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Welcome to my world

Where what is before you

Even close by you

Is out of reach

Where words disappear

From your head

And memory is turned to ice

Which slowly drips

and melts away

Where letters dance

Upon an unread page

And thought cannot be conjured

No matter how hard you try,

Where people are not just

an irritation to you

But harm you

inadvertently,

Simply by their presence

With you

Without any awareness,

Whatsoever,

Of your inner experience

Or the assault that they are

Perpetuating

Upon your pain-wracked body.
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People with Severe ME are roughly 25% of the ME population.

 People with Very Severe ME are roughly 2% of the ME population. For them there is
little comprehension of what they go through or how to safely help and interact with
them. Some will be more able than others, in limited ways. People’s experience may
vary from day to day and moment to moment but always in the context of severe illness
and multi-system dysfunction.

 For some there is no let up to the high intensity of their symptoms. Their  needs are
complex.

There are a number of paradoxes that may only become apparent when you try to
engage with the person.

I need help, but.... there is always a but, especially with those people who
have the most severe forms of Severe ME. Receiving care is not easy,
straightforward, nor is it necessarily obvious as to how and when to interact
safely and in the best way for the person.

Everyone experiences their symptoms uniquely, yet there will be common experiences
and common difficulties in accessing care.

It is difficult to be cared for without causing additional problems.

The symptom experience is unimaginable to those who have never known it, the level
of tormenting hypersensitivities to ordinary things indescribably disturbing and
assaulting, adding to the difficulty of getting safe and supportive, experienced care.

I need physical care but.... I cannot tolerate physical contact, because of a range of
symptoms that directly affect how I experience and tolerate anyone’s presence in the
room or physically helping me:
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●Hyperesthesia
● Pressure intolerance
● Severe pain
●Noise sensitivity
● Light sensitivity
●Headache
● Confusion
●Disorientation
● Irritability
●No energy
● Sleep difficulties
● Touch sensitivity
● Perfume/ chemical sensitivity
● Cognitive dysfunction
● Chewing, swallowing difficulties
●Movement sensitivity
●Motion sensitivity
●Muscle spasms
● Breathlessness
● Periodic Paralysis
●Muscle weakness
●Muscle fatigue
●A post-exertional exacerbation of symptoms

I experience all these symptoms every day severely; some are even more intense than
others and some vary in intensity through the day and night. I am in a continual state of
moving toward, away or stuck in paralysis, with so many triggers from ordinary life that
engagement with others is virtually impossible and extremely painful at best.
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I experience hyperesthesia which means any light contact is intolerable and extremely
irritating. This makes clothing difficult to put on and wear. Physical contact to try and
help, even a kind gentle touch of reassurance is unpleasant and painfully irritating or
triggers paralysis if wrongly timed. I cannot bear being stroked or massaged or
comforted normally.

I am always extremely touch sensitive ; any touch may cause flinching,
shaking, extreme pain, irritation, irritability, upset, mental confusion,
disorientation, shock, paralysis, weakness, overstimulation, overwhelming
exhaustion.

I experience severe pressure sensitivity making any physical pressure on my body
anywhere intensify already severe pain, to the point that I might shout out if you do
touch me or lean my body in such a way that there is increased pressure on any and
every part of my body, especially my head, back or neck. The slightest contact to my
head can be unbearable and have disastrous impact.

How difficult that must be to conceive.

This means I cannot sit up with back or neck support, as contact on my neck or head
cause intensifying pain. I am never comfortable. I cannot access the physical support
that I need, yet which will work against me, if I get it. This is the strange, paradoxical
life that you exist in, with the worst hypersensitivity of Severe ME.

I always experience all over severe to extreme pain; all my energy often goes into coping
with the indescribable onslaught of the experience on multiple levels of pain: throbbing,
burning, itching, crawling, shifting, stabbing. Alongside indescribably terrible weakness
and screamingly numb, empty feelings in my muscles. The pain of Severe/Very Severe
ME is unquenchable and intense. I personally have never found painkillers that
alleviated ME pain. Neither could I tolerate them.

For people with ME the notion of rest and pacing is important, but for the most
severely ill, it is hard to believe that rest is achievable. For myself, rest, relaxation and
sleep all lead to increasing weakness and paralysis. This is another paradox that the carer
needs to understand. Everyone is different.

All ordinary concepts, such as ‘rest helps you feel better’ are turned on their
head, especially when it leads to continual paralysis.

Alongside indescribably terrible weakness and screamingly numb, empty feelings in my
muscles.

I have acute noise sensitivity, such that every noise you might make in the room is an
assault that builds on itself, becoming more assaulting with each further exposure, till it
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is literally a torture if it continues; even things that you may not be aware of or
recognise as an issue, like clothes swishing, coughing, footsteps, doors shutting,
scratching your head, are tormenting and painful at best.

Noise literally paralyses me, for hours on end, unable to move or even call out for help,
my sensitivity is so extreme, but try moving about the house and performing tasks
without noise - it is virtually impossible. Yet when you need total silence to survive, that
is absolutely what you need, not even someone doing things quietly will do, no matter
how hard they try to be silent.

I can be severely to extremely light sensitive, so that any exposure or any increased
exposure to light can trigger intense burning, throbbing, eye pain and head pain, with an
extremely painful after image, intense headache, mental anguish, confusion,
disorientation, shock, with corresponding deterioration, making it difficult for a carer to
see clearly in a darkened room or for a carer to provide care without causing
unimaginable pain and further, immediate, delayed or long term deterioration.

The more ill I become, the more severe this symptom becomes.

As a consequence I have to have very thick, light and sound reducing curtains. Even
drawing them causes noise pain. The issues of caring therefore have to take into
account several different symptoms simultaneously, which is not as easy as it sounds.

My sleep pattern is shifted and fluctuates, it is not normal, meaning I need help at odd
hours. I can also be in a deep asleep at inconvenient moments, making care difficult to
provide - you cannot just wake me up, as this can cause great harm, shock,
deterioration, worsening of symptoms, exacerbating other symptoms that show at
worse moments.

It is also not always possible to tell whether I am asleep or awake and conscious, but in
a deep paralysis and unable to communicate this, but totally aware and needing help.

I cannot convey my needs because I cannot move a centimetre of my body,
nor speak or open my eyes.

I frequently have no energy to engage with a carer or enough to be able to move or
cope with the necessary physical intervention required, so I cannot tolerate my limbs
being moved by someone else and I cannot move them myself, nor tolerate movement,
nor being pushed in a wheelchair, so I cannot move from room to room at will, get to
the toilet on demand, escape from unpleasant or toxic environments, do what I want,
when I want, if at all, get much needed food, get washed, dressed, get help to alleviate
physical discomfort from awkward positions, protect myself from noise or light
exposure.
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I do not have the necessary energy or enough energy or else too much energy will be
used up, just to speak even a few words sometimes. Or I do not have enough energy to
make some specific recognisable noise, to indicate that I am conscious, not asleep or to
use sign language or write or type commands.

I often have no ability to communicate specific need, because of weakness, lack of
energy, inability to speak, inability to think or process, paralysis, muscle spasms,
breathlessness, difficulty in comprehending questions and finding information or
answers in my mind. My words and phrases may be limited or come out wrong.

The effort can make me sound cross or rude, which does not help.

I have severe to profound levels of cognitive dysfunction that causes
disconnection from every simple pathway to communicate and connect with
the outside world or another person, that means that I cannot necessarily
understand what you say, even if you speak slowly, I cannot find the
necessary information I need to impart.

If someone speaks too quickly it sounds like a load of gnats biting painfully at my ears,
whilst conveying no message or meaning in their content whatsoever, because I literally
cannot understand it.

Yet I am a sensitive, intelligent person. It must be hard to comprehend, how
words can lose meaning and disappear into nothing in my mind. And instead
become an assault.
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Communication becomes at best a one way dialogue where I can say some things
sometimes, but this varies unpredictably.

Mostly I cannot move, either part or all of my body and I cannot necessarily tolerate the
much needed contact to get the physical assistance that I am desperate for, whether that
is helping to eat, giving me a drink, fetching me a much needed blanket, moving my
position, sitting me up, transferring to a wheelchair, walking with assistance, getting to a
toilet.

When paralysed or weakened, I cannot suck from a straw nor be sat up to be given a
drink, despite being desperately thirsty. This variability and unpredictability highlights
the importance of different moments, when things may be more or less possible or
more easily achieved.

I cannot always open my mouth, chew or swallow effectively or at all, even if hungry
and this needs understanding, in order to receive help to eat my food, at the right
moment in the right way.

When I am paralysed, I simply cannot tolerate any sound or movement in the room, let
alone physical contact and any attempt to move me will cause physical harm to my
muscles and literally torture me.

With Severe/Very Severe ME, there are too many totally impossible
moments to get your basic needs met. The only response is a MOMENT by
MOMENT RESPONSE, in partnership with the person.

Any intervention needs to be carefully and tenderly timed, in agreement with me,
flowing with me, in order to specifically help me, not make things worse to the point of
deterioration, that is worse than the extreme situation I am already in.

This requires great flexibility - a willingness to come back at another moment or wait patiently, silently,
hopefully with great understanding of the tortured experience I am stuck in.

It takes great empathy and compassion to try and comprehend what is being
experienced, the issues, symptoms, difficulties of engagement and the problems, the
pain, the irritability, the devastating consequences that you will cause if you get it
wrong.

It takes a building up of knowledge, the development of a gentle and subtle
approach.

It needs great self-awareness and an intention to improve on it, because however quiet
and gentle you are, your presence is still going to hurt me and your actions need
perfectly timing for the very best moment that I can bear your help. Even so, it may still
hurt me, but that is my choice to make not yours.
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It is the difference between you seeing me as an object, focusing purely on the task in
hand and needing to get it done or seeing me as a person in great need and requiring
the right moment to connect with me and flow together, as best as possible, for me to
tolerate the task and get my need met safely in the best way.

I cannot convey how much the slightest wrong thing can cause unimaginable
suffering and unnecessary endurance of intolerable levels of pain and other
symptom deterioration, due to my profound levels of sensitivity to sound,
movement, motion, perfume/ chemical sensitivity.

 The slightest wrong movement, sudden exposure to perfume, light, coughing, talking,
clicking, banging or drilling sound, can trigger hours to days of unbearable paralysis,
weakened muscles, shaking muscle spasms, a completely blank mind, with every
thought lost, just like that.

What is worse is knowing that a little extra awareness or care might make the difference
between hours of paralysis or not: it is the unnecessary impact of small things that
causes great dismay.

At the worst of the most severe end of Severe/ Very Severe ME, where
nothing is possible and everything is a torment or a torture, accessing much
needed care, with so many broken communication pathways, is a massive
challenge.

It takes a huge commitment to learn and grow consciously together, to meet need in the
best possible way, accepting that each moment is not equal to the next in terms of
tolerability, accessibility and need.

It is important not to panic in the presence of such suffering and need.
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It is essential to remember equality of personhood, to maintain the knowledge that the
person you are with needs the greatest respect and care.

Even if communication is broken and the physical body utterly limited, still
this is an equal person, before you, likely to be in horrendous suffering,
extremely ill, with multi-system dysfunction and symptoms affecting every
level in their body, doing their best to bear the unbearable.

They are often isolated and most likely will have experienced great ignorance in regard
to their illness and their reality, leaving them in need of validation and desperate for the
right assistance and the right consistency of approach.

Most important to remember, is that they are just like you are on the inside, but with
dashed dreams, hopes and complex physical needs, yet this is invisible to most people
and the world at large, including, sadly, apparently, the medical profession, which has
been given misinformation about Myalgic Encephalomyelitis for decades, leading to
misunderstanding and mistreatment of people with a biopsychosocial approach.

To MAXIMISE THE OPPORTUNITY TO MEET EACH NEED TENDERLY, you
need a consistent attitude and a flexible approach, grounded in the deepest
respect of the person. You need to know and accept that the person you help
is seriously physically ill and disabled.

I have learned that the only way to approach helping me, due to my very severe
hypersensitivities, my frequent paralysis, my continuing muscle weakness and profound
exhaustion, my inability to tolerate physical contact or sudden movement, surprise or
shock, is to very much focus on the MOMENT - and to be aware how much pain and
torment you can cause me in every moment, if you get it wrong.

Living with Very Severe ME

is like living on the edge

of existence.

You cannot plan,

You cannot predict,

You cannot control

your experience,

thoughts or actions.
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All moments, I am in intolerable pain and weakness, with severe  to profound
hypersensitivities, in a continuum with periodic muscle paralysis and with a mind that is
either partially or totally blank, some moments, the presence of another person may be
slightly more tolerable, less difficult to bear.

Some times I can communicate verbally. Others, it is completely impossible, for the
range of reasons given above. It is these moments that we have to try and become most
aware of the issues and work together, to help me get my needs met. Patience is
desperately required on both sides.

We have to accept that there are times that I will have to wait to find the
right moment or things will get even worse. The simplest thing, from an
external viewpoint, is not simple from within Severe ME. This absolutely has
to be remembered. The person with ME must feel in control of what happens
to them.

We have found that the right MOMENT brings HELP and alleviates the isolation
imposed by the nature of the disease. It is impossible to make demands upon me or for
me to comply with external demand or expectation. It simply does not work to take
that sort of approach.

When you can, you can, perhaps, manage some interaction or tolerate help or grit your
teeth and try to bear it, but when you cannot do this, you simply cannot do it, it is
impossible, no matter how hard you wish it were otherwise. It is nothing to do with will
power. The problem is that it is not always possible to tell when you can or when you
cannot, both from a personal perspective and from the carer’s view.

There may be times when you might manage but the cost would be too great to tolerate
and the after impact devastating or you may feel that you could manage something, you
are not sure and yet you might manage it successfully. Only you can tell this though.
This is not something that someone else can judge or encourage you to try harder with.
Or think more positively about or ignore your body or your cognitive energy.

That is a dangerous path to take.

For people who suffer intensely daily and nightly in this way, I can think of no
better or more suitable approach for people with Severe ME, given the
paradox of need, the intolerance to the slightest contact, the severe post-
exertional reaction  and the complex misunderstood hypersensitivities and
the intensity of symptoms.

The timing is everything and the consequences of not seeking the right moment and the
right way to engage are not like other illnesses. This cannot be over-emphasised.
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A cough or a sneeze can do unimaginable harm, as can the slightest pressure
on bed clothes or a gentle whisper, wrongly spoken or an interaction wrongly
timed, it may seem bizarre but nevertheless it is the reality of people with this
disease, though each will be individually different and have a range of severe to
very severe symptoms, to varying degrees and different communication and
practical issues to consider how to approach them..

All can benefit from their needs being appropriately met at  the right and best
MOMENT, honouring their illness severity and the gentleness with which care
absolutely must be provided.

This goes against the traditional model of social and nursing care, where you
are fitted into a system and allocated minimal time to get needs met, at rigid
times, in rigid ways.

However, if you try to impose care at the wrong moment in the
wrong way, without awareness of the hypersensitivities and issues
facing the individual with Severe ME, catastrophe will most likely
happen and deterioration which can be permanent may follow.

Always remember the MOMENT approach. Remember to do everything in
your power to: Maximise the Opportunity to Meet Each Need that arises
Tenderly, as it presents itself, so that you do not miss precious moments to
best interact and aid people, so that you can make a huge and helpful
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difference in their lives, in the quality of care that they receive and in their
overall experience of people.

The MOMENT approach is not just about when you approach, but about
how you approach caring and how you find connection and contact that
affirms and assists the person. That means more than you could ever possibly
imagine.

The need is great. Rise up to the challenge.

● Be person centred.
● Be moment-centred.
● Become moment-aware.

It will make such a difference!



For much more information on the MOMENT approach for people with
Severe/Very Severe ME, please see this Video :

 https://www.youtube.com/watch?v=CBri_s3iwbQ

..and Greg’s books:

Details on Stonebird
    http://stonebird.co.uk
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