	Written by Mary Sherwood in successful application for Attendance Allowance
	[image: ]



[bookmark: _GoBack]Part 7  Help needed during the day

1. I get confused about what to wear – it bothers me when I can’t work out what should go with what.  Sometimes I end up putting things on inside-out or back to front but I don’t realise I have done it until somebody tells me. I left the flat to go to church with my dressing gown on instead of my coat and only realised when my daughter told me.

2. It can take a long time to sort out my stockings.  It is awkward putting them on as I also have to sort out a cotton wool pad to protect the side of my foot and it can be awkward getting it into the right place and reaching down far enough if I am tired.


3. I do not have a bath, as I am too worried that I will not be able to get out afterwards. The sides seem very steep to me and I am sometimes very unsteady. I do like to have an occasional bath so it is a shame. I don’t manage to wash properly between my toes and I need help to wash properly all over. I have a stand up shower in the bath and stand on a sponge to do my feet, but I am no longer as good at doing it as I used to be and it can be a problem getting in and out.  My personal hygiene is not what it used to be.  It has been very difficult for family members to bath me. 

4. I need to have a hairdresser regularly as I cannot wash my hair by myself.  Sometimes she comes every week and sometimes fortnightly – she cuts it every few weeks.


5. I am unable to use my hob or microwave oven.  When I use the oven I often get the temperature or timing wrong, so the food may not be cooked properly.  I can boil a kettle, but sometimes I spill hot water when I am doing it.  I no longer have a freezer because I kept leaving the door wide open (not realising that it was open) so the food would defrost. I would end up with water all over my kitchen floor. I also got confused with the fridge and put things in the wrong one or in a cupboard by mistake or put things back in the freezer after they had defrosted. I can use the toaster, but I often forget to eat the food I have cooked in it. Because of all this I need somebody to prepare meals for me. 

6. If somebody gives me a meal I will eat it all, even if I think it is too much to start with.  If somebody gives me a drink or prompts me to drink I will do so unless I am distracted, but left alone I do not remember to get food or drink for myself regularly.  I think that if I have too much to drink I will need to go to the toilet too often. I don’t realise how much I ought to be eating and drinking. In the evening I need reminding to eat and drink as I think that because I have eaten at lunchtime I do not need any more food.
7. I do not recognise some foods anymore.  This means that even if I have food in the fridge or cupboards I will not necessarily realise what it is or how to prepare it, so I don’t eat it unless prompted.

8. I have to take 3 pills in the mornings plus a calcium tablet morning and night.  I often get confused as to whether or not I have had them and either take them again or forget to take them.  I have them in blister packs but sometimes I push them out but put them down somewhere and forget about them, or leave one or two behind in the blister pack. I get very easily distracted from what I am about to do.  I often have a rest in the afternoon and when I wake up I sometimes think it is another day and get very disorientated about the time of day and day of the week. That is when I am most likely to take extra tablets


9. I get very distressed by loud noises and it makes me more confused.  My hearing is very acute.  I get very anxious about the door entry system and generally end up pulling the Care Line alarm in error. I get very agitated if I know I will need to let somebody in so I try to meet him or her in the foyer instead.  If I get out of the lift on the wrong floor I end up wandering around on the first floor looking for them and sometimes we miss each other.  I find it very confusing.  I frequently forget where I am going and why.

10. When I am in a confused state – which happens several times a week – I do things, which I do not believe that I would do once the confusion has passed.  I move things around my flat, tears up letters and photos, hide things from my daughter (but then have no idea where I have put them), and use inappropriate things to clean with – like using the toilet brush to ‘clean’ the kitchen worktops.  I also hide leftover food in cupboards and do not put food back in the fridge.  This can become a health hazard if somebody does not sort it out for me regularly (usually my daughter).  


11. I am always losing things – my key; handbag; money; medal; letters; a special book; pills; wine etc.  I spend hours looking for them and become very distressed and exhausted when I can’t find them.  I constantly move things around, as I am worried that I will lose them.  I need help in finding my lost things so that I can settle down and feel reassured.
 I constantly forget what is supposed to be happening and I don’t realise when I should be ready to go somewhere.  I either forget I am going or get ready too early.  When this happens I wait outside for about half an hour to an hour (even in the cold) and become very annoyed that the person meeting me is so late.  I tell everybody that they are late and eventually go back up to my flat – often still nearly an hour before I was due to be met. Sometimes when they arrive they get told off by other residents for being late.  
12. When I am unsure about what is supposed to be happening or think I have a problem I phone my daughter for help and reassurance.  I frequently leave up to 9 messages and use all the memory on her answer phone. I call at 3-minute intervals and repeat the same message over and over again because I either don’t remember that I have already called or because I am very agitated and I know that she will know what to do.  Once I get an idea fixed in my head about something – like thinking that an appointment is happening even though it is the wrong day and time – I can’t absorb that it is not correct and will go and wait to be picked up and be cross that my lift is not there on time.

13. If my daughter is going away she has to arrange for another family member to stay in her house to be near enough to me in case I need help whilst she is away.  I could not manage on my own without the support she provides for me - day and night.

Part 7  Help needed during the night

1. My timekeeping is very erratic so I can be up very late or get up in the middle of the night and think it is morning and get dressed.  I do not realise it is night time and phone my daughter anytime if I am bothered about something – usually several times in a short timescale – like every 3 –5 minutes.  It may be 0100 and I think I have lost my handbag or have no money.  I will become increasingly agitated about it.  I don’t like to bother people about it but I worry about not having enough money to pay the milkman or hairdresser or my chiropodist.  It may be the wrong day /week for them anyway but if I think they are coming I will not be able to absorb anything to the contrary. When my daughter has come and helped me find it I can relax, calm down and go to bed reassured.  If she doesn’t come I will just get worked up into more and more of a state and frantically search for hours. The next day I will be exhausted

2. One night recently I became very agitated because there were two men in my flat.  I went outside into the corridor and a neighbour came out to see what all the fuss was about.  She could hear them talking but as she was in her nightie and alone she didn’t want to investigate so she called the police.  When they came they discovered that it was only my radio.


3. When the lights suddenly go out at night (because a bulb has blown and it has tripped the fuse box) I get plunged into darkness and panic. This can happen two or three times a month – we seem to get through a lot of bulbs. I know what to do but I somehow am just unable to do it by myself.  I either pull the Care Line cord and they call my daughter who comes to fix it, or if I can find the phone I call my daughter and she comes over to sort it out for me.  I get very upset and confused when it suddenly gets dark like that.  I know that the standard lamp works when the ceiling lights go but I don’t always remember.  I also get very confused and do not even understand which light has gone and caused the switch to trip.

4. Sometimes in my confusion I move my bedding around and when this happens I don’t seem to realise that my quilt/sheet is not on the bed or how to get things back to how they should be.  I need help to sort it out or I would just go to bed with no bedclothes. Several times a week I put papers and photos and books on my bed to sort through them– it gets so covered up that I need help sorting it out before I can go to bed.


5. I need help sorting out my dirty laundry at the end of each day so that it doesn’t end up back in my drawers and wardrobe, mixed up with the clean items.

6. In my flat when I need to go to the toilet in the night I often forget where the bathroom is and end up in all the wrong places first until I eventually find it. 


7. My confusion during the night has prevented me from attending any social occasions where I need to stay with anyone other than a family member. I need a very high level of monitoring and guidance when not in my familiar surroundings and even family members have found this demanding and exhausting.  

Part 11 – Statement from the person who knows best about you and how your illness or disabilities affect you

1. My mother suffered several Stoke Adams attacks in Sept 2001.  Each time her heartbeat was dramatically reduced and she would pass out.  On one occasion the hospital recorded 3 beats a minute.  On each occasion she was out for 2-3 minutes and permanent brain damage resulted, giving her severe short-term memory. She was fitted with a pacemaker.  She moved to Devon in Sept 04 and in the beginning was able to cook and clean and get about to a reasonable level.  Gradually she was able to do less for herself and became more dependent on my support.  She is a fiercely independent person and has no real concept of her current limitations, thinking she can still do the things that she used to be able to do – she just does not get around to doing them due to the apathy of her condition. If anybody tried to explain it to her she would be very hurt and simply think they had got it wrong. I have been told that she has vascular dementia.  This would in my opinion accurately explain her gradual deterioration and lack of real understanding of what is going on.  I try to help as best I can but due to the paranoia she has about me the help is often unwelcome, she believes it to be unnecessary and it is consequently difficult to administer.

2. I have to visit my mother daily to make sure that she has what she needs, is free from health hazards such as out of date food, understands when she has appointments/visits so she doesn’t miss them and takes her pills relatively safely   - sometimes she misses a day or takes two lots by mistake, but by ensuring that she only has one week’s worth she is relatively safe from serious harm.  I do her shopping, manage her cash flow (she can no longer cope with cheques or cards and has no real concept of money value – she talks of ‘shillings’), pay her bills and sort out her laundry as far as she allows me to.  As I work full time I am not always available when she needs me.  If she can’t get hold of me to reassure her or sort out a problem she becomes very agitated and distressed. 

3. I have to act as go-between so that I can prompt her as to what she should be doing and when –like attending social occasions at her Warden assisted home, or paying for theatre tickets or lottery.  When there is a social occasion I frequently attend, as it is unreasonable to expect others to be responsible for managing her, so otherwise she would not be able to go.

4. Because of her confusion and severe short term memory problems I am unable to be away from my home for even one night without making alternative arrangements for backup in case it is needed.

5. Several times a week, but even on occasions when I have just spent several hours with her I will arrive home to several messages on my phone (at 3 minute intervals). She will have forgotten the time we have just spent together or any reassurances or explanations of something she is bothered about.  Eventually she will be reassured enough to go to bed or move on to another subject, but it often takes several attempts and it may necessitate another visit.
 
6. On one occasion there was a mix up over my mother’s lunch.  When it did not arrive as she had expected it to, she lay down on her bed and did not eat or drink.  This led to dehydration and extreme confusion.  The warden called me at work, as the hairdresser was not happy with her state of mind. She had told the hairdresser that she could not possibly have her hair done because of all the Irish people who were coming. I telephoned my mother from work but she was very obviously confused and could not hold a coherent conversation.  I had to come home from work immediately.  When I got there she was ready to leave her flat with her suitcase (sort of) packed and her hairnet and pills sticking up out of her handbag. She looked very frail and unsteady.   When I asked where she was going she spoke of Terence and Michael (two of her brothers – one deceased).  She told me that the boys were coming to collect her. When I asked who exactly was coming she realised that it didn’t quite make sense and lay down on her bed and told me that it was none of my business. I eventually managed to establish the cause and get her something to eat and drink. This led to a visit to the doctor for blood tests etc and as a follow on she had a visit from the Psychiatric nurse and a care plan was instigated 

7. Because my mother does not understand or remember what she has been doing when confused, she thinks that I must be responsible, as she knows that she would never do anything like that.  She cannot explain it to herself so she has to find an explanation to fit.  In her mind she believes that I live with her, so if she did not do something it must have been me!

8. My mother is no longer able to attend the CWL (Catholic Women’s League) meetings at 2 pm on the first Tuesday of the month at the local church hall.  They did try to collect her but she forgot to be ready and was not good at answering the door entry which made them very late and became too stressful for them. On one occasion when being picked up for a CWL meeting an ambulance was called because she managed to pull the care line cord when she got stressed.  By the time they responded she had left the flat.  Because there was no warden at the time they had to send an ambulance to check her out, as they got no response from her. She was not aware that she had pulled the cord.  I had been on the phone to her whilst the lady was trying to gain entry but she went off to answer the door and forgot I was there.  I was powerless to do anything as I was at work and could not just stay on the phone for ages.  I could hear her getting more and more agitated and it was quite upsetting. When Care Line called me to say an ambulance had been called I explained what I knew but they had to follow it through and reported the result back to me.
She needed ‘nannying’ at the meetings to make sure she knew what to do – like at Christmas ensuring she remembered to bring the present I had bought and wrapped for her to take, plus choosing a present to take back and remembering it when she went home. She also needed prompting as to what everybody was supposed to be doing. This was an important social occasion for her as she had been National President of the Union of Catholic Mothers (UCM) for 3 years.  Parishes usually have either CWL or UCM.  Everyone has been most welcoming but her needs went beyond what should be expected of fellow members

9. At some stage of every day she forgets to lock her front door or doesn’t even close it properly as she thinks of it more as an internal door.  She regularly leaves lights on and the TV/radio on when she leaves the flat and the kettle could be left to boil without its lid on.
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