Dystonia healthcare Trend Survey 2007

In 2003 Care4Dystonia, Inc. created the following survey to identify current trends in the healthcare being provided to you, as a patient diagnosed with dystonia. We have now decided to repeat this Survey to compare the results with 2003 to see how the quality of care being provided to dystonia patients is Today. Has it changed for the better ?
Survey Directions :
1) You must be 18 years or older to complete the survey
2) You must be medically diagnosed with DYSTONIA.
3) We will place the results of the Survey online at www.care4dystonia.org for viewing.
4) Try to answer each question as best as it pertains to You.
5) Please do not skip any questions unless asked to do so.
6) Follow the directions as carefully as you can.
7) 30 to 40 minutes of your time will produce valuable results and that will allow us through our role of patient advocacy to improve the quality of medical care You receive and deserve TODAY for your dystonia.
8) Thanks, in Advance for participating in this Survey. 
Always Yours,
Beka, RN, MS, NP

This information is collected in all research-types of studies. The following questions are not intended to invade your privacy , but to get an idea of "who you are" as a whole patient population. 

	
	1. What Type of Dystonia have you been diagnosed with ?
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Blepharospasm
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Oromandibular ( Jaw dystonia )

[image: image4.png]



Meige's dystonia
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Lingual dystonia ( tongue dystonia )
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Hemi-facial dystonia
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Focal Dystonia ( ie. writer's cramp, limb, foot )
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Cervical Dystonia ( torticollis )

[image: image9.png]



Spasmodic Dysphonia

[image: image10.png]



Musician's Dystonia
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Hemidystonia
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DYT1 gene positive generalized dystonia
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Idiopathic generalized dystonia ( DYT1 negative )
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Dopamine Responsive Dystonia
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Drug-induced Dystonia
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Tardive dyskinesia
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Other (please specify)
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	2. What is Your Gender ?
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Female
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Male
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	3. What is your Race ?
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White- Caucasian
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African-American
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Asian-Pacific
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Hispanic
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American-Indian
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Other (please specify)
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	4. What is your Current Marital Status ?
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Single
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Married
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Divorced
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Separated
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Widowed
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Other (please specify)
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	5. What is Your Age ?
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18-24
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25-34
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35-44
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45-54
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55-64
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65-75
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76+
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	6. What is Your Current Employment Status ?
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Self-employed
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Emplyed Full-time
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Employed Part-time
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Unemployed
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Disabled ( ie. SSI )
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Homemaker
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Retired
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Student PT/FT
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Other (please specify)
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	7. What is your annual household income before taxes ?
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Less than $ 15,000
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$ 15,000 - 24,999
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$ 25,000 -34,999
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$ 35,000 - 49,999
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$ 50,000 -74,999
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$ 75,000 -99,999
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$ 100,000 +
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	8. Where do you live ?
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USA + related territories
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Canada
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United Kingdom
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Ireland
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Australia
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Other country (please specify)
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MAY BE ADD AN EDUCATION LEVEL BACKGROUND QUESTION HERE ??

	The following set of questions deal with your history of dystonia. Please answer all of them as honestly as you can.
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9. Do you have a Family history of any of the following movement disorders ?
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Essential Tremor[image: image83.wmf]
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Cervical Dystonia[image: image85.wmf]
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Bleparospasm[image: image87.wmf]
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Focal dystonia ( limb, writer's cramp etc. )[image: image89.wmf]
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Spasmodic dysphonia[image: image91.wmf]
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Restless Leg Syndrome[image: image93.wmf]
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Generalized Dystonia[image: image95.wmf]
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Parkinsons disease[image: image97.wmf]
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Multiple Sclerosis[image: image99.wmf]
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Huntington's disease
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Other (please specify)
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 Cancel Copy  
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10. IF You have cervical dystonia, what type do you have? SKIP THIS QUESTION IF YOU DO NOT HAVE CERVICAL DYSTONIA.
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Pure Rotational
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Retrocollis
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Laterocollis
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Anterocollis
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Combination of two of the above
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11. Prior to your diagnosis, were you ever exposed to any of the following medication groups ? Check all that apply to you.
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Anti-nausea ( ie. reglan, compazine, phenergan )[image: image113.wmf]
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Neuroleptics ( ie. haldol, thorazine )[image: image115.wmf]
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Anti-depressants ( ie. prozac, zoloft, notriptyline )[image: image117.wmf]


[image: image118.png]



Anti-cholinergics ( ie. benadryl, artane )[image: image119.wmf]


[image: image120.png]



None of the Above
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Other (please specify)
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12. Which is your dominant writing hand ?
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Right
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Left
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13. How long did it take for you to obtain a correct diagnosis of dystonia ?
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Less than 3 months
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4 to 6 months
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6 months to 1 year
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1 to 2 years
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3 to 5 years
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More than 5 years
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Other (please specify)
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14. How long did you have SYMPTOMS ( twisting, pain, spasms etc. ) of Dystonia BEFORE reaching a correct diagnosis ?
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Less than 3 months
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4 to 6 months
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6 months to 1 year
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1 to 2 years
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3 to 5 years
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More than 5 years
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Other (please specify)
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15. Who was the individual or person who made the correct diagnosis of dystonia for you ?
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Primary Care Physician ( GP, Internist )
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General Neurologist
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Movement Disorder Specialist
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Physical Therapist
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Family member
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Psychiatrist
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Pain management specialist
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Nurse- Nurse Practitioner
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Self
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Other (please specify)
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16. During the Diagnosis phase , did you have any of the following screening or evaluation tests ? Check all that apply to you.
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Bone-skull-neck Xrays[image: image163.wmf]
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CT Scan of the Head[image: image165.wmf]
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Pet Scan[image: image169.wmf]


[image: image170.png]



FDOPA[image: image171.wmf]
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Copper, eye slit lamp exam[image: image175.wmf]
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DYT1 gene testing[image: image177.wmf]
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Nerve Conduction tests[image: image179.wmf]
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Lumbar puncture ( spinal tap )[image: image183.wmf]
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EEG[image: image185.wmf]
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EMG[image: image187.wmf]
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VEP
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Other (please specify)
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17. Does your past medical history include any of the following medical disorders ? Check all that apply to you.
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Thyroid disease[image: image194.wmf]
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Cancer[image: image198.wmf]
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Frequent Viral Infections[image: image200.wmf]
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Drug and/or Alcohol Abuse[image: image204.wmf]
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Mental Illness ( depression, anxiety )[image: image206.wmf]
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Tobacco abuse[image: image208.wmf]
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Insomnia- Sleep disturbances[image: image210.wmf]
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Autoimmune disease ( MS, Lupus, fibromyalgia )[image: image212.wmf]
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High Blood pressure[image: image214.wmf]
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Low Blood pressure[image: image216.wmf]
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Osteoporosis
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Other (please specify)
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18. With your dystonia, do you experience any of the following co-symptoms ? Check all that apply to you.
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Pain[image: image227.wmf]
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Swallowing Difficulties[image: image233.wmf]
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Numbness in the affected limb[image: image239.wmf]
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Twisting
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Other (please specify)
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19. Which ONE co-symptom occured first PRIOR to being diagnosed with dystonia ? Only Check One - the one that you noticed first before diagnosis.
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Pain
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Tremor
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Twisting
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Spasms
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Pulling of muscles

 Cancel Copy  



These questions focus on your current treatment and care of dystonia. Again it is very important for you to answer all of these questions as best as you can.~ beka
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	20. Does your current dystonia management plan include any of the following treatments ? Check all that apply to you.
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Intrathecal Baclofen ( pump )[image: image259.wmf]
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Physical therapy[image: image261.wmf]
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Water Therapy[image: image267.wmf]
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Herbal medicine/Supplements[image: image271.wmf]
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Meditation
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Other (please specify)
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	21. Currently, are you taking any of the following medications for your dystonia ? Check all that apply to your case.
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Artane[image: image284.wmf]
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Oral Baclofen[image: image286.wmf]
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Ativan[image: image288.wmf]
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Klonopin[image: image290.wmf]
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Valium[image: image292.wmf]
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Sinemet[image: image294.wmf]
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Zanaflex[image: image296.wmf]
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Mexilitine[image: image298.wmf]
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Neurontin[image: image300.wmf]
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Lyricia[image: image302.wmf]
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Cogentin
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Other (please specify)
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	22. If you are currently receiving botulinum toxin therapy, which " strain" are you receiving ?
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Botulinum Toxin A ( Botox )
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Botulinum Toxin B ( MyoBloc )
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N201 Toxin Trail
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Botulinum Toxin F
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Dysport
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	23. During the past YEAR, how many times did you see your healthcare provider for the care of your dystonia.
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None
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1 time
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2 times
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3 to 5 times
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6 or more times

[image: image320.png]



Other (please specify)
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	24. How long has it been since you last visited your provider for dystonia ?
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Less than 1 month
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1 to 3 months
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4 to 6 months
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7 to 12 months
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More than 12 months
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Other (please specify)
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	25. Would you like to be seen by your healthcare provider for dystonia management more FREQUENTLY ?
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YES
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NO
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	26. Once you arrive for your scheduled appointment, how long do you USUALLY wait including the reception and exam room to see him/her ?
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Less than 10 minutes
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10 to 15 min
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16 to 30 min
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31 to 45 min
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More than 1 hour , but less than 2 hours
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Don't know
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	27. When you go for scheduled dystonia care, how often do you see the SAME doctor ?
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Always
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Most of the time
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About half the time
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Sometimes

[image: image349.png]



Rarely or never




This section of the survey involves rating the type of care you receive. You're almost on the home stretch of this survey ! ~beka
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	28. How would you rate : 

Excellent

Good

Fair

Poor[image: image351.wmf]


Convenience of the location where you receive dystonia care
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Overall quality of care
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Medical staff listening to what you say
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Arrangements for parking

[image: image367.png]



[image: image368.png]



[image: image369.png]



[image: image370.png]


[image: image371.wmf]


Office staff efforts to make your visit comfortable
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Hours that the location you get dystonia care is open
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Ease of getting prescriptions filled, toxin availability etc.
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Quality of time spent with your physician
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Thoroughness and accuracy of treatments
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Attention given to you and your case
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Explanation of tests, procedures given to you
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Personal interest in dystonia
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Explanations about oral prescribed medications
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Explanation about toxin injections
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Reassurance and support given to you
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Amount of time given to you during the visit
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Training, skill, experience of your physician
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Training, skill, experience of NURSING staff
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Availability of printed educational material about dystonia
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Office environment
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How well your physical needs are met
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How well your emotional needs are met
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	29. Would you recommend your current dystonia care provider to family and friends or someone else diagnosed with dystonia ?
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Definitely not

[image: image464.png]



Probably not
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Probably yes
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Definitely yes
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	30. Why ? ( Refers to the above question )
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	31. The following questions pertain to your current Health plan.
How do you rate : 

Excellent

Good

Fair

Poor[image: image470.wmf]


The range of different services your plan covers ?
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How well your plan informs you about the costs of dystonia care ?

[image: image476.png]



[image: image477.png]



[image: image478.png]



[image: image479.png]


[image: image480.wmf]


Coverage for dystonia treatments (EMG,etc. )?
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The TOTAL COST to you for the dystonia care you receive ?
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Extent to which treatments, office visits are covered ?
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Coverage of Alternative Medicine practice use ?
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Coverage of Mental Health Services ?
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Coverage of Selective denervation ?
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Coverage for out-of network dystonia care ?
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Coverage for Deep Brain Stimulation ?
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Coverage for botulinum toxin therapy ?
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Coverage for oral prescription drugs for dystonia ?
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Coverage of X-ray Services ( CT scans, PET, MRIs )?

[image: image531.png]



[image: image532.png]



[image: image533.png]



[image: image534.png]


[image: image535.wmf]


Overall quality of service provided by your health plan for dystonia care ?
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	32. Have you had a problem with...

Yes, a BIG problem

Yes, a SMALL problem

No, not a problem

Don't know[image: image541.wmf]


Confusion about what services are covered by your plan ?

[image: image542.png]



[image: image543.png]



[image: image544.png]



[image: image545.png]


[image: image546.wmf]


Treatments/Services recommended for dystonia , but are not approved by your health plan ?
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Having to pay for services not covered ?
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Having to pay for botulinum toxin therapy ?
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Having to pay for surgical interventions ( denervation, ITB )
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Having to pay for oral medications ?
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	33. What kind of health insurance do you have ?
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Medicare
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PPO, IPA or prepaid plan
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HMO
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Medicaid
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Private fee for service insurance
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Don't know
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Don't have health insurance
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Other (please specify)




This section of the survey covers a variety of questions that come to mind as we close out the Survey. Do consider answering them openly and honestly. 
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	34. Have you ever received financial assistance from Allergan's Toxin Reimbursement Program ? ANSWER ONLY if you are currently being treated with Botox.
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Yes
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No
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Does not apply to me




 Cancel Copy  
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	35. Have you ever received financial assistance from Solstice Neuroscience's Toxin Reimbursement Program ? ANSWER ONLY if you are receiving MyoBloc.
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Yes
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No

[image: image590.png]



Does not apply to me
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	36. Do you belong to a Dystonia Support Group ?
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Yes
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No
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	37. How often do you attend your local Dystonia Support Group meetings ?
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Every Month
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Every other month
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Quarterly
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Once a year
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Never
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	38. On AVERAGE, how many people attend your Dystonia Support Group meeting ?
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Less than 5 people
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6-10 people
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11 to 15 people
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16 to 20 people
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20 to 25 people
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More than 25 + people
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Don't know
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	39. What should the MAIN role of a dystonia support group be ?
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Assist in Fundraising
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Assist in providing support
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Provide Education support about current trends in dystonia care
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" Meet, Greet, and Share" Forum
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Other (please specify)
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	40. Where do you get the MOST information about dystonia ?
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The Internet
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Printed brochures
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Published newsletters- news magazines
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My Movement disorder specialist
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Online support group members

[image: image626.png]



Other (please specify)
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	41. Do you belong as a paid member to the following dystonia groups ? ( You will not be penalized for your answer )
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Bachmann-Strauss Dystonia & Parkinsons' Foundation[image: image631.wmf]
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Dystonia, Inc.[image: image633.wmf]
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Dystonia Medical Research Foundation[image: image635.wmf]
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NSTA[image: image637.wmf]
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Do not belong to any of the above groups
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Other (please specify)
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	42. Do you receive any newsletters from any of the following organizations ?
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Bachmann-Strauss Dystonia & Parkinsons Foundation[image: image644.wmf]
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Care4Dystonia, Inc.[image: image646.wmf]
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Dystonia, Inc.[image: image648.wmf]


[image: image649.png]
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NSTA[image: image652.wmf]


[image: image653.png]



None of the Above[image: image654.wmf]
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All of the Above




A few more questions and you have reached the home stretch of this survey. Personally I am grateful that you have participated in this 2007 Version of Dystonia Healthcare Trends. ~ beka

	[image: image656.png]



	43. How would you rate current :

Excellent

Good

Fair

Poor[image: image657.wmf]


Dystonia Non-profit Group Online websites ?
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Newsletters- Newsmagazines ( printed or online )?
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Frequency of Educational Meetings ( ie. symposiums, meetings )?
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Content of the Educational Programs ?
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Length of Current Programs ( ie. 1-2 hrs, all day )?
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Quality of Educational material distributed during these programs ?
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Location of current Educational programs ?
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	44. What topics would you like to be taught at an Educational Programs ? Choose as many answers as you would like.
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About Dystonia[image: image695.wmf]
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About Oral Medications[image: image697.wmf]
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About Neurotoxins[image: image699.wmf]
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About DBS[image: image701.wmf]
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About New research on the Horizon[image: image703.wmf]
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About Coping skills[image: image705.wmf]
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About Depression/Anxiety[image: image707.wmf]
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About Employment opportunities[image: image709.wmf]
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About Pain Management[image: image711.wmf]
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About Alternative Medicine Modalities[image: image713.wmf]
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About Physical Therapy use and other aids[image: image715.wmf]
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About ITB- selective denervation[image: image717.wmf]
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About Personal Experiences from others with dystonia
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Other Topics (please specify)
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	45. What would PREVENT you from attending an educational program ? Choose all that apply to you. 
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Location[image: image724.wmf]
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Inability to Drive[image: image726.wmf]
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Oral Medication Side effects[image: image728.wmf]
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Dystonia Symptoms ( pain, twisting etc. )[image: image730.wmf]
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Depression- Anxiety[image: image732.wmf]
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Social Embarrassment[image: image734.wmf]
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Length of the Educational Program[image: image736.wmf]
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Lack of Interest
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Other (please specify)
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