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In the presence of utmost suffering we have
created a structure of love, that is beautifully

aware, flexible, delicately responsive, one
that has little to do with external affirmation

or support.
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Preface : The carer cares

T he carer cares

The carer dares to be with me

Sitting, reaching out, figuring out a way to hold me

in an intensity of pain he can never quite know.

How to help the one who cannot bear noise?

This is his dilemma.

Inaction means no help.

Wrong action means harm.

Right action is hard to deliver.

Which moment will suffice?

Is there even one he asks

Wrapped in his own despair at times?

The waiting seems endless.

The progress almost invisible.

The devastating crashes into bewildering tormenting

 paralysis, too many to count.

Years and years of waiting, of caring of hoping, of reaching
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 Out

Are hard to bear some days as they weigh heavy on his heart.

Still the irritability.

Still the physical agony.

Still the multiple breaks to connection and communication.

A one way world often lived in alone.

That is what they both suffer.

Only the greatest of compassion,

The tenderest of caring,

The most sensitive empathy,

The hugest heart,

Can breach the gap

Between lives

Torn apart

By the severest forms of ME

And hope to touch the most profound and torturing symptoms

To give any relief or comfort.

The carer

In danger of being part of the hostile environment

Must do more than his heroic best
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To stay true

To survive and still shine

To love unconditionally

In the barren and bleak empty world

That ME creates for the unprepared.

Linda Crowhurst

She was invisible, living in a dark, pain filled vacuum,
 not seen or experienced by the ordinary world, neither
friend nor neighbour nor enemy alike had any glimpse of her.



“Your world is turned upside down when you
get Severe ME. And everything you know is
altered. You cannot be part of anything you

knew. You hurt all over. You get sick, you feel
ill, you can't move, you cant breathe

properly, your muscles stop working. You
become paralysed. You physically shake.

Your eyes don't work properly, you cant read
or understand things anymore. You can't

hold anything large or small.  It is a
nightmare world you have come to exist in.
Even the bed hurts to lie down in, you can

find no rest, sleep is no  comfort,  nor is your
beloved husband’s touch. There is nothing

that does not cause pain.”



Bravery is required :

▪ To keep going when you feel like despairing, when there

doesn't seem to be any hope of things getting better, of a

clear way forward.

▪ To dare to learn as much as you can about the

malfunctions of the body to understand as much as

possible what's going on in the disease.

▪ To dare to stand up against the systems that try to deny

or bury the truth of the physical seriousness of this disease

▪ To advocate for your loved one, to find the self confidence

to speak up and keep speaking up year after year.

▪ To look beyond the dreadful suffering to see the person

you love fighting against the illness to still function and

maintain their self-integrity and identity while it is being

daily stripped away by the illness.

▪ To perhaps give up your job and all you used to hold dear

in the world so that you can help the person you love and

care for.



▪ To decide to give your partner the best care possible and

the most comfort possible.

▪ To learn and grow in spite of the suffering you both

experience.

▪ To believe in your marriage, your relationship still and to

refuse to let it disappear and be destroyed by the

complexity of daily living , the massive losses you both

experience and the untold suffering your love endures.

▪ To stay and care when everyone else leaves.

▪ To keep pushing to get a proper medical service when it

does not exist.

▪ To keep believing in love and goodness and not get worn

down.

▪ To create beautiful music, write books, grow plants, keep

imagination and hope alive when you are distressed and

exhausted and struggling to cope. To do things by yourself

and find meaning when you hoped you would do those

things together.

▪ To look at the pain of your partner day after day after day

down the decades with no relief and still love them.



▪ To choose to be bigger than the illness and to keep

fighting for a better day.

▪ To find new hopes and dreams in a reality so stark there

couldn't possibly be any.

▪ To still wake each morning with enthusiasm and

excitement for the day.

▪ To say you will stay and care.



How does anyone
cope with this level of

torment? Of denial? Of
abuse and neglect? Of
negation and agony?
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Practical Care

A  personal value base, motivated by love and the

valuing of life, underpins our  approach to caring.

Without an intrinsic belief in the value of life, despair can

overwhelm and negate possible opportunities and moments

for interaction.

The caregiver's role is incredibly valuable; you should never

underestimate its importance in a person's life. Embracing a

“moment” approach should help you to have the best chance

of enabling the person and enriching the relationship between

you both. If you keep missing the moment, it is going to do

more harm than good and not be satisfactory for either of you.

You need to try and work as best you can with the person.

This means learning to understand what they need, when they

need it and how they need it. It may not always be obvious.

You need to be very clear what the person needs and how  you
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can provide the person with the care they need in the least

harmful, most sensitive way possible.

You need to have alternative strategies and a willingness to be

flexible in how and when you help. Whatever response you

need to stay calm and focused and caring.

People with Severe ME may become more and more

withdrawn from the world and every normal thing, because the

illness imposes this upon them.

Their complex hypersensitivities  demand that they protect

themselves and this inevitably means a withdrawal from

worldly things, in order to physically survive and cope.

This is not always easy for others to recognise or

understand why.

It is very easy to end up not being able to tolerate anyone and

experiencing them negatively because of the painful impact

they have upon you. It takes wisdom and awareness to
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understand what hurt is caused by the illness itself and what is

caused by other people's ignorance and sometimes deliberate

selfishness or simple preoccupation with other things.

If at all possible, to minimise the hurt, it can be helpful to try

and work out the underlying motivation behind the apparent

neglect of other people. Is it because they do not know what to

do? Is it because they feel helpless or frightened? Is it because

they are blaming you for neglecting them? Is it because they

cannot accept your illness and disability? Is it because they are

simply not interested? Or do they just not want to know?

The carer may be the only person who interacts with the

person with Severe ME ; many people struggle with

inadequate levels of physical care whether from inability to

access the help that they need or  inability to tolerate it or

afford it or because the services are not flexible enough to

meet the needs and the  specialised much needed training

not provided to ensure people are helped appropriately in

the right way.
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It is important to remember that you can make a huge

difference to that person's life, health and their experience of

the world.

You can help make connections with and for the person, where

they have become broken or damaged due to severe incapacity.

When helping someone with Severe ME you need
to be:

1. prepared

2. calm

3. centred

4. focused on what you are doing and the person’ reaction

5. open to change

6. willing to stop

7. willing to to be more gentle

8. willing to try something else

9. willing to wait for a better moment

10. willing to understand
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You need to be person-centred in all your interactions; you

need to understand their symptoms and the impact that they

have on the person, so that you will better understand their

reaction to you and not take it personally and react

inappropriately to difficulties.

It is critical that the carer is aware and is interacting as

consciously as possible to maximise the opportunity to meet

each need tenderly.

When you work with someone who has Severe ME you

need to be  more sensitive and aware than you can

possibly imagine.  Harm, even death for some, may follow

poor treatment, care and ignorance.

The frailty of someone with  Severe/Very Severe ME cannot be

exaggerated nor adequately described.  You need to take great

care:



When this level of
torment hits you
every moment of

every day it is beyond
coping with.
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Be knowledgeable

It is too easy to unintentionally harm someone with  Severe

ME  by the simplest action, wrongly timed or inappropriately

carried out.

You must be knowledgeable about the disease process, the

symptoms and the impact you are likely to have upon the

person.

Because of the complex multi-system dysfunction and

extreme hypersensitivity they experience, people with

Severe ME  do not necessarily respond in the same way as

in other illnesses.

Be sensitive

The manner in which you present yourself in the caring role is

critical to the success of the interaction.  How  you speak, act,

move within the person's  environment can harm, frighten or

shock the person, lead to  physical deterioration and justified
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distress, if it is not grounded in sensitivity to the vulnerable,

frail, seriously ill person whose presence you are in.

You  can help or harm. There is no room for carelessness,

clumsiness, impatience, inattention, because the harm you

can inadvertently do to a person with Severe ME is not just

in the immediate moment; the impact may go on for days,

weeks, months....... it can be catastrophic.

Watch your Approach

You need to make sure that you are aware of the physical

disease, Myalgic Encephalomyelitis, that you know that ME is

a serious and severe WHO classified neurological disease.  The

person you are about to interact with needs specific, sensitive

physical support and assistance.

Your main aim should be to make sure that they get the

physical help they require, on their terms.

People with Severe ME cannot fit into a tight, institutional

framework. If you expect the person  to be able to do what you
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need them to do, you will not have grasped the fundamental

principal: that  you are there to do what they need doing. This

is a critical distinction to make.

Utmost sensitivity is required  to ensure that their needs

are met in a positive, sensitive  fashion. Without this your

approach will be fundamentally wrong. You are unlikely to

respond to the person  in a safe or helpful way.

You need to make sure that the thoughts you have are the right

thoughts to have, in order to engage with someone with ME. If

you believe that the person just needs encouragement or can

do more, if pushed, you could do great harm.

Be Focused

The energy you exude impacts greatly upon the person with

Severe ME, more than you realise, because they are incredibly

hypersensitive and most likely notice and respond to factors

that you might not be aware of.



They simply do not get
it, that there has been

a psychiatric take
over of my illness, and
there is no treatment.
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If you  suddenly walk into the room of the person with Severe

ME, with your mind and energy in a busy state you are likely

to create chaos. Even something as simple as being busy-

minded, full of enthusiasm and  'raring' to go, can be too

much for the person and may cause deterioration.

You need to still yourself down, you need to be focused and

aware of a different reality than the one you exist in.

Being too tired can have an equally devastating impact, as your

lack of energy can be  irritating to the person  who has so  little

energy themselves. They  do not need to feel their energy being

drained by your presence. If you are too tired, then this is the

time when mistakes are made and carelessness can happen. You

need to look after yourself too, so that you are not too tired to

care.

Be Aware

Awareness is key. You have to be aware of what you are doing,

what impact you are having, what noise you mare making with
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your clothing, your feet, your every action: these all make

noise, noise which you may not be aware of.

It is essential that you care about how you are caring for people

with Severe ME. Care, of itself, will not be enough, unless it is

grounded in a true appreciation of the nightmare reality you

can create by getting it wrong.

You have to take care of the fine details of caring as well

as the basic care needs. It is not just what you do; it is how

you do it and what moment that you do it in.

In ME, it is the acute nature of the harm that can be done by

the smallest thing that you need to understand and really care

about, if you are to safely engage with someone.

Caring does not take place in a vacuum. If you get it wrong it

is disastrous but if you repeatedly get it wrong you can damage

the relationship and trust you have with the person. There is a

power issue where you hold a lot of power as a carer.



24

Severe ME : Aware Care

You must not take advantage of that power or misinterpret the

person because of your inadequacy at comprehending their

need and how to safely meet it. You must not blame them for

your mistakes.

Engage in Relationship

You are engaged with an extremely ill, vulnerable person whose

health can easily deteriorate and whose symptoms can rage and

flare for hours, after even the gentlest contact.

At the heart of good care is  awareness that it is a two-way

interaction. When you offer care to a person with Severe ME

never forget that you are engaged in a personal relationship

with that person, especially if it involves intimate care.

The only way to engage positively and sensitively is to

focus on how you approach the person and connect with

them, so that they feel good about your help and not

lessened or harmed by your interventions.
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Engage as an Equal

Remember that you are both equal in humanity and person-

hood. Never abuse your power over someone who is  physically

frail and dependent upon you for care. Never  blame them

when you get it  wrong. Go out of your way to engage as an

equal with the person, respect and validate them.

With genuine empathy, compassion and care you can

make sure that you see, really see the person you are

helping; let this inform the way you help them.

Care with Dignity

Even if the person cannot move or speak, they can still feel and

are still aware of you. How you engage with them is critically

important to the care experience.

Always carry out any care task with the utmost dignity and

respect that it deserves. Make sure you really know what the

person needs. A person receiving your care should never feel

that you have undervalued or dismissed their reality. You
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should always respect their right to say ' ', ' ', '

', '

' ‘ .'

Be Flexible

You will find that the only way to meet the need of the person

with Severe ME, is not to pigeon hole them into a

predetermined time slot. It will not work. You have to have a

flexible approach that is sensitive to how ill the person is

feeling, to be aware of the  likely  impact of your presence and

involvement as well as  how much energy the person has to

engage in any interaction, even one that they need.

You  have to find the right moment to safely and

appropriately engage with the person. This is not always

obvious but should become apparent.



You have to be strong. You have
to find love. You have to be more
than you ever thought you could

be. You have to be in the most
dire circumstances and still come
through by your will alone and

the will and love of any who
genuinely care for you.
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Pay Attention to Detail

When entering into the room or  the presence of a person with

Severe ME you must pay extremely close attention to every

detail of your interaction:

▪The amount of pressure you place on the person's skin can

hurt unimaginably.

▪The movement of your hand across their skin even

unintentionally can be a torment.

▪The quietest whisper can sound like a shout or a thunder clap

even, in terms of its impact.

▪Turning on the light carelessly can cause excruciating eye and

head pain and vivid after- image for many hours after you have

gone away and forgotten all about your carelessness, not

realising  the harm you have inadvertently done.
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To truly help someone with ME you must learn about their

physical hypersensitivity and how they react  to  a tormenting

world;

, so exceptional empathy and

tender caring is required.

Make sure you Learn

There is no place for complacency, mediocrity or carelessness

in the life of someone with Severe ME. The way you intervene

can make all the difference.

Whatever you do, right or wrong, make sure you learn

what helps and what hurts and never make the same

mistake again.

Make a commitment to always do better and always intend to

get it right!  Know exactly what you are doing and be prepared,

even so you may not always be able to predict a bad reaction;

be prepared to stop what you are doing immediately and wait

till re engagement is possible.



The systems are stacked
against you. The information,

the knowledge, is not out
there to help you. The

structures that should be
there to help any neurological

disease, are not there for
people with ME.



31

Severe ME : Aware Care

If all the indications are that the person is suffering,

distressed and not flowing with you, never just keep on

doing something because you think you are right.

The person who is severely ill will always know better than

you, what impact you are having on them and what they can

tolerate.

Always stop and listen.

Learn how to interpret their reaction and communication.

Never leave the person feeling bad about themselves because

you  might have got it wrong.

To care for another person in great need is the most precious

gift you can give. Value yourself as a carer and value the person

you give care to. Together you will make a difference.



“You draw on an invisible wellspring of

determination to live and a thirst and hunger

for justice and truth, for healing and hope and

to see those who have deliberately covered over

the truth of this illness held to account. For this

level of torment is a crime against humanity.

An unconditional apology is long over due and

far too little for all the fractured moments that

I and others are forced to exist in.”
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Caring for the Carer

Ours is a world remote from family, friends , neighbours, ours

is a world of profound encounter with our own limits, paradox

and mystery.

In the face of the  seemingly overwhelming demands of caring

for a person with Severe ME, it  is very easy to overlook the

needs of the carer . Yet  their health and well being is of equal

importance.

Take time to be still, to reflect, to process what has happened,

what you have learned, what you have experienced and felt

each day. Sometimes a personal journal helps for learning and

reflection, an acknowledgment of disappointments, of hopes

and of personal feelings, even those more difficult to speak

about or express.

I have grown immeasurably as a man, even though I
feel like I constantly do not get it right, fail. I have
grown to accept that I am far from perfect , with a
gathering tranquillity and sense of peace, liberation,
joy even.
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Caring , with all its  immense stresses and strains ,  requires

attention so that they do not weigh down or overload the

person and negatively affect the caring relationship.

It is so important to aim to keep stress to a minimum for

both carer and the person needing care. Stress just

complicates everything!

In your caring role make sure you know what is expected of

you and that you understand as much as possible.

. You need to  be alert, aware and able to respond

appropriately, sometimes at very short notice.

So when you get a break from caring, try to get some balance

and rest in the mix of your time apart. Look after yourself well.

Do things that you really like to do or find new things that you

can enjoy and which can bring happiness, fulfilment, fun,

peace, whatever you like to do that uplifts and renews you.



Enter into the journey;
that is how you survive
. It will challenge you

as you have never
been challenged.
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Be kind and generous to yourself. Aim to feel good about who

you are and restore your energy so that you have enough to see

you through your caring role and tasks.

Try to maintain your own identity and not let it get totally

swallowed up into the role of carer. You have many aspects

to yourself. Nurture them when you can.

There is no set way to take good care of yourself too, but do it

you must, if you are to keep on caring effectively and happily!

One of the biggest worries for both the carer and the person

who is ill, is what will happen if the person caring cannot

continue in their role for health or personal reasons. Having a

contingency back up plan is a good idea, but not necessarily

realistic or possible for everyone.

Some people do not even get their basic needs met because

of difficulties communicating and accessing services.
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But a plan in place, if possible, might help allay some fears and

take away some stress of worrying about the future.

And a healthy plan of how to get enough good food, rest and

space for your own needs when possible, is one way to keep

those worries far away.  At the very least, know who to turn to

in a crisis and build in safety nets wherever possible.

Caring always starts with caring for yourself. Only then are you

in a strong position to care for someone else; as I express in my

song :

Listen here

https://soundcloud.com/greg-crowhurst/the-man-who-cares
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For much more information please see

Severe ME : Notes for Carers

“This book should be on the NHS for ME sufferers!

All health professionals should read this book on
how to “CARE for Severe ME”... every page I turn is
spot on for ME sufferers & their families!

So easy to read to this book! HIGHLY
RECOMMENDED!

Someone truly “UNDERSTANDING” how to “CARE”
& “RESPECT” SEVERE ME. ”

Debra Nice

I want
It !

http://stonebird.co.uk/Notes/index.html

http://stonebird.co.uk/Notes/index.html
http://stonebird.co.uk/Notes/index.html
http://stonebird.co.uk/Notes/index.html
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https://soundcloud.com/greg-crowhurst/the-man-who-cares

