General problems

Bath
I can’t get in or out of the bath on my own.  

Lifting my legs over the bath is difficult.

I often slip on the bath surface

The only to have a bath is to sit in the end with the taps and then I have to twist my body to get out which is extremely painful so I don’t often have a bath any more.

To have a shower I have to use a bath seat, as I cannot stand for long enough 

Then I still have problems getting out of the bath as the shower is above it 

My husband has to help me every time I have a bath or a shower

Washing my hair 
I cannot lift my arms very high above my head and so this causes problems with washing my hair

I have to bend my head down to shampoo and rinse my hair this is very painful on my neck and can overbalance me.

My husband currently washes my hair while I sit on the bath seat or if I’m not having a shower I use a garden lounger that tips back to the level of the sink and he washes my hair that way

My husband has to stay with me the whole time I am in the bathroom because he would never hear me if I have a problem I find this very hard to cope with.  It takes away my independence but is necessary at the moment as we have no way of communicating other than if I shout.

Once I have got out of the bath my husband has to help me to the bedroom where I have to lie on the bed and he dries me off with a towel as I cannot dry myself because of the pain it causes to my back.  Especially from the waist down.  He also has to comb my hair after towelling it dry.  

I often slip not just in the bath but also on the surface of the floor.  Sometimes my legs just give way when I lose feeling in them and I cannot stand anymore.

Having a bath takes about 1 hour to 1 ½ hours 2-3 times a week

Toilet needs

Going to the toilet for me is hard quite often I cannot get up off the toilet we have no aid to help me get up or support myself when I sit down. The door is quite close and so sometimes if it is really bad I hold onto the door, which is not safe at all.  When my husband is at home I can at least call him to help me to sit down and get up off the toilet.  

Cleaning myself is sometimes a problem too as I have no support to hold onto to balance myself.  

This is every day

Washing – personal hygiene

To wash myself on a daily basis I use baby wipes as I cannot stand at the sink for long enough.

Using the baby wipes means that I can sit or lie in bed to wash face and hands.  

When I am not well enough to have a shower or when we are on holiday or away for the weekend my husband will wash me with the baby wipes all over.  I cannot accomplish this as I cannot reach all of my body.

My husband has to comb my hair every morning and when he starts at 6am which he does  every 2nd and 4th week of the month I often find it difficult to comb it myself and so it has to be left until he gets home.

When my hands really hurt my husband has to give me a daily wash which again is difficult when he does early shifts.

This is every day

Dressing

Dressing is difficult most days

I usually wear a skirt and top or a dress

I cannot wear a bra very often as I cannot fasten it 

I cannot wear underwear or socks either unless my husband helps me by putting them on for me as I cannot bend to put them on

Often I have to wear my nightshirt during the day as well as at night because I cannot lift it over my head to change my clothes due to the pain

I can get slip on shoes on as well as slippers but wearing lace up shoes or buckled shoes is impossible for me also I find it difficult to get boots on so my husband will help me with this

Dressing and undressing  can take up to 40mins at a time

Getting in and out of bed

This is often extremely difficult

To get into bed I sit on the edge and my husband supports my back and lifts my legs into the bed then I have to hold on to him while I struggle to lie down.

To get out of bed I use my hands to support me on the bed to sit up, this is very painful or if my husband is at home he helps me to sit up by supporting my back, he lifts my legs out and helps me to a standing position.  

If I am on my own it can be a very painful experience I often fall.  I have to use the bedside cabinet to support me.

This is every day

Going up and down stairs

I find I cannot often get up and down stairs because I can slip and hurt myself this has happened on numerous occasions, it is getting to the point where I am afraid to come downstairs in case I slip. I cannot hold onto the handrail some days because of the RSI in my hands and since my left neck and shoulder have been very painful I cannot lean on the handrail to help support me as I go up and downstairs.  The handrail is on the left hand wall of the stairs in the house.  I usually stay upstairs until my husband gets home because this is better and safer for me.  Especially as it takes me some time to get up the stairs if I need to go to the toilet.  This I am finding very restrictive, as I don’t go down stairs much anymore.  

This happens 6 days a week on average

Making coffee and sandwiches etc.

My husband will make a flask for me before he goes to work and I keep coffee and tea making facilities upstairs for the very reason stated above.  Often if Richard isn’t working late I will not have anything to eat until he comes home as I cannot get downstairs.

This happens on average 4-5 times a week.

Cooking

 I don’t do cooking at all as I cannot stand in front of the stove and sitting would be dangerous as I cannot see over the top of the pots and so cannot tell if the item inside is boiling or not.  Also I cannot transfer food from the pot to the plate as if I fall or drop the food it will burn me and this is very dangerous.

This is 7 days a week

Eating

Most days I am ok with eating except for the fact I am finding it harder to hold a utensil and some days I cannot cut my own food. 

This happens on average 5-6 times a week

Answering the door

I cannot get to the door before most people are gone this is extremely frustrating for me, most days I cannot answer the door at all and this means that important post can be missed and friends have to have a key. This is not an ideal situation as I never know who is at the door.  I feel this is compromising my own feeling of security and I find it very frightening as I do not know who is coming into the house and if we know someone is coming who does not have a key my husband has to leave the door unlocked so they can get in this is extremely frightening for me.

Going out

I do not go out on my own at all because I cannot walk to the shops or even round a friends without help.  If we are going round the shops I have to use a wheelchair because the pain is so great that I cannot stand.  Currently I have an occasional use wheelchair that I paid for but this is becoming inadequate for my needs as I now cannot hold my head up for long due to the pain in my neck and shoulder this further restricts where I can go and what I can achieve. Obviously this takes away my freedom of choice as I cannot be independent under these circumstances

General state of mind

All this and more adds up to feelings of extreme frustration and depression.  I get very angry because I cannot do certain things and have to leave them I feel that my home is a mess and I am generally useless.  There are times I feel that I am a nuisance to my husband and all people around me because they have to compromise with what they want to do because of my restricted mobility.  I sometimes feel that it isn’t worth getting up in the morning at all and very often will lie staring at the wall it is an effort to try to get up and do things.  Often I feel that death would at least make things easier for everyone else because they wouldn’t have to worry about me when I am on my own.  Sometimes when the pain is really bad I wish I were dead anyway for then I wouldn’t have to feel this way any more.  Though I do try to keep positive it is hard without any help or support other than my husband and friends.
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