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About the survey

Clinical Commissioning Groups (CCGs) were set up to organise 
the delivery of NHS services in England in April 2013.  These 
replaced the former Primary Care Trusts (PCTs).

We wanted to understand whether there had been any 
improvements in Bell’s palsy patient care since these changes 
came into force, and also if there are any regional variations.

We segmented responses of people diagnosed with Bell’s 
palsy before and after April 2013.



In July 2013 a study published in the British Medical Journal[1]  
revealed that almost half of patients with Bell’s palsy are not 
receiving recommended treatment that could prevent 
permanent disability.  The research studied how people 
diagnosed with Bell’s palsy between the years 2001 and 2012 
were managed by GPs. 

The study showed that despite clear evidence published in 
the 2007 Scottish Bell’s Palsy Study[2] (SBPS), which made a 
clear recommendation that treatment with prednisolone 
alone improves chances for complete recovery, a significant 
proportion of patients (44%) failed to receive any treatment.

Our questions also investigated whether people were 
routinely prescribed prednisolone before and after April 2013.

[1] Morales DR, Donnan PT, Daly F, et al. Impact of clinical trial findings on Bell’s palsy management in general practice in 
the UK 2001–2012: interrupted time series regression analysis. BMJ Open 2013;3:e003121. doi:10.1136/bmjopen-2013-
003121
[2] Frank M. Sullivan, Ph.D., Iain R.C. Swan, M.D., Peter T. Donnan, et al. Early Treatment with Prednisolone or Acyclovir in 
Bell's Palsy.  N Engl J Med 2007; 357:1598-1607October 18, 2007DOI: 10.1056/NEJMoa072006



Responses

From a total of 384 participants, we segmented a total of 206 
from those respondents living in England.  Survey responses 
were collected during the month of March 2014. 

For parts of this report these were then further segmented 
into participants diagnosed after November 2013, in order to 
separate those who were diagnosed less than four months 
ago.  People in the early stages of the condition will be 
unlikely to have been referred for follow-up care such as 
physiotherapy, as this is only usually appropriate after three 
months.



Location

Response Chart Percentage Count

East Anglia 8.7% 18

Greater London 11.7% 24

Midlands 18.9% 39

North East England 4.4% 9

North West England 11.2% 23

South East England 25.7% 53

South West England 10.7% 22

Yorkshire and the Humber 8.7% 18

Total Responses 206



Age of Participants



Gender

Response Chart Percentage Count

Male 25.2% 52

Female 74.8% 154

Total Responses 206

Three quarters of respondents were female



Date of initial Bell’s palsy diagnosis

Response Chart Percentage Count

Between November 2013 and 
now

24.3% 50

Between April and October 
2013

14.1% 29

Before April 2013 61.7% 127

Total Responses 206

38% of participants were diagnosed after April 2013 
compared to 62% diagnosed before April 2013



Number of episodes of Bell's palsy

Response Chart Percentage Count

This is the first time 81.6% 168

Twice 10.2% 21

Three times 4.9% 10

More than three times 3.4% 7

Total Responses 206

18% of survey participants have had a repeat 
episode of Bell’s palsy



Any other health issues at the time of diagnosis?

Response Percentage Count

NO OTHER HEALTH PROBLEMS 50.5% 104

Pregnant 12% 25

Head cold/throat infection/sinus infection 9% 18

Diabetes 6% 12

Ear infection 6% 12

Shingles (Herpes varicella-zoster virus) 4% 9

Cold sores (Herpes simplex virus) 3.9% 8

Stress 3% 6

Chickenpox (Herpes varicella-zoster virus) 1.5% 3

Other health problems (less than 1%) 11% 22

(% refers to the proportion of people that 
reported each health problem)

Total Respondents 206

154 survey participants were female, therefore 16% of women diagnosed 
with Bell’s palsy were pregnant.



How soon after the onset of your symptoms 
were people seen by a health professional?

Response Chart Percentage Count

On the first day of symptoms 
appearing

57.3% 118

On the second day of 
symptoms appearing

27.7% 57

On the third day of symptoms 
appearing

9.2% 19

More than 72 hours after the 
symptoms first appeared

5.8% 12

Total Responses 206

What % of participants sought help from a health professional within 72 hours?

• Before April 2013 – 94%
• Between April 2013 and October 2013 – 97%
• From November 2013 to March 2014 – 92%

Medical help is often sought urgently because people are concerned they may 
be having a stroke.



Who made the diagnosis?

Response Percentage Count

GP 43% 89

Accident & Emergency Department 40% 83

Out of hours clinic/Emergency care centre 5% 10

Acute Medical Physician/Stroke Doctor 5% 10

Walk-in Clinic 3.5% 7

ENT Consultant 1% 2

Consultant at pre-natal appointment 0.5% 1

Physiotherapist 0.5% 1

Dentist 0.5% 1

Online research 0.5% 1

Other 0.5% 1

Total Responses 206



Steroid treatment

• We asked participants whether they were prescribed steroids such 
as Prednisolone to treat Bell’s palsy and identified those who were 
not prescribed due to medical reasons.

• We also asked how long it took to receive the steroids after the 
initial diagnosis.

• We excluded participants who had not seen a health professional 
within 72 hours of symptoms first appearing.

• We then compared this data between the time periods before April 
2013 and after April 2013.



Steroid prescription rates by %
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Steroid prescription rates detailing count 

Before April 2013 Number of People Percentage

Prescribed steroids within 72 hours 84 70.0%

Prescribed steroids after 72 hours 11 9.2%

Not prescribed steroids at all - no reason given 16 13.3%

Not prescribed steroids for medical reasons 9 7.5%

120 100.0%

Between April 2013 and March 2014 Number of People Percentage

Prescribed steroids within 72 hours 70 94.6%

Prescribed steroids after 72 hours 3 4.1%

Not prescribed steroids at all - no reason given 1 1.4%

Not prescribed steroids for medical reasons 0 0.0%

74 100.0%

Excluded: People not seen by a health professional within 72 hours



Type of antivirals prescribed - whole sample

Response Percentage Count

Aciclovir (Zovirax) 33% 68

Famciclovir (Famvir) 1.9% 4

Valacyclovir (Valtrex) 1% 2

Antivirals (couldn’t remember name) 2.4% 5

(% refers to the proportion of all 
respondents that were prescribed antivirals 
– Total 38.3%)

Total Respondents 206



Prescription comparison

Diagnosed before April 2013 Total no. in Sample Number of People Percentage

Prescribed antivirals 120 32 27%

Prescribed steroids 120 95 79%

Prescribed both 120 28 23%

Diagnosed between April 2013 
and March 2014 Total no. in Sample Number of People Percentage

Prescribed antivirals 74 44 59%

Prescribed steroids 74 73 99%

Prescribed both 74 42 57%

The sample above includes:
• only those patients seen by a health professional within 72 hours as this may 

influence likelihood of steroid prescription.  
• all patients prescribed steroids regardless of the 72 hour window.



Prescriptions before and after April 2013
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Advice given by health professionals about eye care

Response Percentage Count

Advised to buy over the counter 
artificial tears

23% 48

Prescribed eye drops/ointment 48% 99

Advised to tape my eye closed at night 55% 113

Shown how to tape the eye closed at 
night

13% 26

The importance of protecting the eye 
was explained

41% 85

No advice given 14% 28

Advised to wear an eye patch 3% 7

Advised to wear sunglasses 0.5% 1

Told to wash eye with salt water 0.5% 1

Given information printed from the 
internet

0.5% 1

(% refers to the proportion of people 
that were given this advice)

Total Respondents 206



How has advice changed since April 2013?
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Has the participant had any ongoing problems 
caused by Bell’s palsy?

Response Chart Percentage Count

Yes 66.5% 137

No 33.5% 69

Total Responses 206

All those who answered ‘no’ were screened out at this point



Physical issues experienced

Response Percentage Count

Face feeling tight or tense 74% 101

Unwanted facial movements/twitching 71% 97

Excessive watering of the eye 65% 89

Dry/sore eye 64% 87

Eating/drinking difficulties 58% 79

Difficulties with speech 55% 75

Inability/difficulty to blink or close eye 
for sleeping

54% 74

Drooling 48% 66

Inability/difficulty expressing emotions 45% 61

Altered taste 35% 48

Dry mouth 29% 40

Facial pain 10% 14

Breathing difficulties 7% 9

Other less common issues 8% 11

(% refers to the proportion of people 
that reported a symptom)

Total 
Respondents

137



Nasal obstruction

29 people (21%) reported a nasal obstruction which was not 
there before their Bell’s palsy diagnosis but only 9 people (7%) 
reported breathing difficulties. 



What impact, if any, has Bell's palsy had on the 
participant socially and/or psychologically?

Response Percentages Count

Self-conscious/embarrassment 30% 41

Declined to answer 19% 26

Loss of confidence/reduced self-esteem 18.3% 25

Depressed/Withdrawn/Socially isolated 16% 22

Short term adjustment 4.4% 6

Affected career/hobbies 3.6% 5

Other psychological issues 3.6% 5

No real impact 2.9% 4

Huge impact/devastating 2.2% 3

Total 
Respondents

137

Reponses were free form, we then grouped similar ones into categories.



More on the psychological and social effects

For those who said they have ongoing problems related to Bell’s 
palsy:

• Approximately half the participants reported problems with 
self-esteem, feelings of embarrassment and loss of 
confidence.

• Just under a fifth of participants said they have either become 
withdrawn, socially isolated or depressed, or feel completely 
devastated by the condition.

• Just over a fifth of participants either declined to report any 
long-term psychological and social effects or said the 
condition had no real impact on them in this way.



This is a Word Cloud created from the free form 
responses received in the previous question



Seeking further help

We asked who had sought further help from 
their GP.  We screened out responses for those 
diagnosed between November 2013 and March 
2014 because follow-up care would not have 
been appropriate for the majority of people at 
this early stage.



Referral to a specialist

All of the sample below had requested further help from their GP.
The pie charts compare those diagnosed before April 2013 and 
those after.



Regional Variations
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Out of all the people who requested further help from their GP, this is the percentage 
of those who were referred to a specialist, showing the regional variation.



A sample of responses about why no referral had 
been made

“I’ve been told by my GP that there isn’t any therapy that can help and 
that it is a time thing.  My main problem is my eye not fully blinking.  
I’m struggling at work with blurred vision due to air-conditioning but 
I’ve not been referred to anyone.  I was off sick for five months because 
of my eye.”

“Lack of information.  Refer me to who?  What specialist?”

“I was told that the specialist physiotherapy services were out of the 
GP practice area.”

“They told me it didn’t look that bad.”

“Despite complaining of significant synkinesis, I am still awaiting 
guidance and further support.”



Reasons for non-referral

Told by GP that no help
available

I don't know why

GP does not know where to
refer me to

Lack of information

No specialists in GP practice
area



What kind of specialists did GPs refer people to?

Response Chart Percentage Count

ENT consultant 31.8% 14

Eye surgeon 25.0% 11

Neurologist 40.9% 18

Physiotherapist 47.7% 21

Plastic surgeon 15.9% 7

Psychologist or psychosocial 
specialist

2.3% 1

Speech and language therapist 2.3% 1

Specialist Facial Palsy 
Multidisciplinary team (several 
specialists in one place)

34.1% 15

Other, please specify... 6.8% 3

(% refers to the proportion of 
people that were referred to a 
particular specialist)

Total Responses 44

The ‘other’ answers all relate to eye consultants



Medical tests

Response Percentage Count

CT scan 23% 10

MRI scan 66% 29

No scan given 30% 13

Total Respondents 44

Did the person receive a scan?

Did they have electrical tests on the facial nerve?

Response Percentage Count

With a needle 7% 3

Without a needle 23% 10

No electrical tests 70% 31

Total Respondents 44

Note: not all patients would require particular medical tests



Participants were asked for any further comments

Here is a sample of responses:

“I had to research what help was available and push my doctor 
to refer me.  It took a year before I finally saw someone who 
could help.”

“After a year or two I was referred to 
a neurologist who told me that there 
was nothing that could be done and I 
was lucky it wasn’t worse.  I suffer 
from fibromyalgia, which is horrible; 
I would gladly double my 
fibromyalgia pain if only I could have 
my face back again.”

“This illness seems to be treated as 
minor because there is a good 
percentage of people that recover, 
but in reality there is a lot of people 
who take a lot longer to recover, if at 
all.  These people have to work hard 
to cut their way through to find help 
and specialists.”

“It’s a shame there is only now more support groups about Bell’s palsy, I 
found it hard to find help, I just wanted someone to understand how I felt.”



Survey limitations
The respondents are not a true representation of the whole 
population as the survey was more widely advertised online 
rather than offline, for example, this approach to recruitment is 
likely to have influenced the age profile of respondents.

Those diagnosed many years ago may not remember everything 
about the care they received.

We cannot assume the gender bias shown in the survey is an 
accurate representation of the number of women compared to 
men affected by Bell’s palsy, although medical research shows 
that pregnancy is a high risk factor.

People who are aware of our charity and have long term 
problems with Bell’s palsy are more likely to have responded to 
the survey than those who have made a full recovery.



Conclusions

• There are a wide range of chronic physical symptoms associated with 
Bell’s palsy

• People more recently diagnosed with Bell’s palsy (between April and 
October 2013) are getting referred for specialist treatment more 
than those diagnosed prior to April 2013.  More evidence should be 
published about the benefits of physiotherapy and surgery for 
people who have a longer established condition.

• Although regional variations have been assessed we do need a larger 
sample for a more realistic picture.  It is surprising that people living 
close to the specialist centres are still struggling to get referred and 
more local press would perhaps be beneficial.

• Our findings did not reflect the Morales study regarding treatment 
with steroids which said 44% of people were not receiving 
recommended treatment.  Out of the people diagnosed before April 
2013, only 18% were not prescribed steroids at all, although 9% were 
prescribed them too late.  In contrast, out of those diagnosed after 
April 2013, only 2% were not prescribed steroids and 4% too late.



• Despite there being little evidence to suggest antivirals are 
beneficial to Bell’s palsy patients, the amount of people prescribed 
has also risen considerably in the sample of people diagnosed after 
April 2013.  This may be a preventative measure.

• Advice about eye health was mixed with 14% being given no advice 
at all.  Comparisons between before April 2013 and after this date 
suggest more people are now being given information about eye 
care but people who were diagnosed many years ago may have 
forgotten.  Historically more people were actually shown how to 
tape their eye closed.

• The psychological and social effects are complicated and should not 
be under-estimated, yet only 1 person was referred to a health 
professional in this field.

• Some GPs are still unaware of the help available for people with 
Bell’s palsy.


