For people with Friedreich’s ataxia (FA): Fluid management

Receiving fluids via IV (intravenously) is common practice during medical procedures. For example,
people receive fluids via IV during surgery, labour, and in medical emergencies.

For people with FA and cardiomyopathy

For people with cardiomyopathy, there are some factors which need to be taken into account when
receiving fluids via IV. A heart that has cardiomyopathy is unable to tolerate fluids in the same way
as a healthy heart, and this needs to be considered when receiving fluids. This is not to say that
someone with cardiomyopathy cannot receive fluids via IV, but rather that the medical professional
administering the fluids needs to be aware that the person has cardiomyopathy so that fluids can be
given in an appropriate way. This might involve altering the speed that the fluid is given, or
increasing monitoring of the heart during the procedure.

We suggest that before undergoing any planned procedure, those with cardiomyopathy should have
a cardiac assessment, including a recent Echo (echocardiogram). This will allow the medical
professionals involved in the procedure to plan accordingly, based on the results of a recent Echo.

Therefore, it is important that before undergoing any medical procedure that involves receiving
fluids, the medical professionals involved must be made aware of your cardiomyopathy diagnosis,
and should consult with your cardiologist.

For people with FA and no diaghosis of cardiomyopathy

For those with FA but with no cardiomyopathy diagnosis, some steps still need to be taken to ensure
safe administering of fluids. It is possible that some small changes to the heart have occurred, which
haven’t necessarily resulted in a diagnosis of cardiomyopathy, but which still might change the way
the heart responds to receiving fluids.

We suggest that before undergoing any planned procedure, those with FA should have a cardiac
assessment, including a recent Echo (echocardiogram). An Echo is a test which helps to identify
problems with the heart. People with FA are advised to have yearly cardiac assessments, so it would
be considered sensible to also have an Echo in preparation for any procedure which involves the
administration of fluids. This will allow the medical professionals involved in the procedure to plan
accordingly, based on the results of a recent Echo.

Therefore, it is important that before undergoing any medical procedure that involves receiving
fluids, the medical professionals involved must be made aware of your FA diagnosis, and the effect
FA can have on the heart, and should consult with your cardiologist or neurologist.

In emergency situations

In an emergency situation, it is unlikely that there will be time for an Echo, and the person with FA
might not have had a recent cardiac assessment. In this case, the medical professionals involved
need to be made aware of your FA diagnosis (and cardiomyopathy diagnosis, if appropriate), as
increased monitoring of the heart will need to be done during any procedure.



Ataxia UK recommends that people with FA carry this information regarding fluid management with
them, in case of emergency.

This information leaflet was written by Ataxia UK in collaboration with Prof Paola Giunti and Dr
Michael Parkinson, Consultant Neurologists at the London Ataxia Centre at the National Hospital
for Neurology and Neurosurgery (NHNN), and Dr Konstantinos Savvatis, Consultant Cardiologist at
St. Bartholomew’s Hospital.

For more support or information please contact: Ataxia UK, 12 Broadbent Close, London, N6 5JW
Website: www.ataxia.org.uk.

Helpline: 0800 995 6037 Tel: +44 (0)20 7582 1444

Email: helpline@ataxia.org.uk.

Disclaimer

This leaflet is for guidance purposes only and, while every care is taken to ensure its accuracy, no
guarantee of accuracy can be given. Individual professional advice should be sought before taking or
refraining from taking any action based on the information contained in this leaflet and nothing should
be construed as professional advice given by Ataxia UK or any of its officers, trustees or employees.
No person shall have any claim of any nature whatsoever arising out of or in connection with the
contents of this leaflet against Ataxia UK or any of its officers, Trustees or employees.

Ataxia UK works across the whole of the UK and is a charity registered in Scotland (no SC040607) and
in England and Wales (no 1102391) and a company limited by guarantee (4974832).




