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What is ataxia?

Ataxia is a name given to a group of neurological symptoms and signs 
that affect balance, coordination, speech and sometimes vision. Ataxia 
usually results from damage to the balance organ of the nervous system 
called the cerebellum, which is situated at the back of the brain. There 
are different causes of ataxia and people are affected in different ways.

Ataxia and fatigue

One of the problems commonly reported by people with ataxia is 
fatigue. Fatigue is described as an overwhelming feeling of physical or 
mental tiredness. Most of us feel tired after a long day, but people with 
ataxia can experience tiredness that is quite different without an 
obvious cause. It can therefore be difficult to describe, as the exact 
cause is not fully understood and it is an invisible symptom. Levels of 
fatigue can fluctuate from day to day and even within the day.

What causes fatigue?

It is thought that fatigue is due to the extra effort required to control 
and coordinate movements in people with ataxia. 

Sometimes fatigue becomes worse and can be affected by secondary 
symptoms such as:

• poor sleep
• pain or spasticity
• mobility
• anxiety / low mood and depression
• infections and anaemia
• some medications
• lack of exercise and reduced nutrition
• dehydration



page 3 of 12

Looking at each of these potential causes of fatigue with a healthcare 
professional and trying to reduce the possible fatiguing burden from 
these could improve your symptoms.

How to describe fatigue to others

Fatigue can have a major impact on your life. It can make you change 
your plans or force you to stop and rest.

There may be times when your symptoms of fatigue are not obvious to 
others. Try talking to your friends and family so they can try to 
understand how it affects you. Hopefully they will be able to offer help 
when you need it.
 

People often use analogies to help describe their symptoms.

 

There are many other ways of describing how you feel and with time, 
you may find one you relate to more than others.

Sometimes people close to you will notice your symptoms and the 
effects fatigue has on you and adapt without realising.

Spoon theory

The idea here is you have a limited amount of spoons of 
energy available each day and each action you take will cost a given 
number of spoons. The more demanding the task, the more spoons 
required. The phrase 'running low on spoons' can be a useful way of 

communicating the need for help or rest.

Band, Emily [2012] "The spoon theory helps those suffering chronic 
pain and fatigue" The Guardian, London.
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What can I do about my fatigue?

Although fatigue cannot be cured, there are techniques that can be 
useful to reduce the impact it has on daily life.

The main considerations are:

• Ensure you have the best levels of energy possible.
• Use that energy in the most efficient way.

Taking time to explore what may trigger your fatigue and what may 
help can be tiring, but will enable you to develop strategies to help 
manage your fatigue.

Think realistically about how your fatigue affects you. Consider what 
adjustments you are able to make. Think about the balance between 
work, social time, rest and activity.

Everyone is different so what works for one may not work for all. 
Prioritise what is important to you and give yourself time and conserve 
energy to do things that you enjoy.

We call this 'fatigue management'.

It is different for everybody but is something you can learn and do, 
which will help you manage your lifestyle. Understanding why you feel 
so tired can help you develop ways to save your energy.



page 5 of 12

Energy conservation techniques

Plan
Making changes can be hard as it may feel very structured and strange 
at first, but hopefully planning will give you the confidence that you can 
get things done.

• Make a plan of the things you want to achieve; you can do it over 
a day or a week

• Set goals of what you would like to do but keep them realistic
• Balance your day between easy and difficult tasks
• Break down large activities into smaller tasks
• Plan your day or week for the important events in advance, such 

as birthdays, nights out, interviews, celebrations
• Prioritise what's important to you. Give yourself time and conserve 

energy for the things you enjoy
• Consider your 'personal energy budget'. You only have so much 

energy to use during the day, so do the most physical activities 
during the time when you have the most energy.
 

Prioritise
This means that hopefully you will get the things done that are most 
important to you.

• List all of the things you do in a day or week
• Place them in order of importance
• Ask yourself - does this need doing today? Does it need doing at 

all? Do I have to do it? Could someone else do it? Could it be done 
more efficiently? Could it be done at an easier time?

• If you work in the week, could you leave tasks until the weekend?
• Concentrate on the important tasks
• Can you simplify the task to be more efficient?
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Pacing
Aim to maintain an even level of activity throughout the day instead of 
doing as much as possible in the morning and then resting all afternoon.

• Spread the tasks you've prioritised and planned throughout the 
day / week

• 'Overdoing it', 'fighting it' or 'not giving in', especially on days 
when you feel full of energy can result in greater tiredness in the 
next day or so. It is often better to plan your breaks into your day 
rather than wait until you feel tired and then rest. You may find 
your energy comes back quicker if you sit down more regularly.

• Take regular rest breaks in between or during activities
• Do not use exhaustion as a guide of when to stop; change your 

activity before you start to feel tired
• Take things steady and at a slower pace
• Ensure you rest when you take breaks 
• Perform activities seated where possible. For example, sit at the 

kitchen table to prepare vegetables, sit on a chair to fold laundry, 
use a perching stool in the kitchen

• Use energy saving methods, such as soaking dirty dishes before 
washing them

• Push rather than pull. Pull rather than lift. If you must carry, keep 
objects close to your body 

You may be able to justify employing someone to help you with some 
tasks, such as a cleaner or gardener, or using taxis rather than driving. 
This could bank valuable energy to help you prioritise your week.

A social care services assessment may identify that you are entitled to 
support. There are benefits available which compensate for the extra 
expenses of living with a disability. You can discuss this further with your 
health team, or access further information and advice from Citizens 
Advice or the Gov.uk website:

•  www.gov.uk/financial-help-disabled 

http://www.gov.uk/financial-help-disabled
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Rest
Knowing what rest to take is important. Doing small tasks around the 
house, talking to family or watching TV may be more relaxing than work 
or chores but it isn't really classed as 'rest'.

• The aim is to switch off your body and mind
• Try to have a short sleep, providing it doesn't affect your night 

time sleep
• Listen to relaxing music and do nothing
• Look into relaxation techniques via CDs, phone apps, local groups
• Attend a mindfulness course to help you learn restful techniques
• A planned rest will give you more control over the tasks you 

complete and how much energy they use
• Everyone responds differently to rest. Trial small regular breaks 

versus one longer rest - what works best for you?
• Split your day into thirds aiming for higher levels of activity for two 

thirds and more restful activity for one third
• Take a break between coming home from work and getting ready 

to go out
• Try to develop a good bedtime routine; go to bed and get up at 

about the same time each day
• Maybe have a warm bath before bed, adopt good sleep hygiene 

techniques, such as no screen time for one hour before sleep, and 
choose calm, quiet activities before sleep

• If you smoke, try to reduce the number of cigarettes you smoke 
during the evening. If you would like to stop, seek support from 
the NHS Stop Smoking service or from your GP

• Try not to have a big meal just before going to bed and avoid too 
much alcohol

• Keep fluid intakes up but limit the amount of caffeinated drinks 
after mid-afternoon as they can stimulate you and affect sleep.
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Keeping fit and conditioning

The symptoms of ataxia can make it harder to exercise and it sounds 
contradictory to say physical activity/exercise can increase energy levels. 
However, a lack of exercise can cause muscles to become weak as they 
are not used.

Exercise helps to keep the body in good condition and working at its 
best. It helps in improving strength and fitness, and has a positive effect 
on mood and sleep patterns.

Any form of exercise is better carried out little and often.

Overdoing it on a good day can often lead to you feeling more tired for 
longer, even several days after you have finished. This is particularly 
important with ataxia.

It is good to know your limits and not to push beyond these as it can 
lead to tired muscles and falls.

Seeking advice from a specialist neuro-physiotherapist can be helpful in 
planning physical exercise, as it can be aimed at general fitness or at 
specific balance and core strength exercise to help manage your ataxia.

They will assess your abilities and difficulties and make a programme of 
exercises for you to carry out at home, in a gym or within the 
physiotherapy department.
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Complementary therapies

Take a break 
Relaxation doesn't have to take up lots of your time. Just stepping away 
from something stressful for a few minutes, or taking time away from 
your normal routines and thoughts, can give you enough space and 
distance to feel calmer. Read a book or magazine even if it's only for a 
few minutes. Run yourself a bath, watch a film, play with your pet or try 
a new recipe.

Focus on your breathing
Learning to breathe more deeply can make you feel a lot calmer and 
increase your sense of wellbeing. Breathe in through your nose and out 
through your mouth. Try to keep your shoulders down and relaxed and 
place your hand on your stomach - it should rise as you breathe in and 
fall as you breathe out. Count as you breathe - start by counting to 4 as 
you breathe in and 4 as you breathe out, then work out what's 
comfortable for you.

Listen to music
Music can relax you, connect you to your emotions and distract you 
from worrying thoughts. Listen to your favourite songs. Turn up the 
volume and dance or sing along, or put your headphones on and close 
your eyes. Really listen to the music. Can you pick out different 
instruments? Can you hear a drum beat or a certain rhythm? Focus on 
the music and let other thoughts fade away.

Picture yourself somewhere serene
Even if you can't physically get away, your imagination can transport 
you to somewhere you feel calm. Think of somewhere relaxing and 
peaceful. You might choose a memory of somewhere you've been or a 
place you have imagined. Close your eyes and think about the details of 
this place. What does it look like? What kind of colours and shapes can 
you see? Can you hear any sounds? Is it warm or cool? Let your mind 
drift and your body relax.
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Try active relaxation
Relaxation doesn't have to mean sitting still - gentle exercise can help 
you relax too. Look for a class like yoga, Pilates or gentle stretching. Take 
a walk, going at your own pace. You might choose to go for a longer 
walk, but even a few minutes of walking can help you feel relaxed.

Get creative
Getting in touch with your artistic side can help you feel more calm and 
relaxed. Try painting, drawing, making crafts, playing a musical 
instrument, dancing, baking or sewing. Try not to worry too much 
about the finished product and focus on enjoying yourself.

Spend time in nature
Spending time outside and in green spaces can be great for your 
physical and mental wellbeing. Take a walk in the countryside or 
through a local park, taking time to notice trees, flowers, plants and 
animals you see on the way. Spend some time taking part in 
conservation, whether that's digging in your own garden or taking part 
in a local green project. You can find projects and outdoor activities to 
suit whatever level of mobility you have.

Do a tech check
Technology can be great for helping you feel connected, but if you're 
using it a lot then it can contribute to making you feel busy and stressed. 
Taking a break, even a short one, can help you relax. Try turning your 
phone off for an hour (or a whole day if you're brave enough!). Step 
away from the TV or have an evening where you don't check emails or 
social media. Use the time to do something relaxing - try some of the 
above suggestions.
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What should I do now?

If you attend the Sheffield Ataxia Clinic you can discuss any issues with 
the Ataxia Nurse Specialists, Emma Foster, Suzanna Duty and Ewelina 
Hogg.

You can discuss this at your clinic appointment or contact them on:

• 0114 271 3946

They could refer you to an occupational therapist locally to support you 
with adopting fatigue management strategies.

Alternatively, you can contact your GP who will be able to give you 
advice about local services.
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