
How long after onset of symptoms did it take to get a diagnosis 
of PANS, PANDAS or Immune Mediated Behavioural Diagnosis?

11%

19%

8%

16%

18%

7%

4%

18%

Less than 4 weeks

between 6 and 12 months

between 2 - 3 years

between 4 - 5 years

between 4 weeks and 6 months

between 1 - 2 years

between 3 - 4 years

longer than 5 years

Other

No financial impact

less than £999

£1,000 - £4,999

£5,000 - £9,999

£10,000 - £49,999

£50,000 - £99,999

£100,000 - £149,999

£150,000 - £199,999

more than £200,000

Substantial impact but no figure given

23.7%

5.2%

4.3%

13.5%

4.0%

3.1%

1.2%

4.3%

23.4%

15.7%

1.5%

Financial impact Gender of child

 Male	 59.60%
 Female	 39.50%
 Prefer not to say	 0.90%

Have you had to leave employment because of PANS or PANDAS?

46%

4%

50%

Yes, both myself and my partner

Yes, myself or my partner

No

PANS PANDAS UK  2020 Parents Survey
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19% of parents say their paediatrician 
was aware of the conditions but 
considered it a ‘controversial’ diagnosis.

35% say 
their child 
has missed 
more than 
6 months 
of school 
due to their 
symptoms.

8.6%  
reported 

an estimated 
financial impact 

of over 
£100,000
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Age at onset of symptoms

1%
had their child 
removed by 
social services

37%
have had to 
seek private 
treatment

11%
have had to 
travel abroad 
for treatment

95%
say GP did not 
suggest PANS 
or PANDAS 

31% of respondents have been reported for 
concerns regarding their parenting and or/referred 
to parenting classes.

A
lternative d

iag
no

ses received
9%

18%

9%

46%

31%

14%

11%

14%

9%

3%

2%

2%

2%

2%

1%

1%

12%

OCD

Tourettes/Tics

Eating Disorder

Anxiety

ASD

EDS/Hypermobility

ADHD

Depression

PDA

SPD

Dyspraxia

Dyslexia

Epilepsy

PTSD

Bipolar

Psychosis/Hallucinations

Other

31%  
received a 
diagnosis  

of ASD

19.4%

16.7%

11.2%

6.8%

7.2%

5.0%

24.3%

24.7%

35.1%

61.3%

69.4%

Naturopath/Homeopath

Other

Ear Nose and Throat

Infectious Diseases

Gastroenterologist

Rheumatologist

Immunologist

Psychologist

Psychiatrist

Neurologist

Paediatrician

Which specialists did you see to get a diagnosis of PANS/ 
PANDAS or suspected PANS/PANDAS?

47%  
had not yet 

received any 
treatment by 

the NHS
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