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FND Survey Consultation: What is Important for Physiotherapy Research? 
 
 
Members of FND internet discussion forums were asked about their priorities for treatment. 
Here are the results. 
 
139 people responded  

 85% were female 

 13 family members of people with FND contributed 
 
72% of people were from the United Kingdom, there were also people from 

 The USA, Australia, New Zealand, Ireland, the Netherlands, Belgium, Portugal and India 
 
The most common motor symptoms that people experienced were 

 Walking and balance problems………. 88% 

 Weakness or paralysis……………………..75% 

 Spasms or jerks………………………………..68% 

 Arm tremor………………………………………46% 

 Dystonia…………………………………………..35% 
 
People also reported other problems and difficulties in the comments section. This included 
(not a complete list): 

 Pins and needles 

 Fatigue 

 Speech problems 

 Confusion and memory problems 

 Seizures 

 Dizziness 

 Anxiety 
 
The most common top priority for treatment was improvement in walking and balance 
Other priorities for treatment were (in order of most commonly picked): 

 The ability to go to work or to study 

 Reduced pain 

 Understanding what is wrong 

 Reduced fatigue 
 
Reduced pain and fatigue were common second priorities for treatment 
 
The people who need to know more were (in order of most commonly picked):  

 GP (personal doctor) 

 Neurologist 

 the patient 

 Physiotherapists 
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General Comments 
 
Lots of people commented on their experiences with doctors, physiotherapists, occupational 
therapists (OTs) and other health care professionals: 
 

 Some people had positive experiences and found treatment helpful. 

 It was common for people to report very negative experiences, such as being treated 
without respect and not being believed. 

 Often people had difficulty finding someone who understood FND. 

 Some people had to wait a long time for treatment, while others were unable to access 
any treatment at all. 

 Different treatments suited different people. Several people commented that not 
everybody will respond to the same type of treatment. 

 
Things that people said about physiotherapy: 
 

 Physiotherapy is probably more helpful when it is specialized (e.g. neuro-physio) and 
delivered by someone who understands FND or at least is interested in FND. 

 Treatments need to be flexible in order to suit the person and their problem, because 
everyone is a bit different. 

 There are problems getting access to physiotherapy. Sometimes physiotherapy sessions 
are too spaced out or there are not enough sessions. 

 Physiotherapy may not work for everyone. Sometimes it is hard to know if more 
specialist physiotherapy or a different physiotherapist could help in this case. 

 Physiotherapy needs to consider fatigue, which was a very common problem for the 
people who answered the survey.  

 
In conclusion:  
 

 The people who responded to this survey had significant problems affecting their 
movement. 

 Some had been able to access treatment which had helped them, while others had been 
unable to access helpful treatment. 

 The most common goal for treatment was to improve walking and balance. 

 Common barriers to helpful treatment reported by people taking the survey were: 
attitudes of health care professionals, a lack of understanding from health care 
professionals, and a lack of service availability. 

 In general people were very positive about the need for physiotherapy research. 

 A lot of people made the point that there needs to be greater awareness of FND 
amongst health care professionals including GPs, neurologists and physiotherapists. 
 

This is only a summary of all the very helpful suggestions and comments made by the people 
who took the survey. The information that I have collected will be shared with the research 
team to help us understand the needs of our patients. 
 
Thank you! 
Glenn Nielsen 
UCL Research Fellow and Physiotherapist 
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Survey Figures 
 

 

Which motor symptoms do you experience? 
 

 
 

Please pick your top priorities for treatment: 
 


