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Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS)
Portsmouth ME/CFS Service
Guidelines for partners, family and friends

It can be extremely helpful for people suffering from ME/CFS to have someone who understands their condition. Family and friends can help to provide practical support, as well as emotional support to cope with the frustration and distress that this condition can cause. The purpose of this leaflet is to give you:

· Some information about ME/CFS and how it can be managed
· Ideas about how you can help
Facts about ME/CFS
What is ME/CFS?

Myalgic Encephalomyelitis/Chronic Fatigue Syndrome is a condition that involves dysregulation of a number of physiological systems in the body. There are a wide range of symptoms which can be severe and disabling, leading to a restricted lifestyle. The intensity of symptoms can vary from day to day or can flare-up for a period of time. The main symptoms are persistent fatigue, post- exertional malaise, sleep difficulties and cognitive problems. Other symptoms may include muscle and joint pain, sore throats, headaches, dizziness, temperature regulation difficulties, sensitivity to noise and light. Problems with sleep are common, for example sleeping too much or difficulty in getting to sleep. People with ME/CFS rarely, if ever, feel refreshed after sleeping, no matter how long they have slept for. 
How does it affect people?
The level of severity can vary from mild through to moderate and severe. Some people may be significantly restricted, for example the symptoms can be so severe that they remain in bed most of the time and can do very little. Other people are able to carry out some, or even most, of their normal activities but they then feel exhausted and have to rest afterwards. ME/CFS can also affect someone’s mood and make them feel irritable, frustrated, guilty and depressed. They may have trouble expressing this. 
What causes ME/CFS?

There has been a lot of speculation about what causes ME/CFS, but so far no single cause has been identified. The condition often starts with an initial illness or infection or can be triggered by stressful life events. 

There is evidence to show that the way the person manages the condition has a significant impact, for example: 
· Because symptoms vary from day to day, people with ME/CFS often over-do things on a good day and then end up paying for it the next day. They will often experience post-exertional malaise and may need to rest more in order to recover. We call this a ‘boom and bust pattern of activity and this can make it hard to stabilise their health. 

· When someone is unwell with ME/CFS, trying to resume normal activities too soon or too quickly can exacerbate and prolong the problems. 

· An irregular bedtime/getting-up time or sleeping too much in the day may contribute to disturbed and un-refreshing sleep at night, which in turn increases fatigue and other symptoms.
· Poor diet or irregular meals can contribute to fluctuating fatigue
· People’s expectations of themselves may mean that they constantly push too far, which then leads to a crash. Or they may find it hard to manage the expectations of others and agree to do things which make them feel worse and perpetuate a pattern of “boom and bust”. This may lead to feelings of low self-esteem, which can make it harder to deal with feeling unwell. 

The treatments that we offer in our service are targeted at addressing the above factors so that people are able to manage their fatigue and stabilise their level of activity. This involves setting achievable goals, with the aim of gradually building up their ability to do the things that are important to them.  
Do people get better?

The outcome for people with ME/CFS varies. Some people make a full recovery whereas others continue to experience symptoms. Progress is usually gradual, and there may be setbacks and periods of relapse. People may need to make changes in their life in order to manage their condition. People often find that they don’t return completely to the way they were before, but many do recover sufficiently, and/or learn to manage their symptoms well enough, to lead happy and fulfilling lives.   
How can I help as a friend, partner or family member?

The following are some ways in which you may be able to help:
· It is very important that the person with ME/CFS is believed. Often people with ME/CFS look well, and sometimes they will have good days when they are able to do normal things. Therefore it can be very hard for others to understand the condition. All too often people with ME/CFS feel that others do not believe them. It will help if you can take the time to find out about the condition and show that you understand. Reading this leaflet is the first step. There is further information listed below. 

· Talk to the person about how they would like to you support them. Choose a time for the conversation when they are not feeling too fatigued and ask them what sort of things you can do or say to support them (and what things are not helpful to do or say!). They may have trouble asking for help, so it’s a good idea to explicitly discuss this and ask them whether they want you to help without being asked. It’s important to try and find a balance between being supportive but not being over-protective. It will usually be helpful for the person with ME/CFS to remain as independent as possible within their current limitations, so it’s important to let them do things for themself even if they take longer than normal to do them. 
· Take an interest in their treatment program. Friends and family can be really helpful in reminding people to take their rest breaks. They can also be very good at spotting the warning signs that show the person with ME/CFS is reaching their limit for any given activity. When treatment with our service is coming to an end the person will develop their own setback plan, and it will be helpful for family to be familiar with this so that they can support them to maintain their recovery and deal with any relapses. 
· Acknowledge achievements. This can help the person with ME/CFS to recognise that they are improving. Achievements may seem small; for example, getting up 15 minutes earlier, eating breakfast, or walking for five minutes. All achievements, however small, are signs of improvement.

· Try to avoid blame or criticism. People with ME/CFS often feel very guilty and frustrated that they are not able to do the things that they used to. They feel bad about how this affects those around them and/or they may feel that people are judging them as being lazy. Being able to talk about this together in a mutually open and understanding way may be helpful. 
· Hold on to the hope that things can get better over time. 
· Look after yourself! Living with and caring about someone with ME/CFS can be difficult in many ways both practically and emotionally. It’s important that you take time for yourself to relax and to do things that you enjoy. You will then be in a much better place to support the person that you care about. If you are taking on a significant caring role then it may be helpful to contact your local council to ask about a carer’s assessment and find out what support is available for carers.  

Useful books and websites
· Action for ME website: www.actionforme.org.uk 
· Fighting Fatigue: Managing the symptoms of CFS/ME by Sue Pemberton and Catherine Berry

t:/clininfo/CFS Service/Handouts/How Others Can Help

