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Understanding cerebellar ataxia: A cross-sectional survey on diagnostic and management practices among Indian neurologists

Survey
This survey, designed by the National Ataxia Network (NAN), under the aegis of the Movement Disorder Society of India, aims to gain insights into the prevailing perceptions and practices in the field of cerebellar ataxia among Indian neurologists. The survey will take between 5-10 minutes to complete. We thank you for your interest in this survey and in the field of ataxia.
· Please enter your email address:
· By clicking on the “I Agree” button below, you acknowledge that you have read and understood this consent form, and you agree to participate in this research survey.
· I agree
· I do not agree

Demographics
Q1. What is your current age?
a. <40 years
b. 41-50 years
c. 51-60 years
d. >60 years
Q2. Please select your gender.
a. Female
b. Male
c. Other
d. Prefer not to say
Q3. How long have you been practicing in the field of neurology?
a. <5 years
b. 5-10 years
c. 11-20 years
d. >20 years
Q4. What is your main professional role at present (>50% of your professional activity)?
a. Clinical work
b. Research
c. Teaching
d. Administration
Q5. Which state of India are you currently practicing in?
a. States
Q6. Please specify your pincode of practice………
Q7. What is your level of specialization?
a. Movement disorder specialist
b. Neurologist- Adult/ geriatrics
c. Neurologist- Pediatrics
Q8. In which setting do you practice (more than one option may be selected)
a. Private clinic
b. Corporate/ private teaching hospital
c. Corporate/ private non-teaching hospital
d. Teaching government hospital
e. Non-teaching government hospital
f. Other

Clinical practice
Q9. How many patients with cerebellar ataxia do you see on a monthly basis in your practice?
a. Less than one patient per month
b. 1-5 patients per month
c. 6-10 patients per month
d. >10 patients per month
Q10. What is the frequency (in percentage) of the type of cerebellar ataxia in your practice?
a. Acquired (0-25%, 26-50%, 51-75%, >75%)
b. Genetic: Suspected (based on family history or clinical features) or confirmed (0-25%, 26-50%, 51-75%, >75%)
c. Non-genetic: Sporadic degenerative (e.g. MSA) (0-25%, 26-50%, 51-75%, >75%)
Q11. What is the frequency (in percentage) among acquired cerebellar ataxias in your clinical practice?
a. Vascular (0-25%, 26-50%, 51-75%, >75%)
b. Infectious (0-25%, 26-50%, 51-75%, >75%)
c. Immune-mediated (0-25%, 26-50%, 51-75%, >75%)
d. Drug or toxin-induced (0-25%, 26-50%, 51-75%, >75%)
e. Nutritional (0-25%, 26-50%, 51-75%, >75%)
f. Neoplastic (0-25%, 26-50%, 51-75%, >75%)
Q12. What is the frequency (in percentage) among clinically suspected or confirmed hereditary cerebellar ataxias seen in your clinical practice? 
a. Autosomal dominant (0-25%, 26-50%, 51-75%, >75%)
b. Autosomal recessive (0-25%, 26-50%, 51-75%, >75%)
c. Mitochondrial (0-25%, 26-50%, 51-75%, >75%)
d. X-linked (0-25%, 26-50%, 51-75%, >75%)
Q13. What are the most frequent autosomal dominant hereditary ataxias seen in your practice? More than one option may be selected.
a. Spinocerebellar ataxia 1
b. Spinocerebellar ataxia 2
c. Spinocerebellar ataxia 3
d. Spinocerebellar ataxia 6
e. Spinocerebellar ataxia 7
f. Spinocerebellar ataxia 12
g. Other SCAs
h. Dentato-rubro-pallidoluysian atrophy
i. Episodic ataxias
j. Others
Q14. What are the major autosomal recessive hereditary ataxias seen in your practice? More than one option may be selected.
a. Friedreich’s ataxia
b. Ataxia telangiectasia
c. Ataxia with oculomotor apraxia 2
d. Ataxia with oculomotor apraxia 1
e. Autosomal recessive spastic ataxia of Charlevoix-Saguenay
f. Cerebrotendinous xanthomatosis
g. Neimann-Pick’s type C
h. Others
Q15. What is the frequency of consanguineous parentage in your patients with cerebellar ataxia?
a. <25%
b. 26-50%
c. 51-75%
d. >75%
Q16. What is the frequency (in percentage) of episodic ataxias in your clinical practice?
a. <25%
b. 26-50%
c. 51-75%
d. >75%
Evaluation
Q17. In patients with subacute cerebellar ataxia, how frequently do you use the following tests?
a. MRI brain/spine (0-25%, 26-50%, 51-75%, >75%)
b. Electrophysiology (0-25%, 26-50%, 51-75%, >75%)
c. Autonomic function test (0-25%, 26-50%, 51-75%, >75%)
d. Autoimmune or paraneoplastic antibody testing (0-25%, 26-50%, 51-75%, >75%)
e. Cerebrospinal fluid testing (0-25%, 26-50%, 51-75%, >75%)
f. HIV testing (0-25%, 26-50%, 51-75%, >75%)
g. Celiac disease serology (0-25%, 26-50%, 51-75%, >75%)
h. Duodenal biopsy for Celiac/ Whipple’s (0-25%, 26-50%, 51-75%, >75%)
i. Copper studies (0-25%, 26-50%, 51-75%, >75%)
j. PET imaging (0-25%, 26-50%, 51-75%, >75%)
k. Genetic testing (0-25%, 26-50%, 51-75%, >75%)
Q18. In patients suspected to have sporadic cerebellar ataxia without a family history, how frequently do you use the following tests?
a. MRI brain/spine (0-25%, 26-50%, 51-75%, >75%)
b. Electrophysiology (0-25%, 26-50%, 51-75%, >75%)
c. Autonomic function test (0-25%, 26-50%, 51-75%, >75%)
d. Autoimmune or paraneoplastic antibody testing (0-25%, 26-50%, 51-75%, >75%)
e. Cerebrospinal fluid testing (0-25%, 26-50%, 51-75%, >75%)
f. HIV testing (0-25%, 26-50%, 51-75%, >75%)
g. Celiac disease serology (0-25%, 26-50%, 51-75%, >75%)
h. Duodenal biopsy for Celiac/ Whipple’s (0-25%, 26-50%, 51-75%, >75%)
i. Copper studies (0-25%, 26-50%, 51-75%, >75%)
j. PET imaging (0-25%, 26-50%, 51-75%, >75%)
k. Genetic testing (0-25%, 26-50%, 51-75%, >75%)
Q19. In patients with cerebellar ataxia with a positive family history, how frequently do you use the following tests?
a. Genetic testing (0-25%, 26-50%, 51-75%, >75%)
b. MRI brain/spine (0-25%, 26-50%, 51-75%, >75%)
c. Electrophysiology (0-25%, 26-50%, 51-75%, >75%)
d. Autonomic function test (0-25%, 26-50%, 51-75%, >75%)
e. Autoimmune or paraneoplastic antibody testing (0-25%, 26-50%, 51-75%, >75%)
f. Cerebrospinal fluid testing (0-25%, 26-50%, 51-75%, >75%)
g. HIV testing (0-25%, 26-50%, 51-75%, >75%)
h. Celiac disease serology (0-25%, 26-50%, 51-75%, >75%)
i. Duodenal biopsy for Celiac/ Whipple’s (0-25%, 26-50%, 51-75%, >75%)
j. Copper studies (0-25%, 26-50%, 51-75%, >75%)
k. PET imaging (0-25%, 26-50%, 51-75%, >75%)
Q20. Do you have access to genetic testing for cerebellar ataxias?
a. Yes, in-house
b. Yes, outsourced
c. No
Q21. What is/are the main reason/s for not performing a genetic test in your patients suspected to have genetic ataxia? More than one option may be selected.
a. Cost
b. Availability
c.  Patient refusal
d. Lack of diagnostic yield 
e. Already diagnosed family member
f. Clear clinical phenotype
Q22. Do you refer patients with suspected genetic ataxia for genetic counselling?
a. Always
b. Often
c. Sometimes
d. Rarely
e. Never
Q23. How frequently do you apply scales for assessing the severity of ataxia in your patients with cerebellar ataxia in clinical practice?
a. Always
b. Often
c. Sometimes
d. Rarely
e. Never

Treatment
Q24. What treatment do you offer patients with chronic cerebellar ataxia in your clinical practice? More than one option may be selected.
a. Symptom-based treatment e.g. propranolol for tremor
b. Physiotherapy
c. Occupational therapy
d. Speech therapy
e. Dietary modification
f. Others
Q25. How frequently do you prescribe the following drugs empirically in your patients with chronic cerebellar ataxia?
a. Amantadine (Never/ Sometime/ Frequently/ Always)
b. Vitamin E (Never/ Sometime/ Frequently/ Always)
c. Other vitamins (Never/ Sometime/ Frequently/ Always)
d. Riluzole (Never/ Sometime/ Frequently/ Always)
e. Varenicline (Never/ Sometime/ Frequently/ Always)
Q26. How frequently do you usually advise follow up for patients with cerebellar ataxia in your practice?
a. Every three months
b. Every six months
c. Once a year
d. Variable
Referral
Q27. How many of your patients with cerebellar ataxia do you refer to another centre 
a. Less than 20%
b. 21-50%
c. 51-75%
d. More than 75%
Q28. How frequently do you you refer patients with cerebellar ataxia to another centre for the following reasons? 
a. Diagnostic evaluation (Never/ Sometimes/ Frequently/ Always)
b. Treatment (Never/ Sometimes/ Frequently/ Always)
c. Second opinion from another neurologist (Never/ Sometimes/ Frequently/ Always)
d. Patient requests referral (Never/ Sometimes/ Frequently/ Always)
Q29. Are you aware of specialized centres for ataxia in India? 
a. Yes
b. No
Q30. If yes to Q29, please specify which centres are specialized for ataxia in India? _____

Awareness/ Advocacy/ Barriers
Q31. Are you aware of advocacy groups for ataxia in India? 
a. Yes
b. No
c. If yes, please provide details of the advocacy group
Q32. Do you perceive an interest among your colleagues in the field of cerebellar ataxia?
a. Yes, they are highly interested
b. Yes, they are somewhat interested
c. No, they are not interested
Q33. What are the main barriers in the diagnosis of genetic cerebellar ataxia in your practice? More than one option may be selected.
a. Genetic tests are available but expensive
b. Genetic tests are unavailable
c. Genetic tests give a low diagnostic yield
d. Others:
Q34. What are the main barriers to treatment of cerebellar ataxia in your clinical practice? More than one option may be selected.
a. Curative treatments are available only for a small group of ataxic disorders
b. Rehabilitation facilities for ataxia are not widely available
c. Patients are poorly motivated for rehabilitation
d. Many specific drugs for cerebellar ataxia are not available in India 
e. Specific drugs for cerebellar ataxia are available but expensive 
f. A specific diagnosis is not made in many cases
g. Others (Please specify)
Q35. In your opinion, is there adequate awareness among Indian neurologists regarding cerebellar ataxia?
a. Yes
b. No
Q36. What are the additional resources/ support that would help you to manage cerebellar ataxia better?
a. Access to genetic testing
b. Clinical guidelines
c. Patient educational material
d. Referral networks for ataxia
e. CME/ training programs on ataxia
f.  Others________
Q37. Would you be interested in participating if a CME or focused educational activity in cerebellar ataxia?
a. Yes
b. No
Q38. We thank you for your participation. Please provide additional suggestions/comments_________________________
