A  DAY  IN  THE  LIFE  OF …………. Nicola Winnall

Written for National ME Awareness Week May 2005


Rosemary and Nikki Winnall of Bewdley, Worcestershire, are kindly sharing
“A Day in the Life of …... Nicola Winnall”

Rosemary Winnall, Nikki’s mother and carer, told the Worcestershire M.E. Support Group:

“Nikki has been writing this over the last two months to get it ready for ME Awareness Week. 

I do feel it is important for the Severe ME sufferers to have a voice. 

We are hoping that there will be more research into the illness of M.E.  Also there seems to be a need for categorising the illness into several different types.  There should be earlier diagnosis and clearer understanding about how to help sufferers.  We hope and pray that this happens soon.”

I’m Nikki, now 21 years old, 98% bed-bound with an illness called M.E., otherwise known as Chronic Fatigue Syndrome.  It is now 5 years since I was diagnosed with ME, and I have no idea when my body’s immune system will kick back in to bring me back to health. 

I have Severe M.E. which current research suggests might be a virus that affects the brain.  As a result I am completely housebound and bedbound for 23 and a half  hours a day.  I am in constant pain that saps my energy so that I can hardly feed myself, comb my hair, read or write a letter.  I am unable to watch TV or telephone my friends, and my mind is so confused that I have difficulty understanding a conversation or making choices about my life.

This is an account of an average day for me in the life of a severe M.E. sufferer.

I wake, either gradually becoming aware of my surroundings in a state of being unable to move or I suddenly become jerked into awareness of a lucid dream, which fades and I’m left in the horror of sleep paralysis. My blood pressure and adrenaline soar until I fear my head's going to explode or I’ll die. I can hear the outside world, knowing just about where I’m meant to be, but my eyes refuse to open and I’m unable to move a finger! 
I try not to panic as this makes the adrenaline worse. After 20 seconds or more it releases me and I’m relieved that it’s all over. I can’t believe that happened to me again. I wearily take in my surroundings, familiar with them but not knowing what planet I’m on. My eyes are stinging and painful, and everything I look at overloads my senses and causes me much pain till I’m forced to close them again and stop thinking. I can’t tell you how utterly dreadful I feel.

My first thoughts of the day are that I wish I wasn’t alive and how am I going to climb this huge mountain of a day. It still feels like I’ve had a door slammed in my face and I’ve just been run over by a car. I long for something to help me. I take a lot of sighs as the weight of the morning dawns on me and I feel extremely nauseous. It takes a while to rest off the exhaustion of sleeping and I lie in stillness for 30 minutes to an hour helping my body become a bit more active. Time seems so long, my life - eternity. I still have the urge to jump out of bed, partly because I feel so incredibly bored, partly to escape the incredible pain that’s pressing. An inch of light escapes my window blackout and seems to flood my eyes and whole body, but I have to stay where I am, for now. It becomes an increasing distraction that I need to cover up.

Once I’m conscious I don’t have the urge to sleep again, in fact I’m not tired, I’m too exhausted to sleep properly.  My fatigue isn’t the same as exhaustion felt by a normal healthy person.  My pain rushes over me and I move into a better position, being gentle with my frail body, my heart works hard pumping the blood around, and I feel so crushed I think my bones will break. In fact every part of me feels already broken and unable to heal. My mind shifts from one part of my body to another assessing that I haven’t hurt my muscles too much in the night and I think how able I'm going to be for the morning. I constantly have to plan what I have to do and when. Every little thing needs thinking over carefully and bigger things take weeks of planning. For example, a shower needs days of rest beforehand and days to recover afterwards and I can only get through these about twice a month. If something happens during my day that I’m not prepared for, my whole life goes out of sync. and I have to start from scratch.

I’m thankful I can prop myself and even sit up with much effort, my mouth and throat feels so dry and sticky, a horrible taste and think mucus burn my mouth, I reach over for a glass or beaker of water and after slowly taking a few sips I can’t manage any more. I hardly ever feel thirsty and I’m unable to drink enough because of how weak I am. Knowing the need for more water hangs over me. I put it back down on my bed table, my mind whirling. After that, I quickly look for something else to do, anything with the energy I’m left with, but there’s nothing. I get into a panic of frustration. My thoughts flick to what everybody else is doing today, and I realise I’m left alone. I’ve woken in time for lunch and rest in anticipation. I know I’ll need a lot of strength in order to be able to eat something. I can hardly use my hands at all before lunch, and I’m hounded by a blistering sting that numbs the skin under my eyes, and which never leaves me. It’s a horrid thing that I can’t describe and which also affects the bottom of my feet and hands.

Sometimes I wake not knowing if it’s day or night, my sleep patterns constantly changing and moving forward. Sometimes I sleep in two parts during the day, sometimes three. I’m sometimes in sync. with family meals, but usually not. My body is too strong against me to gain some control and I haven’t been able to change this. Eating is a battle. I’m fighting with my appetite and a swallowing reflex that is very weak and doesn’t work properly, I fight to eat my soft eggy bread, my throat crying out saying it’s had enough, as well as my hands that have to carry it to my mouth. My hands are so sensitive that I can’t bear to touch the food, especially when it’s hot or cold. I hope to be given the opportunity to be able to have a feeding tube soon as this will make my life much easier. I’ll be able to get all the vitamins my body desperately needs and save some of my energy.

After a meal I’ll feel so very dizzy and exhausted that I’ll need to shut my eyes and lie still for about 2 hours as I feel so weak, so I lie down gently hoping to get some ‘rest’ but this is mostly interrupted by allergy that I always get throughout the day. My nose is always running, and breathing is made worse by asthma. I also have to let my cat in sometimes by the door next to my bed! She provides good company when I can tolerate it. A songbird lands on the roof of the garage and starts chattering away, its noises pierce my whole body. I think I preferred the silence of the night-time. I try and will it away as my pain increases. Finally I pull myself up again, angry at myself for forgetting my socks. I just about manage to put them on.

Parts of me feel like ice, other parts feel very hot all at the same time. My feet are always feeling constantly freezing and damp. Horrible fever chills now sweep through and I start to get hotter, then so hot I think I’m going to faint. 
But now I become paralysed and can’t move. 
I always feel totally disconnected from reality as if I’m looking down on myself, not able to grasp my own existence, make decisions, or understand who I am.

Turning over takes a lot of effort if I can at all. My body slows and it seems to restrict my airway and I struggle to breathe for air. An area around my heart feels bruised and I experience another heart palpitation as my chest starts to tighten. My brain also feels starved of oxygen and strength. I try to gather some thoughts together to muster a prayer but it seems too hard, and I don’t think I can hold a conversation, so I end up leaving it, my mind turning to the things around me or I seem to float off.

Later, now needing the toilet I’m able to shuffle from my bed, my weak and painful limbs supporting me and finding the strength somehow to stumble to the bathroom 10 steps away. I stubbed my little toe yesterday and my foot is bruised at the side. I also have a pulled muscle in the same leg causing more pain. My body feels like lead, my legs like twigs, I wonder why I don’t fall over more. Everything feels so heavy like I’m a big sack of potatoes. After I’ve finally turned the tap on, my hands really sting as they meet the cold sensation of the water. I muster a cry from within and reach for the towel as I dry my hands. It feels like it cuts my skin. In fact a severe sunburn blistering pain covers my whole body that no painkillers help, it feels burnt and bleeding all over. That’s just one type of pain and is the most debilitating to me right now. I can’t even wear bandages it hurts too much. If I push myself, the pain flares up even more unfortunately.

After nearly fainting on the loo, hoping I won’t run out of energy on the way back, I collapse back onto the bed, just missing the floor, waves of nausea sweeping over me, and I have to retch. I pull my covers over me as quickly as possible, careful not to touch my skin too much. I try to find a place more comfortable. My daily nosebleed now starts and I have to deal with that. My bed pounds my weak muscles that feel like they’re failing and useless, and I try to get some rest in between crying with pain.

I use my mobile phone to text messages and I text mum to check the time for tea. Somehow I’ll manage the words and I hope for the best that they make sense. It takes a lot out of me. I’ll be able to manage 4 or 5 texts a day if I have to, but that’s it. Luckily this has become my form of communication, which is helpful, and I have a push button on my bed to signal for help if needed. 

All of a sudden a loud rumbling noise occurs which vibrates my room. I become rooted in shock, and thrown into confusion. My body shakes from an adrenaline attack, it causes so much pain and sensitivity within, sending shooting pains and shudders over me like a flood. Agh, what’s going on? All my emotion drains from me and I become nothing in that instant. I’m ready to die, it feels like I’ve had a Lion roar in my face, attack me, knock me over and sunk its claws in! My weak body barely makes it through. Every nerve screams and goes crazy, my heart sinks and I’m holding my breath for the next few minutes. Slowly I remember where I am, the nausea draws me back to reality, I still feel just as confused as so much pain beats down on me, my body being overwhelmed with dread. It takes me a while to recover and get my breathing rhythm back. It was only someone closing the garage door. For those moments it crushed my whole being, whimpering in panic and tears. I screw my face shut and put my head under the blanket. I can’t do anything more. Why did I have to go through that again?

Now I’ve rested from the noise that’s weakened my body, I sit up again to lift the heavy laptop, tugging it towards me. With my body wanting to lie back down in the darkness and silence, I check my emails. I might add a bit to my website later. That keeps the world in touch with me and I’m glad it’s one thing I’m able to work on even though it’s a struggle. 

I have my luxuries.  These include either one song on my stereo, 15 minutes of television on a very good day, (although the movements and lights I can hardly bear), reading, or writing a letter, or using the computer. I also have jobs to do that I find hard not to get behind with. I’m usually only able to do one of these things a day. That’s if my body copes with it. Sometimes it doesn’t. Hypoglycaemic attacks can strike, or breathing become too difficult, or my hands too weak and painful, or concentration extremely poor that my mind and sight will be dazed. My brain not able to think, I try to make sense of the thoughts that I know I once knew, but what I remember seems nonsense to me. 

Exhausted from my efforts I struggle to move at all again, my mouth remaining tightly shut, my eyes extremely blurred. I can smell the sourness of my own sweat that sometimes keeps me awake at night. It seems to cling to anything and I feel nauseous again. I should pick up something to eat but I can’t right now. I’ll sip some more drink next as that’s more important. The air stings my nostrils as I breathe in, my body feels so heavy. I check the clock to see how long till teatime. Knowing I’ve got to wait in this pain drives me to despair. But I’m not looking forward to my next meal either. I hope I’ll have some strength.

I look down at my roast dinner, not having the slightest urge to eat, more like the opposite. My neck not being able to support my head, it leans to one side. I’m thankful if I can eat food that I like as it will help. My hands cling to the knife and fork. They each feel as heavy as bags of sugar and my floppy hands do a lot of weightlifting. This is harder than I remember a visit to the gym was! I can hardly keep my eyes open and I may have to do it blindfolded!  If I can eat meals lying down I will. I throw back the liquid juice medication now I remember it’s there, after forgetting it about 3 times. The taste is overpowering, stinging all the ulcers in my mouth.

For the next hour or two I have to keep swallowing as the food tries to come back up my throat.  After doing the onerous task of putting my plate down I collapse back down as all the symptoms attack with a vengeance. 

I reach for my ‘4Head’ stick to try and calm my head down.  This is the only form of pain relief I can tolerate that works.  My mind is confused and painful, my vision a big blur and always pixilated, like that of bad reception on the TV.  As my eye muscles weaken my vision starts to shake. I look around but my vision doesn’t catch up.  It becomes futile and I’m forced to stop.  My tear glands start producing tears and every part of me gets slower and stiffer.  I’m so cold, it feels like it could even be hypothermia!

My head throbbing, everywhere throbbing, there’s so much pressure in my swollen glands it’s choking and I feel like I’m going to explode.  My body starts to tremble within, as if some poison is having an adverse effect or I’m in shock.  I try to control some of my breathing so that I don’t start to hyperventilate, but it gets weaker and it becomes a struggle to take a breath.  

My legs are so cold now.  They’re in agony and I dread them starting to cramp all the way to the top, it will cause me so much pain. I dare not move my hands to hurt them more. It will be about 2 hours before I start to feel a bit better and it takes all evening to get some strength back to recover.

It’s a hard illness to manage, pacing myself and learning to let my body rest so that I don’t get worse is perhaps the hardest thing I’ve ever done!  Not like climbing the mountains 
I used to do, or holding down a job. I used to enjoy all kind of sports and walking around my country garden looking for flowers and animals when I wasn’t so poorly.  Now it seems a distant memory.  I’ll take a peep out of my window when I can as a treat, but the sunlight overcomes me and forces me back to bed quickly. 

Now I use a chart to help myself pace activity. I give myself points for when I 

a) don’t overdo it and give in to temptations that will make me feel worse, 

b) give myself a good amount of rest (lying still) in the day, and  

c) don’t use the computer in the evenings for longer than I should. 

I am also working up to having some energy left over at the end of the day as this I believe is a way that helps me to improve.  My points then work towards me being able to have a treat or be able to buy something I need, or give a donation, whatever will motivate me and give some purpose to my life.  I have to be hard on myself.  Even though this is gruelling and makes life tougher, I’ve found it forms good habits and it’s the only way for me personally.

I now feel the urge to write down my thoughts, but I find I can’t use a pen properly or remember how to hold one! I try to remember the thoughts that I want but my whole memory is so bad that I lose them almost instantly.  It’s hard to get them back. I’ll have to try later, or maybe tomorrow. 

If I need something, lying in bed is difficult because I’m not always able to get it at that moment.  I’ll look at the thing I want, needing to reach it. Even if it’s something I need, like my inhaler, but I’ll have to wait. Other things that I used to do have now become impossible.  Because my thinking is so slow and cloudy, I have little time to make decisions in my day. Holding to a routine is also difficult.

After being in the dark, I long for a bit of light and lie with my eyes open for a while. I begin to make notes in my head. My mind is usually active now and I’ll think about something like my poetry that I slowly write. I’m usually focused on things that give me life. I like learning and love reflecting on things that I find interesting or lovely. I look at the flower that my mum brought in from outside. I know I’m allergic to it, but it’s nice while it lasts.

M.E has taken away my family from me. Maybe with a bit of help I'd be able to see them again. That’s my one hope. I can only manage 3 short visits for meal times. Mum comes in, says a few words and then has to leave. I won’t be able to remember much about these times. I drift in and out of consciousness, I can hardly bear to listen or speak, my brain feels full of cotton wool and 
I usually have to wear an eye mask when she comes in, because the movement is too much and overloads my system. I struggle to find my balance listening to her footsteps, the meal being put down and the words. 

I’m able to mumble a few words in reply,
they come out sometimes as words I don’t recognise, words that I don’t have any control over. Sometimes I give up after trying to ask for something and find that I can’t and start stuttering as my brain tries to remember. All this effort for a few words! But they’re vital, but I don’t have the strength to voice anything else till the next day. I use colour codes to help with communication - coloured cloths that I put out.  The colour green for being able to stay and talk a bit longer, beige for neutral when I feel my usual, and red for when I need as least disturbance as possible, maybe a very brief encounter and no words.

My body is always very anxious and afraid. The slight noise or vibration causes it to jump and my heart to beat very fast. It increases my pain so much that I shake, not being able to bear all of my many symptoms. Most of my time is spent in a highly anxious and stressed state.  There's no time to relax for me, ever. 
I don’t usually feel depressed as people would think.  Having to deal with so many pains and frustrations creates times when I feel like breaking down or losing my mind.  They put me into different states of consciousness, and if I react to my medication then I use the reality to cling onto.  I’m trapped in my body, and ignorance and battles for understanding make it even worse.

I’m tormented day and night.  My nerves burn with pain like I’m constantly being hung over a flame, my body beaten and twisted, shocked, stung by bees and I doubt I’d feel much difference if I were to be skinned alive. I can’t keep crying out, so I have to take the pain.  I look into the mirror at a person I don’t recognise, feeling far away from myself as if I were someone else.  I would have thought I’d look a bit more like how I felt, but I don’t. 
I know I look much as I used to, so it is difficult for people to understand. I long for peace.

Extra sensitivity is one of the hardest things to cope with. The body reacting so distressed that it feels like it rips your body to pieces, or light sensitivity is like lightening, overwhelming and sinking your soul. It’s difficult to cope with the daily things around you and fit into other people’s lives. Sometimes I think it better for them if I wasn’t here, but life is more special than that which any illness can take away. I hope to value it and share as much time with my family as possible, and make the best of my birthday this week.

There are many more people like me, who need help. Others much worse than me who need help turning over, feeding, and can’t move. With each new symptom, it makes the condition so much worse and puts a huge strain on everything. That’s why I’m thankful for what I have left.  You can do something by standing up for us with the strength you have.  It’s not a hard thing to do, but would make a huge difference.

I’m sad that some people think I’m making it all up and that I somewhat strangely choose to remain in bed and in pain, and not to see my family, or to do anything like normal people would. They then like to call me crazy. Some even think my family doesn’t look after me or treat me as well as others could, but no one else cares much. I am distressed that people in my condition are still being treated with ignorance.

When the day has slowly passed, I then look forward to either doing some computer work, or chatting to my best friend online for a little while. It’s a treat for me but I know I do more than I should at this time. I rarely have the chance to chat to other friends. Luckily I’m a good typist and I have a laptop computer, but my back hardly stands the pressure, and I have a horrible arthritis-type pain in my hands causing them to curl up afterwards. Somehow I chose to force myself through.

I trip to the bathroom again, wincing in pain as my feet touch the floor even. I tiptoe past the walking aid my eyes half closed, bumping against the walls. I would use it, but I need to get to the bathroom and back quickly, and I do this on an adrenaline rush using all my strength in one go. Now it comes to brushing my teeth, my daily chore, and this is extremely difficult to do. I lift my arms and stand up as the blood drains to my feet that start itching like fury and my hands turn freezing cold, my heart struggling to beat, my back and head in agony. The bristles cut, the water again stinging my mouth with its touch. Noises of the heater start to click as I walk by. I forget that walking and listening is harder and all my senses work overtime.

I’m desperate for sleep. It feels like I haven’t had any in years. I lie in darkness for a bit, but to no avail. Trying to get to sleep also seems strenuous. I pick up my book to read, resting it on my bed, my hand awkwardly keeping it in place. I try not to drop it onto the floor.  My mind tries to understand what I’m reading, but after a couple of pages I give up, as it’s no use, I forget what I’ve just read.  My mind yells at me to stop whatever I’m doing that’s causing my hands such agony.  I look up at some photos on my wall instead. It’s something I can do, and makes me smile. Muscle spasms now start in my back which feels very uncomfortable as I’m lying on them and I feel the energy drain from me. Stomach pains also start and cripple me.

I try to get some sleep in my vertigo world, my body aching so badly, the loud ringing of tinnitus in my ears, my head feeling it’s been smashed against a wall. I put it down onto my pillow that’s like rocks, my skin, muscles, and inside feeling so bruised, and all my organs seem to collapse in on each other. I try to get 'comfy' my body feeling like it’s moving one way, my head like it’s spinning another. I’m sure my body’s flipping upside down, tumbling backwards. 

It’s like being on a rollercoaster! I get so wobbly I feel like I’m going to fall off my bed!  The weight of my pyjamas now is crushing, especially on my chest and stomach. A button I mistake for a brick, the fabric feels like the weight of a dinner plate.  Moving causes me to cry out, but I have too. I painfully stretch over for the light, my eyes now craving darkness.

I don’t look forward to the vivid nightmares and wondering if my breathing is going to stop. I hope my nerves will stop tingling so badly that I’ll be able to get some sleep. But I’ll wake up again tomorrow, I always have done, hoping one day I’ll be better again.

CONTACTS:

Nicola Winnall, Willow Bank, Bliss Gate Road, Callow Hill, Bewdley, Worcestershire DY14 9XT

Email: nwinnall@hotmail.com

Blog: www.niksbluehaven.blogspot.com
Action for ME website  -  www.afme.org.uk

Association for Young People with ME website -  www.ayme.org.uk

Worcestershire M.E. Support Group website - 
www.geocities.com/worcsmegroup/
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