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Welcome  

A note from Alex Howard 

Over the years it has become clearer and clearer to us here at The Optimum 

Health Clinic that family and friends can play a very important role in the recovery 

from ME/CFS/Fibromyalgia for our patients.  What we have also seen is that 

people whether they are directly involved in supporting the person who is ill or 

whether it is more sporadic, have their own responses to the illness, the recovery 

and being a carer.   

 

Living with or caring for someone with health problems can be confusing, 

worrying and stressful at times.  It can also be immensly rewarding when the 

person you are caring for starts to recover and you can support them as well as 

bearing witness to their journey to full health.   

 

We are very aware of just how important and constructive the role of the carer is 

and this pack is intended to support all carers by providing information, tips and 

advice.  

 

What’s included in this pack and how to use it? 

In addition to this booklet, the pack also includes videoblogs, audio downloads 

and a list of resources.  The pack is modular and what we mean by that is that 

you don’t have to start at the beginning and work your way through it.  You can 

go straight to e.g. the chapter, videoblogs or audio file that you feel is most 

relevant to you now.  You may also like to include other carers e.g. other 

members of the family so that you read or watch or listen to different sections 

and then you can share with each other what you’ve learned and what you’ve 

found most helpful.    
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Please bear in mind that the information in this pack is geared specifically 

towards people living in the U.K.  We are aware of how many of our patients and 

their carers live outside of the U.K. and we ask you to ‘translate’ the information 

as much as you can to where you live. Local search engines and even generic 

search engines like Google are often surprisingly helpful.  

 

This is our first version of the pack and if you feel that it would benefit from 

additional material please do contact Thora Blondal at 

thora@theoptimumhealthclinic.com.  

 

Are you a carer? 

What is a carer? How do you know if you are a carer?  A carer is basically 

someone who provides practical and or emotional support to someone with 

health related problems.  Often relatives, partners, friends, and neighbours of 

someone with a health problem do not see themselves as a carer, they are just 

helping someone that is dear to them and they love.  And like we are all different 

in terms of our needs and interests, we care for people in different ways.  You 

may or may not be living with the person, you may help with practical aspects 

such as cooking or driving them to appointments or you may support them more 

emotionally.  It doesn’t matter what your relationship is with the person you are 

caring for or helping to care for or how old you are, whether you are a child or an 

adult; if you are helping, you are caring.  Recognising that you are in a caring role 

is important both for you and for the person you are caring for.  

 

Making sure you are also looking after yourself 

Something we talk about a lot is to make sure that people are looking after 

themselves first.  This means making sure that their own needs are met in order 

for them to be able to look after or support others.  An example we often use is 

taken from the safety measures onboard airplanes; there is a very good reason 



 5 

for why the flight attendant advises you to put the oxygen mask on yourself first 

before assisting others!  

So we have devised a little list of questions to ask yourself every now again to 

ensure that you are looking after yourself first so that you are able to sustain 

looking after or supporting the person who is recovering.  

 

• Are you getting enough sleep? 

• Are you eating nutritious food and drinking enough fluids? 

• Are you getting time to engage in your own life, including time to spend 

time with people that are important to you?  

• Are you getting enough physical exercise? 

• Do you feel that your life has meaning and purpose that is congruent with 

what you want? 

• Do you have someone to talk to? 

• If your caring responsibilities are extensive, are you getting any respite? 

• Are you able to give other people around you the attention and care that 

you would like? By this we mean siblings, children, other family members 

and friends. 

• Are you able to carry out your work and engage in your hobbies to the 

extent that you would like to?  

 

If you’ve answered ‘no’ to ANY of these questions that is a clear indication that 

you need support!  

 

 

Support for carers 

There are a range of issues that you as a carer may face and the support you 

need may vary.  As a carer you may be entitled to what’s called a “carer’s 

assessment”.  To ask for an assessment please contact your local social 
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services department or ask your GP.  The assessment will take into account all 

the different areas of your life and where possible provide help.  For the purposes 

of this pack we have identified three key areas: financial, practical and emotional 

support. 

Financial support 

Health problems will inevitably have an impact on the finances of the person who 

is ill, particularly if they are now not able to work or are working and earning less 

than before.  In addition to the cost of living there will also be health related costs 

such as medication, supplements, treatments etc. The person who is recovering 

may be entitled to a range of benefits which will help with accommodation, living 

expenses and transport. There are also benefits available for carers, some that 

apply to full time carers and some that apply to those that in addition to their 

caring role are working. You may find some useful in our accompanying resource 

pack entitled ‘Get the Financial Support Your Deserve’. 

 

Benefits 

You may wish to explore directly what benefits and other financial support you 

may be entitled to as a carer, e.g. carer’s allowance (the allowance is currently 

£53.90 per week).  You can go about this in a few different ways: you can contact 

your local Citizens Advice Bureau or visit their website 

https://www.citizensadvice.org.uk and you can contact your local council.  The 

Benefits Enquiry helpline is also very helpful.  This helpline is purely advisory and 

is anonymous so you can find out information without having to disclose any 

personal details.  Their telephone number is 0800 882 200 (Textphone 0800 243 

355) or you can visit their website  

http://www.direct.gov.uk/en/DisabledPeople/FinancialSupport/index.htm  

 

Other financial support available 

There are charitable funds that you may be eligible for.  Your local Citizens 

Advice Bureau may be able to point you in the right direction and your local 
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library may be able to help you as well.  It may also be worth your while to 

explore the Funderfinder website  

www.funderfinder.org.uk/personalsupport.php although we advise that it can 

be quite time consuming so you may want to ask someone to help you with the 

search.  Another potential source of support is the national umbrella organisation 

of charitable organisations The Assocation of Charity Officers.  They have a 

search engine that can show which charitable organsations might provide funds 

that will meet your needs.  You can contact their helpline (managed by Turn 2 us, 

another helpful organisation) on 0808 802 2000 or visit their website 

www.aco.uk.net/ and www.turn2us.org.uk. 

 

Should you suddenly be faced with costs that you are not able to meet, you may 

also qualify for a crisis loan.  The loan amount can be up to £1.500 and the 

amount will vary depending on your need and circumstances and is interest free.  

You can find out more about the crisis loan by contact Jobcentre Plus on 0800 

055 6688. 

 

Practical Support 

It can be very helpful to identify what are the practical aspects of the care you 

provide and exploring which ones you could delegate to others.  These could be 

tasks like cooking, cleaning and other house hold jobs and they could also be 

something like transport or shopping for clothes. In our experience, people often 

want to help but don’t know how or what to do so asking people for specific help 

allows them to feel that they are contributing and takes a load of your mind at the 

same time.   

 

In some parts of the country, local charities provide practical support and respite 

care.  If you have identified that you could do with some extra help then your GP, 

your local council and your local library may be able to point you in the right 

direction. 
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There are also ways of making your life easier by e.g. ordering the shopping 

online and if you can afford it, hiring a cleaner. It can also be helpful to check 

how important the task (e.g. hoovering or dusting) actually is and how frequently 

it needs to be done.  You might want to think about investing in a dishwasher if 

you haven’t got one and a freezer so that you can stock up on meals in advance, 

either by cooking bigger portions or you have friends cooking meals for you. 

Emotional Support  

It is important that you keep in contact with the people that are important to you 

whether they be family or friends as well as colleagues and other people who you 

find supportive.  Having someone to talk to, someone to share with you the joys 

and worries of caring is immensely important.  It is also beneficial to engage in 

your interests and hobbies because that can provide you with support and time 

out from caring.   

 

Meeting other carers can also help you get a sense of how others are dealing 

with their caring responsibilities and they often provide local information, support 

and most importantly are understanding of your situation.  

 

There may be some things that you are not comfortable with disclosing or talking 

to your friends and family about.  In those instances it can be beneficial to have 

regular sessions with a counsellor or a therapist and this can sometimes be 

funded through your carer’s assessment.   You may also consider contacting 

organisations such as the Samaritans, you can call them on 08457 909090 or 

visit their website www.samaritans.org.   

 

We are looking into creating specific support for carers.  If you would like to know 

more about this or feel that we can help please contact 

admin@theoptimumhealthclinic.com    
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ME Specific Support  

There are a number of national support organisations that are aimed specifically 

at people with ME/CFS/Fibromyalgia and their carers.  Some are aimed at all 

patient groups regardless of severity of illness or age like the M.E. Association 

(also known as The M.E. Society)  www.meassociation.org.uk and Action for 

M.E. www.afme.org.uk.  Both the M.E. Association and Action for M.E. have 

information and contact details about local support groups and what’s available in 

your area and as well as having information about services that may be available 

to you.  Organisations like the Tymes Trust www.tymestrust.org and Young 

Action Online www.youngactiononline.com are specifically aimed at children and 

young people.  There is also the 25 Percent M.E. Group www.25megroup.org.  

This group is specifically for people who are severely affected.  There are a 

number of other M.E. specific groups so it is worth looking on the internet or 

asking for information at your local surgery or local library.  

 

Support Specifically for Carers  

There are a number of national support organisations that are specifically for 

carers. For the purposes of this pack we have listed below, three of the main 

organisations, but there are a number of other organisations that provide support 

both on a national and on a local level. As we’ve mentioned before your surgery 

and your local library are a good starting point.  

• Crossroads Caring for Carers www.crossroads.org.uk  

• The Princess Royal Trust for Carers www.carers.org 

• Carers UK: the voice of carers www.carersuk.org 

 

Other helpful websites 

• The Disability Alliance (www.disabilityalliance.org) website is an extensive 

resource with fact sheets on a whole range of issues that you may find 

helpful. 



 10 

• The government information for Carers (www.carers.gov.uk or 

www.direct.gov.uk/en/CaringForSomeone/DG_071391) website provides 

useful information and links to other sites of interest for carers.  

• The International Association for CFS/ME (www.iacfsme.org) is an 

association of clinicians dedicated to research, education, treatment and 

finding a cure for CFS/ME.   

 

What does the diagnosis mean? 

There are a number of definitions of what ME/CFS/Fibromyalgia is or rather what 

it isn’t.  Most diagnoses are based on what’s called ‘diagnosis by exclusion’, 

meaning having ruled out other illnesses. The definition used most frequently 

(Fakuda 1994) states that ME/CFS/Fibromyalgia is ‘unexplained, persistent or 

relapsing fatigue’ and currently there is no international agreement on the 

classification of the most frequently reported symptoms. Research has indicated 

possible genetic, hormonal, immunological and neurological factors (to name a 

few) that manifest in symptoms such as Mitochondrial malfunction (a cell’s 

energy source), digestive problems, adrenal fatigue and issues relating to hyper / 

hypothyroidism.  The orthodox approach to treating ME/CFS/Fibromyalgia is to 

focus on working with a single cause or a limited set of symptoms and not 

actually to look at the bigger picture (this approach can also be found in 

Complementary  and Alternative medicine). 

 

In our experience, the key to understanding and treating ME/CFS/Fibromyalgia is 

to look at the bigger picture and to have what we call an Integral Approach.  This 

means looking at ME/CFS/Fibromyalgia as a process where multiple systems, 

both psychological and physical are interacting together in a dysfunctional way, 

resulting in symptoms such as post-exertional fatigue, muscle pain, brain fog, 

poor temperature control, poor sleep, poor digestion, headaches, adverse 

reaction to supplements and anxiety. 
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We have identified 8 predisposing factors or subtypes to developing 

ME/CFS/Fibromyalgia in the first place and how and why the onset can be either 

gradual or sudden.  Our Integral Approach explains e.g. why the diagnosis of 

Chronic Fatigue Syndrome may feel more appropriate to one patient whereas a 

diagnosis of Fibromyalgia may feel more appropriate to another patient.  

 

Having an Integral Approach enables us to use a range of treatment protocols, 

both psychological and nutritional/biochemical, to treat the whole person, based 

on the configuration of their predisposing factors, onset of illness, stage of illness 

as well as symptoms. We find that having this flexibility is vital to tailoring the 

overall treatment to each individual patient, because the same treatment 

structure will not suit all.  

 

With all the myths and misconceptions surrounding ME/CFS /Fibromyalgia, a 

diagnosis can feel overwhelming and final but here at the clinic we view the 

diagnosis more as departure point than a label.  The diagnosis can mark the start 

of the Journey to Recovery! 

 

For more detailed information please read our report ‘M.E. in the 21st Century’. 

 

What to expect on the Journey to Recovery?  

When patients enter treatment it’s equally important for you as it is for them to 

have a sense of what to expect.  This will depend on predisposing factors, stage 

of illness etc but here are some guidelines.  We often find that, initially patients 

need to increase both the quality of their rest periods and sometimes the 

duration. This means that they may need to rest more than they were doing 

before starting treatment.  This does not mean that they are taking a step back; 

indeed it is a good sign as it means that the person is now resting in a more of 

what we call the Healing State.  Practising being in a state of healing rather than 

a state of stress or distress is essential to support physiological processes as 
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well as psychologically.  For more information about the Healing State, you can 

watch our videoblog here www.freedomfromme.co.uk/blog/?p=391.    

 

Another important factor to be aware of is that there are four different types of 

tiredness. Learning to identify what kind of tiredness is present is immensely 

helpful as different types of tiredness need different responses.  This explains 

why despite extensive rests a patient does not feel rested. The four types of 

tiredness are: physical tiredness, wired but tired, emotional tiredness and 

environmental tiredness.  For more information about The 4 Types of Tiredness, 

you can watch our videoblog here www.freedomfromme.co.uk/blog/?p=364 

 

The diagram below demonstrates how patients generally recover from a chronic 

illness like ME/CFS/Fibromyalgia. There are different stages to recovery and 

depending on what stage the patient is at, symptoms can flair up and new 

symptoms can appear temporarily.  These “blips” are part of the recovery and 

need not be feared or blown out of proportion.  Over time they happen less 

frequently, are less deep and last for a shorter period of time.  There are also 

periods of shifts and periods of consolidation.  This means that a patient can 

have a period of significant improvements followed by a period of seemingly no 

or little improvements before there is another period of significant improvements.  

Graph of the Recovery Process from ME/CFS/Fibromyalgia 
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As the patient starts improving, you may hear them talking about ‘bouncing the 

boundaries’. This is our model for gently managing activity levels to move 

recovery forward and increasing stamina and strength, physically, 

immunologically and psychologically.  The main focus is to gain feedback as to 

what stage of recovery the person is at and to establish when it is time to 

increase, stabilize or decrease activity levels. For more information about 

‘Bouncing the Boundaries, you can watch our videoblog here 

www.freedomfromme.co.uk/blog/?p=242  

 

From a carer’s perspective this can sometimes be a worrying as well as an 

inspiring process.  You may have nursed them through some really difficult 

patches and there may be a fear of new or extended activities triggering a 

downward turn, resulting in both distress for the person you are caring for and 

also additional or increased need for your care.  We expect that every person 

that is recovering will every now and again, overstep their physical limitations.  

Patients need to feel where their limitations are in order to realize how far they 

can actually go! This feedback is important because without it, there is a risk of 

de-conditioning and of recovery reaching a standstill where there is no forward 

movement.   Physical limitations and abilities are changing all the time 

throughout recovery and so it is to be expected that the person will experience 

these blips (of overextending themselves) every so often.   

 

What can be helpful for you as a carer is to talk to the person you are caring for 

openly if you have some concerns.  What you may find is that when you know 

more about why they are doing what they are doing, you can trust that they are 

managing their activity levels appropriately.  What you may also find is that your 

concerns may be based on how they were in the past and that they are actually 

stronger and more resilient now and that you may need to ‘update’ your 

perception of where they are at in their recovery.   In our experience, focusing on 

patience, trust and kindness (both towards the person and towards yourself) is 
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far more effective than worrying about whether they are recovering quickly 

enough or when they are going to get it ‘wrong’.  

 

It is also important to recognize your own feelings about the person and the care 

you have been providing, your hopes and fears about the recovery process and 

life beyond ME/CFS/Fibromyalgia. Having someone else to talk to whether it’s a 

friend, family member or a clinician can be immensely helpful and supportive.  

And as we have stated before, the best way you can support and care for 

someone else is to make sure you look after yourself first, remember the airplane 

safety measures: ‘Make sure you put the oxygen mask on yourself first, before 

assisting others’. 

Helpful Tips   

This section has some helpful tips about caring for and supporting both yourself 

and the person recovering (this is in addition to the advice and tips in our audio 

files listed in the ‘Additional content to the Carer’s Pack’ below.  

• Reading this carer’s pack, listening to the audio files and watching the 

videos will support both yourself and the person that is recovering. We say 

this because understanding what ME/CFS/Fibromyalgia is and what it isn’t, 

is immensely empowering as it explains what is going on for the person you 

are caring for, explaining they physical, emotional and behavioural aspects 

of what the person is going through.  We do have additional material that 

you may want to read, such as our report M.E. in the 21st Century (see 

‘Additional content to the Carer’s Pack’ below) and you can visit 

www.freedomfromme.co.uk and signing up for our newsletter by emailing 

lois@theoptimumhealthclinic.com. 

• This can be a stressful time for everybody involved so managing your own 

stress will help both you and those around you.  Helpful ways of managing 

stress are going for walks, talking to someone about how you are feeling, 

going out, listening to relaxation CDs and podcasts, eating well and looking 

after your sleep. 
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• You may feel a whole range of emotions, such as shock and disbelief, self-

blame, fear, anger, sadness and concerns about the future. You may 

realise that you are finding some of your emotions difficult e.g. feeling 

frustrated with the person you are caring for.  Accepting our emotions and 

developing ways of expressing our emotions will vary depending on what is 

appropriate for you.  For some, being able to talk about our emotions to 

someone is the right thing, for others using writing or an activity is more 

helpful.  The important thing to bear in mind is that expressing your 

emotions and not bottling them up (or denying them) is important for both 

you and the person you are caring for.   

• It is important to be encouraging and supportive.  This means not dwelling 

on that which is not helpful or not working and to look out for what is helpful 

and what is working.  

• The person you are caring for may sometimes be inconsiderate or not 

realise the impact of their care on you, especially if they are feeling anxious 

or in panic.  Telling them to snap out of it, or join them in their panic is not 

helpful for either of you. If you can listen, empathise and try and understand 

what is going on for them, that’s great. If you feel you cannot do that, 

respect your own feelings and limitations and remember that they are in 

treatment and they have a whole range of resource material as part of their 

treatment as well as access to the practitioners they are working with.  

Some things are best left to the professionals.  

 

Treatment Evaluation and Research  

The Optimum Health Clinic and The Optimum Health Clinic Foundation are 

committed to supporting research into treatments and recovery from 

ME/CFS/Fibromyalgia.  We are currently carrying out clinical trials to evidence 

the value and benefit of the treatment protocols that we use.  We are also 

committed to keeping abreast of research in all fields of medicine and ensure that 
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we are incorporating best practice into our treatment protocols.   This means that 

we take research and treatment evaluation seriously and are committed to 

contributing and benchmarking treatments for ME/CFS /Fibromyalgia.  

 

Additional contents of the Carer’s Pack: 

M.E. in the 21st century is a 16 page special report covering  

• Why there no single cause has been found or is ever likely to be found.  

• Why ME/CFS/Fibromyalgia is a real physical illness, but one that baffles so 

many medical experts. The reason why most traditional doctors, along with 

many ‘general practice’ nutritionists, and complementary therapists get very 

limited results with ME/CFS/Fibromyalgia.   

• Why many people having apparently ‘miracle cure treatments’ such as the 

Lightning Process tend to relapse.   

• What treatments have ultimately been found to work.  

 

The person you are caring for will have received this report as part of their 

original information pack but you can request additional copies by emailing us at 

admin@theoptimumhealthclinic.com 

 

 

Secrets to Recovery (www.secretstorecovery.com) is a website available via 

subscription and offers audio recordings and videoblogs on a range of topics and 

issues related to the journey of recovery such as recovery stories, nutritional and 

bio-chemical issues and understanding the psychology. In addition to this 

document you also have access to the audio recordings listed below and the 

transcripts of these recordings. 

• Secrets to Recovery Session 88:  Asking for help and taking care of 

yourself around others. For many people with ME/CFS/Fibromyalgia, it can 

be very difficult to ask for help from others. This often because our innate 
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tendency is to be the helper and it can also be difficult for others to 

understand our needs. In this call, we look at these areas and offer some 

practical and simple advice.   

• Secrets to Recovery Session 64:  Call for Carers. Due to a number of 

requests, this call is specifically designed for those “caring” for someone 

with ME/CFS/Fibromyalgia.  This ranges from friends and family, to 

partners and professional carers.  If you are caring for yourself, the content 

of this call will also be key in learning how to treat yourself in the best way 

possible.   

• Secrets to Recovery Session 61: Elizabeth’s recovery story told by her 

mother Jackie.  Elizabeth had an immensely difficult battle with M.E. as a 

teenager, finding herself for long periods housebound and at times bed 

bound. Now fully recovered and having just recently started studying 

medicine, Elizabeth’s story is an inspiring example that recovery is possible 

at any age. Elizabeth’s story is being told by her mother Jackie who 

supported her every step of the way, and will be sharing not only the details 

of Elizabeth’s recovery, but also her experience being her mother and 

carer.  

• Secrets to Recovery Session 27: ME/CFS/Fibromyalgia and Dealing with 

Others. For many ME/CFS/Fibromyalgia sufferers, the difficulty of their 

situation is greatly compounded by the varying reactions of those around 

them, often ranging from disbelief and scepticism, to sometimes outright 

judgement and rejection.  In this interactive Q and A session with members, 

Alex will be talking about how best to deal with these situations.  


