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Myths and Realities of Graded Exercise Therapy

Jessica Bavinton, Clinical Specialist Physiotherapist in CFS/ME, St Bartholomew’s Hospital

Graded Exercise Therapy (GET) may seem a rather odd concept for someone who has CFS/ME. Joining a gym, riding a bike, or playing football may seem a bad idea if you are struggling to carry out simple tasks such as dressing yourself.

However, consider this: as well as feeling exhausted, does getting dressed also make you feel a bit breathless? How about having a shower, walking to a shop, or doing some housework? Have you considered this might actually be exercise, too?

What is Graded Exercise Therapy (GET)?

GET is the use of regular, physical exercise (and consider exercise in it’s broadest sense, including lifting a finger or rolling in bed) to aid recovery from CFS/ME. As a Physiotherapist working solely with CFS/ME, I have seen exercise significantly improve energy levels, pain, sleep, and lift spirits. I am constantly amazed at the effect this can create on overall levels of daily activity and quality of life in a significant number of people I work with.

GET works directly in partnership with your own individual level of current ability, whether bed bound or more active, and is directed by your own goals and objectives. In other words, the activity that you decide to work with is related to what you want to achieve. If you would like to be able to get out of bed, GET helps to improve your strength and movement to allow you to do this. If you would love to be able to walk your children to school, GET helps you to gradually build up your strength and fitness to achieve this.

An effective GET programme will be jointly negotiated between yourself and a therapist (usually a physiotherapist), and will take into account current activity levels and other important factors such as sleep and setbacks.

Exercise has been considered a useful strategy for many years in the rehabilitation of fibromyalgia, Multiple Sclerosis, and many other neurological conditions. Research has now shown that carefully graded exercise (Graded Exercise Therapy) can also be a very helpful therapy for CFS/ME. Some of you will be aware that the Chief Medical Officer’s Report of 2002 recommended GET as one of the most effective therapy strategies currently known.

That sounds good in theory, but I thought that exercise could make you worse?

Any activity carried out to excess and beyond the capacity of that individual’s current physical level has the potential to increase symptoms and make someone feel worse. To ensure that this doesn’t happen it is essential to start activities at a low level, tailored to the individual and to build up very gradually. Because you are starting at a level you can easily mange (even on your worst days) and then building up slowly at a rate that is right for your body, symptoms are controlled and kept to a minimum.

People have reported that when they have tried exercising without appropriate supervision and careful monitoring, the starting point and progress can be hard to judge. Therefore, programmes that start too high, or progress too quickly, can cause difficulty.

A little known fact: A manageable stiffness and tiredness after exercise or activity is a positive sign that the body is adapting and strengthening. The body needs these mild to moderate ‘stiff and/or tired’ signals for muscle fibres to develop and for the body to adapt positively. So.... if there is no physical response at all, there is no strengthening —if there is no strengthening, then the body is likely only to maintain strength or sometimes even lose it.

What is the difference between graded activity and graded exercise?

There are a lot of different interpretations as to what these phrases mean: in this context, this is the difference between balancing and carefully increasing activity, and balancing and carefully increasing exercise. Actually, ‘activity’ and ‘exercise’ can be a lot more similar than people realise. The main difference is that ‘exercise’ is a specific form of activity that is aerobic, i.e. it causes an increase in heart rate and breathing rate, and hence will improve fitness levels.

However, what is sometimes misunderstood is that activity that is not aerobic (i.e. that does not create an increase in breathlessness and heart rate) starts off the process of GET— only when this can be achieved for a reasonable length of time is the intensity very gradually increased to create an aerobic effect.

For example, a walk may at first not cause a significant increase in heart rate if it is very slow: however, the pace of the walk can be increased carefully and slowly to gradually create a positive effect on improving fitness as well.

If someone is more severely affected, it is not expected that they will start by riding a bike, or even walking: rolling, sitting up, or moving arms and legs gently in bed might be the starting points.

What are the main principles of GET?

1.
Gentle stretches are often a good start for exercise, as these can help your muscles to feel more comfortable and help prepare them for activity. You might work with your physiotherapist to plan a stretching programme to start with, even before you look at adding activity. Some people find gentle Yoga stretches particularly helpful.

2.
Negotiate an initial activity with your therapist: one that you really enjoy or one that is necessary in your life.

3.
This activity is started at a level that you know you can do manageably every day, even on your bad days, on at least 5 days out of 7.

If it can’t be done every day, then the starting level is too high.

What activity should I choose? The key to this decision is to choose a realistic, regular, and enjoyable activity. Many people start with walking because it is one of the main physical activities we undertake. Those with very limited mobility might start by moving their head or arms/legs gently in bed, or perhaps rolling over once an hour. Others can consider more challenging physical activities such as gardening or D.I.Y. Those interested in sports may be more inclined to use cycling or swimming, for example.

4.
Once this can be done consistently (of course, this should feel OK, because the level you choose is an easily manageable one), the time you do this activity for can be increased slightly. The increases you consider are very small: e.g. a 5-minute sit in a chair becomes 6 minutes. An increase from 5 to 10 minutes would not be advisable as this is an enormous 100% increase: our bodies tend only to be happy with increases of around 20%.

5.
Getting started might seem difficult, possibly creating manageable feelings of stiffness or fatigue as a normal physiological response to activity. After a few days of maintaining the activity at this new level, these responses subside as the body adapts and strengthens. Gentle stretches can help minimise any stiffness and keep you supple.

6.
Keep to this level of activity until you are used to it and it feels OK.

7.
Once it feels OK (you’re getting stronger!), another small increase in time can be added.

8.
When you can do an activity for a good length of time at a comfortable pace, e.g. 20 minutes, it is then helpful to start increasing the intensity of the activity. This might mean walking slightly faster for part of the time, for example.

This process may take anywhere from weeks to months — the process is slow

and steady: patience and keeping your brakes on may be just as important as increasing activity.

Using a heart rate monitor or a ‘Perceived Exertion Scale’

Many people have told me it can be difficult to work out how to progress the intensity of exercise, as some normal responses to exercise can feel worrying if they feel similar to CFS/ME symptoms. A physiotherapist might use a heart rate monitor, which is an objective measure of how hard you are working, possibly alongside a ‘Rate of Perceived Exertion’ Scale. These tools can help you to work out how to increase slowly and comfortably. 

Your physiotherapist might also encourage you to strengthen your muscles, possibly through a set of exercises — these tend to need the same caution: start low, progress slowly.

What do I do if I have a setback?

During a setback, it is useful to maintain as much activity as you can. This is to avoid the weakening and tightening of muscles, and the reduction in fitness, which can occur surprisingly quickly (we lose 10 % of our muscle strength in just one week of bed-rest). It is therefore useful to maintain any activity or exercise levels if you can, rather than reducing them. Of course, it can be helpful to use other strategies during a setback, such as relaxation, or gentle stretches that can relieve discomfort, as well as working out what may have contributed to the setback. Gradually and carefully returning to normal activity levels is then important.

What if the setback continues?

If you find that you cannot return to normal activity levels, there is likely to be another reason for this. You should seek the further advice of your physiotherapist or doctor. Common reasons include difficulties sleeping, stress, feeling low in mood, negative or worrying thoughts or an infection.

In summary

There is nothing to stop your body from gaining strength and fitness, as long as it is done in a carefully monitored way, linking directly with your own particular circumstances, and started and progressed at the right rate for you.

Good luck!

It should be noted that GET is only one aspect of a physiotherapist’s role in the management of CFS/ME: A physiotherapist will also be able to assess and advise on goal setting, leisure and social activity, relaxation, and support you in organising your daily activity and plans.

Jessica

Important note:

I would always advise working with a Physiotherapist who has experience in CFS/ME if possible, as well as being cleared by your General Practitioner (GP) before you start exercise. It is not intended that you work on GET using this article alone. If it is not possible to work with someone familiar with CFS/ME, all Physiotherapists will be familiar with the concepts of graded exercise: you can take this article to show them if you like. You should report any new symptoms or injuries to your physiotherapist or GP. _____________________________

