Awareness of Rare Diseases in India - Survey

On-Line Survey
THE SURVEY TAKERS SHOULD FEEL THAT IT IS NOT A TEST, NOT A QUIZ - it is to establish the
baseline knowledge for the awareness of rare diseases. Once study is completed, the results will be shared with all. Therefore, there is no need to consult google or expert. The survey should not take more than 10-12 minutes.
This study is anonymous and does not involve collecting personal, identifiable information about you or your institution, and there is little or no potential for invasion of privacy or breach in confidentiality. There are no expected benefits. There will be no cost to you to participate in this study. Your participation in this study is completely voluntary.
This survey is conducted by the Indian Organization for Rare Diseases (www.I-ord.org), a not-for-profit umbrella organization with a mission to raise awareness, advocate public policy and promote therapies development. The organization has been in existence since 2005 and its many contributions can be found on its website or for more information email: info@i-ord.org.
S/d Ramaiah Muthyala
*Required
1 Personal Profile

1. 1.1. Gender*
Mark only one oval.
Male Female

Other:
2. 1.2. Age*
Mark only one oval.
18-20
21-23
24-28
29-30
31-40
41-50
51-60
>60
3. 1.3. Years of Study Medical or Non-Medical*
Mark only one oval.
Medical I-II Medical III-IV Medical V-VI Resident
Practicing Physician
Non-Medical (Bachelor degree and above)
4. 1.4. Authorship of Scientific Publication*
Mark only one oval.
Yes NO
5. 1.5. Membership of Professional society*
Mark only one oval.
Yes NO
6. 1.6. Membership of any voluntary organization*
Mark only one oval.
Yes No
7. 1.7. Does your institution/company offer course/awareness of Rare Diseases*
Mark only one oval.
Yes No
8. 1.8. Have you encountered the term "Rare Disease"*
Mark only one oval.

Yes


NO
9. 1.9. Have you heard the term "Orphan Drug"*
Mark only one oval.
Yes NO
10. 1.10. Which country suffers most with rare diseases?*
Mark only one oval.
Rich country Poor Country Both countries
11. 1.11Country of residence*
Mark only one oval.
India USA
Others
Multiple Choice Section

Chose the answer that fits best
12. 2.1. Select the definition of "rare disease"*
Mark only one oval.
1 per 1,000
4 per10,000
1 per 50,000
200,000 total Rare Diseases patients 500,000 total Rare Diseases patients
Do Not Know
13. 2.2. What is the estimated number of rare diseases?*
Mark only one oval.
100
1,000-2,000
5,000-8,000
Do Not Know
14. 2.3.What is the estimated total rare diseases patient population in India?*
Mark only one oval.
10 lacks (1 million)
100 lacks (10 million)
500 lacks (50 million)
900 lacks (90 million) Do not know
15. 2.4. Approximately how many orphan drugs are commercially available?*
Mark only one oval.
100
300
500
1000
10,000
Do Not Know
16. 2.5. What is the most common cause of rare diseases?*
Mark only one oval.
Infectious Autoimmune Genetic Environment Mental Health Do Not Know
17. 2.6. What is the most common age for onset of rare disease?*
Mark only one oval.
By birth
<5 years
>5 years Adulthood 
At any age
Do Not Know
18. 2.7. What country is effected most by rare diseases?*
Mark only one oval.
India China Canada Australia USA
UK
All Countries
19. 2.8. Approximate time takes to diagnose a rare disease?*
Mark only one oval.
1 week
1 month
1 year
2-4 years
5 years
20. 2.9. What % of population is affected by rare diseases?*
Mark only one oval.
1-2%
5.0%
6-8%
15-18%
30-35%
Do Not Know
21. 2.10. Select all rare diseases*
Check all that apply.
Crohn's disease Parkinson's disease Osteoporosis Sarcoidosis
ALS
Leishmaisis Cystic Fibrosis
Idiopathic Pulmonary Arterial Hypertension
Rabies
Type I diabetes Multiple Sclerosis Dengue
Autosomal dominant poly-cystic kidney disease Down Syndrome
Brudada Syndrome Schistosomiasis Leprosy
Rett Syndrome
Spinal Muscular Atrophy Progeria
Proteus Syndrome Pompe Disease Chagas Disease
Leber Congenital Amaurosis Buruli Ulcer
22. 2.11. Are you practicing medical professional?(Physician or nursing or pharmacy professional)*
Mark only one oval.
Yes Question Question Type Multiple choice No
Skip to question 27.
Medical Professional

20. 3.1 How many rare disease patients have you seen in your practice?
Mark only one oval.
None 1
2
3
4
more than 5
21. 3.2. Do you have resources to diagnose Rare Diseases?*
Mark only one oval.
Yes No
22. 3.3. Do you have resources to treat Rare Diseases Patients?*
Mark only one oval.
Yes No
23. 3.4. Are you involved in any continuing medical education program related to Rare Diseases?*
Mark only one oval.
Yes No
Comments

24. Please make suggestions*

