more concerned about that than her mental state of mind, definitely.  There is no real questions.  And when I was trying to explain them maybe or… I mean I just spoke to a couple of people. 
 The only person that eventually… sorry, right.  I keep forgetting this. It was on a Friday that she has been there a week.  And on the Friday, they phoned me up at nine o’clock at night and said to me, oh your mum is being discharged on Monday.  So I said, No.  She is not because I already spoke to a psychiatrist and he said he is going to see her on Monday.  And I said to them, she needs to be looked at.  So they said, no, she is being discharged.  No, she is not.  I have to argue for a moment on phone.  I said if you are going to discharge her, you are going to have to take her yourself to her house and put her in there and leave her there.  Because I am not doing it.  She is not right.  Oh, all right.  And then she goes, am I talking to the right person and all these nonsense.  She is not going.  I forgot why, it is coming to me now [?]  So, she thought she was being discharged on… this is Friday, on the Monday.  I forgot where I was coming to.  I was going to make a point there.  

SP1
You have spoken about people asking about who she is and knowing how and…

SP2
Yes.  But they thought she was well enough to go home.  And I just say how do you honestly think she is all right.  I went there on the Monday and to see her, to make sure she was not going home.  And when I was talking to her, I got a phone call from a social worker.  And he said I am told to about her mother and about her going home.  She is not going home.  I said I am with her now.  He said, oh are you.  And he was in the room there.  He just interviewed her and wrote her a note.  
So we sat together and I went through her case history going with him and he is like not from the enablement team but like, he needed to know what they needed to do to make it safe in her house.  So I explained everything to him.  She is not of sound mind.  She cannot…would you put a six year old child in a three bedroom house and shut the door and walk off?  Well, that is what you are doing.  She is no better than a six year old child sometimes.  Would her leave her on her own in her house?  You can put all the aids you want in there, you just would not leave a six year old.  Well, treat her like a six year old child because it is mad.  That is how she becomes sometimes.  And he actually took notice of what I was saying and he started rewriting his report that he has written.  
And he wrote in his report she is not fit to go home at all with this should reviewed she needs to be seen by psychiatric team.  She needs to go to a psychiatric ward and then reassess before any decision and he put that in writing.  And he sent me a copy of that for me to sign his report to sort of like read for any changes.  And I sent it back to him.  And that is the [inaudible].  
Apparently, the psychiatric team did not like what he put in the report.  They felt that it their decision, not his or some other.  I do not know.  I did not get involved in the politics of it.  But I find that, you find the neurologists argue that psychiatrist about a medication and they are locking heads and I am the one stuck in the middle.  I mean, the psychiatrist suggested to me…I am skipping all over the place here.  During the course of her treatment about a year ago, they said that they do not think this donepezil or level something other tablet… I think, you know, maybe she should stop them and she need to go to these.  So when you see the neurologist telling that this is what we were advised, and when I told them, unashamedly blew his top at me.  What do they know, who do they think they are.  I mean, and then I thought, well they do know.  They are psychiatrists.  I mean the woman was an intelligent woman.  But they are looking at it from different point of views.  He looks from a health point.  They are looking at psychiatric state of mind.  And they clash.  Do not tell me that you two have a fight.  If you going on and have a fight if you want.  But do not make me be the middle man.  Because I cannot do nothing.  And I find that you find that a lot likely.  And as soon as someone from a different department makes a suggestion, that department gets the [inaudible].  Because it is like they are being undermined or… But anyway, it worked.  
To cut the long story short, the social worker wrote this report and the psychiatrist decided we are not taking her.  We are going to go and see her.  They did and then they decided basically what was it these problems create.  In the meantime, my mum does not know what is going on.  One minute she was told she is going home, the next minute, you are being transferred to another hospital and she is getting crying or that she gets depressed and it caused her to get very depressed and I was reassuring her that everyone knows what they are doing and it is all for her own good.  I am happy to explain it to her.  Just see what I mean there.  I am left and I find that quite a lot.  And I am left holding the baby so to say.  And it is difficult.  

SP1
What a support have you been given?

SP2
None, really.  I cannot find support.  It is… [name], this chap, this nurse man.  They do go our house and see her but when I am at a lost, I cannot find support.  I mean I actually phoned, they say there is a care line in the psychiatric thing.  I forgot what they call it now.  My emergency crisis, it seem, ring them up if you are in a crisis.  Well, I did phone them up once.  Again, it was one o’clock in the morning.  I phoned them up and I said I am in a crisis.  Is it really [inaudible].  They said, phone for an ambulance.  Well, I do not need that, I mean, I was hoping they will say they are fetching me, we got a little ward she can stay in for the night and we will look after her.  You know, the proper…it is no good taking her to A & E.  Things are so she is dementia-nal woman.  They really do not care.  They assumed she knocked…just [?] had an accident did she not.  And I can understand that why they are saying.  But the point I say to them is, she has not been in accident but you got a route to where she has got to go.  I cannot take her directly there so I start with you for you to…this is now a problem but we can transfer to here whereby I cannot do that.  And that is always my argument with them.  Because I can understand them telling me why you fetching her to A & E.  Where else…I do not know where else to take her.  What do I do?  You know, it is difficult.  

SP1
So, it sounds like you only have support once you are in a crisis.  

SP2
Well, limited support but I take her A & E if they do not punish me by making me stand with her for five hours and then send us home again.  I could do that anyway, but at least during her medical surrounding [inaudible] but there is not a lot of support.

SP1
So, is anyone giving you any…where have you got your information about dementia from?

SP2
Computers, I mean internet research, a few brochures and things.  But mainly on the internet.  Just read things.  Now, there are groups you can go to which I wanted to go to but just never had a chance for it.  And I think that might have been helpful.  I mean, I might have been able to speak to them and they say no, we had this problem, and this is what we did.  You know, I needed that.  I needed someone to say this is what you do.  But people tend to sort of look at you and go, it is really difficult and it is going to get worse I say to you.  Oh, thanks.  You know, that is not helpful for me.  
But the kindest people, I would not say because you are here, the kindest, most understanding are the psychiatric team.  They tend to sort of… they have shown the most you know, care.  But they can only give you so much time.  I am sure there are [inaudible] problems.  But I find what they say is useful.  Like sometimes I have said to this [name].  I said look, when she does this, how…I do not know whether the right way to treat her.  I do not know whether I am making it worse or...and he would say to me: no, you need to just get her off the subject or…he gives me a little bit of advice which is really good and I listen to it.  It really does work.  But I have not had, you know, a sort of like training or you go as it goes on.  And every day is different.  Every day is different and it is really hard.  

SP1
What team is he from?

SP2
[team]  

SP1
Okay.  So he is a mental health nurse.

SP2
He is a mental health district nurse I think.  Really nice bloke.  

SP1
He comes to the house.

SP2
He actually came to the house once on his own.  Then she has gone to see [name] who was a psychiatrist.  And [name] the psychiatrist, she used to see him, my mum once every two or three months.  And every time my mum went hello…the usual [inaudible].  But the last time she saw her, she actually she saw her and I was actually glad she saw her when she was really down. And she was sitting waiting to see her and she was coming and I felt good [inaudible] and when [name] saw my mum that day, she was shocked.  Like I said her face, my mum looked like a different woman.  Her hair was all over the place but when she waved she smiled and she was talking nonsense.  She actually…that was the last time [name]  saw her in her own surgery.  She said, from now on, I am going to come and see you.  

SP1
Oh Okay.  

SP2
And she did.  I think she has been twice to my mum’s house.  And both times she has been accompanied with this [name].  And [name] has come on his own once or twice.  And that has always been productive and good.  I make notes and everything else.  So, you know…but although they see her, sort of like how she getting, you know…but nothing medically has changed if you know what I mean.  They just observe her.  They said well she has not changed much.  But they do not see the full extent of her problems.  I have to keep explaining it to people.  Because they do not see it.  And sometimes I wonder if they think I am, do not get me wrong, but I am not, you know.  

SP1
Do you wonder what happens to people in hospital, you do not have any family?

SP2
Yes.  I feel really sorry for them.  Yes.  It must be awful for them.  It is sad.  I think it is really sad.  I know these people that they do these people you can, I forgot what they call it.  Now where you befriend somebody.  I know they are people you can stay with but I do not know if that would work with…I do not know how they must feel about someone to because with my mum…Can I talk about my mum’s illness?  They need someone to be their pillar to lean on.  And obviously in my mum’s care, it is me.  I am her involuntary carer.  Full time carer.  Whether I like it…was that my phone?

SP1
Yes.  Is it all right?

SP2
Yes [inaudible].  Whether I wanted to be her carer or not, I have no carer, but luckily I have my son.  So, I can live with it.  And people keep saying to me, this is completely off the subject, everyone keeps saying, are you really getting paid for this.  I do not [inaudible] money to look after my mum.  I mean I know that sounds a bit funnier people keep saying she could apply for money.  I said I feel guilty.  Say I want to be paid for looking after my mum, you know.  [inaudible] So, because I would do it because it is my mum.  And she really, really, really, really relies on me a 100 percent.  And then she said, if people have got the same mental problem my mum has got and require this and they have not got any family members, I do not know how they…I do not know what they do.  They must rely maybe, if they were in a home, one member staff or something and I do not know, [inaudible] must be awful for them. 

SP1
Do you think her care would have been different if you have not been around?

SP2
I think she would have killed herself.  And that is my view.  And that is the view she gives me as well sometimes.  Because if she ever phones me and I do not answer the phone, the message is normally frantic.  And lately, she tells me off.  She thinks I deliberately not answer her phone because I am fed up with her.  She keeps…I mean she does know that she rings me a lot and she keeps begging me, when she is well, she said never get fed up me will you.  She cries.  And I said of course, I am not going to get fed up with you.  And then she has one other thing, she is so relied on me, it is just ridiculous.  But then she has a guard on me, she will moan about what I do things.  Well, I do not mind.  I really do not mind.  I understand her.  I understand that she is not well.  So, you have to [inaudible] with the goods and the bads but it is hard, really hard.  

SP1
Yes.

SP2
Yes.  I do.  I have not considered how someone must feel if they got no one to rely on.  Yes.  It must be hard.  Unless it takes a different…because there is not anyone there.  Maybe they do…I do not know.  Maybe they [inaudible] to some other form of like comfort or whatever…

SP1
Do you think her care would have been different in hospital if you had not been coming in and visiting?

SP2
I cannot that answer really.  I would not know.  Yes.  I mean I am not a bully when I go to the hospital.  I will start asking questions to make sure that she is getting the right understanding.  In other words, I want her care to be focused on her Lewy bodies Dementia.  I am not worried if her hips hurt her.  Because she already complained of pain my mum and I really want reassurance while she is there it is focused on her problems.  And I want someone [inaudible] would realise that, you know, this is not working and we are going to try this and we will monitor her and do what we can.  And then we will say, we go.  That is all I really want, really.  The fact that she does not like it now, I can deal with that.  I want to go reassure again and she settles down.  And she will stay another day or two if you know what I mean, before she starts moaning again.  It is difficult.  

SP1
So, just being a bit more general, if I say agitation in dementia, what comes into your head?

SP2
Yes.  They do get agitated.  When things are not how they want it to be in any slight way, there is agitation there.  And a lot of it is to do…in my mum’s case, is the frustration of her hallucinations.  Because they are not real, she does not know that.  And she gets really agitated.  The biggest agitation is the phone will ring and her back is hurting her and she would see the children sitting in the chairs, and she would say to all of them, can you answer the phone.  And they do not, obviously.  And she gets really agitated.  Then she would ring me later on crying saying why does not anyone do what I want them to do.  
She gets agitated for reasons that are not real.  And that is the upsetting thing because how to do reassure someone that it is not going to happen again or how to you deal with that and its frustration that agitates her, definitely.  I mean it is…and she never really got agitated in real life, if you see what I mean by that.  
Today like I might be late or something like that getting to her, she does not get agitated.  She understands all that.  But it is these…well, I suppose these nightmares she is living that really agitate her.  Because she cannot get rid of it.  She cannot make it go the way she want to and that causes her to get really agitated and depressed.  Extremely depressed.  Yes.  She goes from agitation into depression.  Crying badly and then she comes out of it okay.  She also suffers from epileptic fits as well, very mild.  But I have not seen any lately, she is on medication for that.  But that seems to be under control.  I have not seen agony [?].

SP1
When she is agitated, what sort of things does she do?

SP2
She will…her voice changes.  She talks either in her best English to me and I do not know why she does that.  My mum is Greek and she talks mainly Greek to me.  Not that I understand Greek great but she always talked to me.  But when she starts talking to me in English, I know there is a problem.  

SP1
Okay.

SP2
I know there is something not right here and she will just get agitated.  It is just verbal agitation should we say.  She does not start getting angry and throwing things around and as I said, she will show that she is agitated and frustrated.  It is a frustration and agitation at the same time and then there always followed by crying and depression.   All the time.  

SP1
And what do you think causes it?

SP2
It is the frustration of what she can see that I cannot, that is what it is.  It is her…I mean, I cannot really explain this and I have tried to explain it and I do not know whether…this is what I am saying, I [inaudible]psychiatrist understand what I am saying, or would they just: yes this is common because she definitely cannot see what I can see.  When we are sitting in a room and I will point and she is looking like that.  Or she will feel [?]...and sometimes she cannot find the toilet.  She is standing in the room and I said, [inaudible] doors there and she would just…she would walk over there.  And she is in a state of a trance.  And then that was so upsetting her that she cannot do what she wanted to do and then she starts getting a bit agitated.  That is when she gets agitated the most.  
But definitely what agitates her the most is the children sitting in the chairs and do not eat their food.  She said I cooked for them and they were not eating it for a nut based grain free [?].  And then she gets all agitated she starts, I do not care anymore.  She starts getting all [inaudible] I do not know how you talk to someone who is talking like that.  And she gets very agitated if she is not part of the conversation as well.  That is…she would be sitting in a chair and nobody turns and will be talking.  
She likes to be spoken to all the time.  The minute you leave her of a conversation, you see her head go down and she…suddenly I don’t know if she clenches her fist but she gets agitated. That is when she gets really agitated.  And I was told that is quite common.  You must keep her, and not talk across her.  I do not know why that is the case but…so now we try to sit ourselves so we do not get the opportunity to…we sort of consciously sort of try to sit… It is not so bad if you’re are talking…if she’s sitting here, see me and you talking now, you would see her head drop.  And then she gets agitated.  

SP1
So her body language changes as well.

SP2
Her body language completely changes.  She would turn like that. Look, she has not got face of thunder but she has not got a happy face to put it that way.  And you can tell that she is…and then she will start talking, I cannot explain, not aggressively but she will show anger in the way she is talking to you.  Yes.  And she will criticise you as well.  She loves her grandson, one of her grandsons and because she has looked after him when he was younger.  She likes him a lot.  But lately he sits on his phone a lot and she does not like that either.  Yes, she would criticise him.

SP1
Do not like being ignored.

SP2
Not at all.  

SP1
Was she with someone who did a lot of cooking then for everyone?

SP2
Yes.  They is it, you go to her house.  You could be the postman she opens the door and says, “do you want something to eat?” I mean it is just ridiculous and as a mother, I mean, I had a life of luxury, as a 17, 18 year old because I’d go to the West End you know, I get home at two o’clock in the morning, walk in the door and she get up and says, “do you want something to eat?”  I mean, it’s not, “where you have been?” It is like, “are you hungry?”.  Now, that is the typical Greek woman, I am afraid.  And if don’t eat, its an insult.  Once or twice it’s ok, but if you continue, she will notice it as well.  
So, I think that is part of her feeding everyone and the kids.  I think what it is.  Right, sorry.  My conclusion of this was, she wants the company of the children.  That is why she is seeing them.  And obviously, she will cook for them because they are there. But then the frustrations come in when they do not eat the food and they do not talk to her.  And that creates…so, I once worked it out that what she hallucinate is what she wants to be happening.  But then the other day, she saw, as I said or she said, all these gypsies fighting in the garden.  I am sure she did not want that.  
So, you know, she must get all…but my mum is frightened in the house.  I mean, I have put alarms in for her, there is cameras, there is…trying to keep her feeling safe in her home.  She has always been scared of burglars and things like that.  
So she gets all afraid when she sees all…I cannot try not to because I got medically qualified to try and you know, realise what she is seeing or why she is seeing it but definitely, I felt at one time she was hallucinating what she really wanted to be happening.  She wanted to have the kids there.  And she wants the family to be there.  She wants to cook for everyone.  And she does go through all the emotions.  But then, the depression comes in when all the food is still there and no one is eating.  And then she starts crying ringing me up saying, why are they not eating their food and they are all just sitting there staring.  That really gets to her, really.  Am I going on too long for you?  You got to go soon.

SP1
No.  I think I am pretty much…

SP2
Have I covered what you wanted to know about or have I told you too much about her illness.  I mean, did you not want to know more about…not that I can say much, about what her care in the hospital is like.  I mean I have not go the experience of that yet.  That is the trouble.  She is only…you know, it is only recently.  They must have…how did you get to me anyway?

SP1
From the Psychiatry team at [place]
SP2
Right.  They must have phoned you the day they decided to get her to the hospital.  Do you know what I mean, she is not like she has been in there for six months and I can really see it…the experience of it.  But initially, what I told is exactly what has happened.  It is not the best of starts I do not think.  And I am not sure how much attention she got.  But I am looking a lot of things as maybe because she is new in these hospitals, a bit of teething problem here and there.  And hopefully she will settle down but I have got no complaints about the staff where she is now which is the…like more of a nursing home than a hospital.  The [place], it was a medical ward and I do not think they were paying a lot of attention to her hallucinatory state trying to settle it down with her.  I think they are more concerned about her falling over and things like that.  But it was…

SP1
Is there anything about the environments that you think helped or did not help your mum at [place]?

SP2
Do you want to know something?  I have realised something.  Her environment does not bother her that much.  Although she does not want to, my mum, you know I thought well you know, if she does not want to be home or maybe I need to find her a really nice home that is all luxurious I mean.  Now she is not interested in her environment.  She mentioned the people that were around her.  She does not care about whether the door is hanging off its hinges or if there is no curtains, just things like that do not bother her.  She will just say it is nice.  She likes her food.  She always, always going on about what she is eating and everything else.  And I will say she gets nice food and they do, you know, they do look after her food [inaudible] everything else. 

SP1
Where?

SP2
In everywhere.  Everywhere she has been, no complaints about what they feed her, the way that you know…nice food.  And she is happy with it and everything else.  And the amount of tea they give her and everything else.  Although, she thinks she is at home sometimes.  We were in this old…I call it an old people’s home, which is what we said a [inaudible].  There was me and my wife and the grandson that is quite right.  [inaudible] cookies [inaudible].  I will go downstairs she said there is not down there.  [inaudible] and then she says, I want to go shopping with you.  Is it all right if you go shopping?  Well I will take her and you buy some nice new clothes [inaudible] got a shopping list.  Now I would be thinking, I think now she is hallucinating the opposite to what she was before, sometimes she is at home.  So but she is not worried about the quality of the place.  It is staff.  It is a good point, I think we stand at the railroad we would probably get where you want to be but I think the staff are really important to her.  Yes.  It is that that worries her more than, oh this is dirty or this is not right or no…  It is always is basically okay.  It is how the staff talk to her.

SP1
It is the interactions.

SP2
Absolutely.  The more of that the better.  But, you know, I do not expect endless people just sitting there looking after her.  She could look after herself a bit.  But she is not interested in group activities, I do not think at the mument.  Although they have lot of them.  I noticed they have a schedule.  She was not really interested in that.  But I think she likes if the nurse would sit with her and talk to her, reassure her.  It is reassurance all the more reassurance she gets, I think I will put that at number one on the list.  Hold her hand a little bit, reassure her.  This is not a mental institution where you are mad and locked up and now you are in prison.  
I went to see her once in [place] when she was holding hands [inaudible] she went mad.  She had a band on her wrist and she had hallucinated being in the police station and they handcuffed her and it was really bad, she was screaming, get me out of here.  And she said this band here they said is handcuffs and she is going on they have handcuffed me and want to…because she has got photos of her and the commissioner of the police.  [Inaudible] come in and sort this out.  She has gone mad that night and [inaudible].  She ripped the bands out.  It was a band to say that she is at risk of falling.  But she saw that as a handcuff and in the end she has ripped everything off her wrist.  
You know, there is always reassurance, nurse sat there hold her hand.  They did not.  Everyone ignored her.  She was just left alone [inaudible] get out of here [?].  [inaudible] held her hand…you can hold her hand and talk to her.  Just reassure that she is okay and not to worry.  Do not worry.  I will do everything for you.  Let her know that someone has [inaudible] about the problem that is in her head and she is okay.  She will calm down straightaway.  And that is what she need to do a bit more of…As I said, it was a medical ward.  And there is all people crying and screaming all around so, there is only a handful of nurses.  I felt sorry for them but there…

SP1
Yes, I think I pretty much…

SP2
You have got enough.

SP1
No.  I think I have covered everything.  

SP2
Good.

SP1
Because I…It is helpful to know what you think what was not there and what your experiences been…

SP2
Yes.  I hope this might have helped.

SP1
And it is definitely really helpful.  I am just going to quickly look through and check if there is not something that I have missed…

SP2
Carry on.

SP1
Oh yes.  Just the last thing, what sort of things…do you know what your mum was doing while she was in [place].  What sort of things did she do during the day?

SP2
Nothing.  Just lying in her bed or sitting in the chair next to her bed.  Or she would be walking around with the Zimmer frame.  There was no…I mean, I took her a couple of magazines but I do not think she got the focals in her eyes.  She used to like doing simple crosswords and I got her a pen.  I do not think…maybe she would do one and then put it down again.  But other than that, there was nothing for her.  There was a TV room.  It is like a day room with a TV, she would sit there watching TV.  And she was not…funny thing is, at home, she has her TV on watching police intercepts she loves all day, if you know what I mean.  That would drive me insane.  But anyway, that is another issue.  And I said to her mum, would you like a television?  You can watch…she was not interested.  She lost all interest in watching.  And you just…I like watching people, she said.  She enjoys watching people.  She likes an active ward.  
The first day, really quick, the first day in [place], apparently, I do not know if this is true or not, but she went in to the canteen for breakfast in the morning.  And apparently, a fire broke out.  Two men with… they were like [inaudible].  If it was true, she loved it.  She loves activity.  She likes a fight.  She likes to watch the police cover sort of all up [?].  So and she said all that and then the security guard came and they said sorry to her.  She said, no.  She will come buy tickets for tomorrow.  You know.  That, she loves.  So, the fact she is in a ward, as long as she does not think she is in an institution, she stay in the ward as long as there is a lot of activity.  Running around people, doing all the screaming, shouting, she loves it.  That entertains her.  Loves it.  She loves a good fight and commotion, yes.  When she is driving, she saw some driver parked on the road standing that is where she is.  So she loves commotion, so I am not worried if she is in a place where they are throwing the tables up in the air.  Because I know that she would enjoy that.

SP1
She would be all right.  

SP2
Yes.  I think maybe just peace and quiet and nobody talking is her worst fear.  

SP1
Does not want to be forgotten about.

SP2
No.  She likes high activity.  Yes.  Emergencies, doctors running, oh she likes that.  

SP1
She was not a nurse?

SP2
No.  She worked in the police though.  She worked at [place] for 20 years.  That is why she got an award.  She was with the control centre and there were [inaudible] policemen she has love it.  Emergency [inaudible] run out.  So, she likes all that.  

SP1
The action?

SP2
Oh, loves it.  Absolutely.  If you give her a good [inaudible] for every day, she would be laughing.  Yes.  She loves it.  

SP1
Is there anything that you think we have not covered that is important about your mum’s experience at hospital?

SP2
No, not really.  Based on the limited experience I have had, I mean I am hoping that the experience would get longer.  I hope they do not try and send her home.  I have been very disappointed if they make an error trying to send her home.  It is not that I do not want her home.  She certainly is not fit as I said, would you send…she has got the mentality of a six year old child at the moment which is not well.  And would you send a six year old into her house and just leave him there and expect someone… Because even if I give her eight hours attention a day myself, there is still 16 hours where I cannot give her my attention.  And you would not leave a child for 16 hours without attention.  
She, at the moment needs to be in a home.  And I am glad that they have actually managed to get her where she is.  So, that maybe this is the next step to her.  She would get appointed to a home, which is what I would like to do.  Although, she refuses to go into one.  Maybe, she would accept it eventually that a home is the right place for her.  But that is the next step I have got to take.  I do not know which variation we are going go in.  So the longer they keep her, the better it is.  Not for me, because I still get hundreds of phone calls and have to go see her every day and things like that, it is more training her maybe to accept good care and attention.  Where this bad experience is going to keep her in her room and all that is helping that thing of trying to get her thinking: oh, this is nice.  This is what I need.  
And thinking maybe a home is a bit of a nightmare compared to where she is and that way we [inaudible] to say look mum, we found you a nice home.  Do not worry.  It is really good here and they are all kind and get you food regularly and you know, this is what I am aiming to achieve but it is not that easy.  It is not easy.  It is really hard.  [inaudible] go wrong.  It is like [inaudible] goes to a bank and yes.  It is harder just getting carers going to her house.  She would never.  And then the very first carer that turned up, there is a long story to this about a key safe.  And the very first carer turned up, she had been there at six o’clock, I think they turned up at half past nine. 

SP1
In the morning?

SP2
At night.  They should have been there at six.  They got there half past nine, she is going to bed and put the alarm on.  So, I opened the door with the key safe.  The alarm went off, they start walking up stairs.  She heard the alarm, she opened the door.  It is dark, and she has seen someone walking up the stairs with the alarm going off.  

SP1
Oh that is distressful.

SP2
She absolutely went to pieces.  It took her days and days and days to persuade her to get carers to have a key safe put in and that happened.  So it is like going back 30 steps, you know.  But eventually, we got around [inaudible].  But a few more hiccups.  But these things just do not help.  You cannot blame anyone.  Just maybe the woman is delayed somewhere and again, teething problems, bad luck.  You know, you cannot expect it to smoothly in life.  

SP1
I know family.  Then there would be no drama.  

SP2
They are family.  Absolutely, she would be bored stiff.  You must have a choice and tell the people that they enjoy it [?]

SP1
All right.  Thank you very much.

SP2
It has been a great pleasure Doctor.  I hope I have been of some help to you.  

SP1
Very helpful.

SP2
Yes as I said…
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