RSD / CRPS Online Questionnaire

You are requested to complete this questionnaire to help understand and share information about RSDICRPS. Thank you in advance for taking the time and effort in filling this out. We assure you that individual information will be kept strictly confidential.

You are being asked to provide information about your experience of CRPS in order to improve our knowledge of this disease and to identify areas where future research on this condition should be targeted. No identifiable information will be collected in this survey. We cannot and do not identify who you are. The information will be collected securely and maintained at RSDSA. Access to the information is limited to the research team only.

If you agree to provide information please click Yes. Otherwise, please click No and you will be taken to the home page. (http://www.rsds.org)

· The following questions should be answered only by the person suffering with RSD.

· If you do not have RSD, please do not complete this questionnaire.

· It takes approximately 15 minutes to complete this questionnaire survey. You should complete this questionnaire in one sitting.

· For your convenience, the questionnaire has been divided into seven sections. Each section will ask you about different aspects of your RSD. Please indicate your most appropriate responses to the questions.

SECTION I

The goal of this section is to collect important demographic information about persons suffering from RSD/CRPS. The information you provide will help us determine if there are certain groups of individuals that are at a higher risk of developing RSDICRPS.
1. Gender
                   MALE
FEMALE

2. Age in years                              LIST BOX

3. Ethnic Group                             LIST BOX

4. Occupation                                LIST BOX

5. 
Currently Employed                  [YES

NO]

6. 
Geographic Location (country) LIST BOX   



    If in USA, which state do you live in?           LIST BOX

7. 
Has anyone in your family been diagnosed with RSD? [YES 
 NO]
· If YES, who is it? 
[FATHER -- MOTHER -- SISTER – BROTHER – GRANDPARENT –  SON –DAUGHTER  – AUNT – UNCLE – NEICE –NEPHEW – OTHER ]
8. Your e-mail address: (optional) - To communicate results of survey and to share useful information in the future.

SECTION II

The goal of this section is to collect information about the causative factors, and diagnostic aspects of RSD / CRPS.

1) Was there a specific event that led to your RSD? [YES -- NO]
· If YES, was it after: 
[SURGERY – FRACTURE -  SPRAIN – CONTUSION -  CRUSH INJURY -  DISLOCATION – REPETITIVE MOTION -  STROKE - HEART ATTACK -  ELECTRICAL INJURY – INJECTION -  OTHER]

2) Was your injury work related? [YES – NO]

3) When did you first notice the symptoms of RSD? [MONTH ---YEAR]

4) At the time of your injury, was there an unusual amount of stress (for example, loss of job, relationship issues, death in family, etc)? [YES — NO]

5) When were you first diagnosed with RSD? [MONTH ---YEAR]

6) What kind of doctor diagnosed your RSD? 
[SURGEON – ORTHOPEDICIAN – ANESTHESIOLOGIST – GENERAL PHYSICIAN – PHYSICAL THERAPIST – NEUROLOGIST – PSYCHIATRIST – PAIN SPECIALIST - FAMILY PRACTITIONER – OTHER]

7)
How many doctors have you seen for your pain problem before being diagnosed with RSD? LIST BOX

8)
After a doctor diagnosed you with RSD/CRPS, how many other doctors have you seen for your pain problem? LIST BOX

9)
What method was used by your physician to diagnose your RSD?

(Check all that apply)

· No special tests — by interviewing and examination

· Arthroscopy

· Blood Tests

· Bone Scan

· CT Scan

· Doppler

· EMG/ Nerve Conduction Studies

· Joint tissue Biopsy

· MRI Scan
· Nerve Biopsy

· Phentolamine Test

· QSART Test

· Skin Biopsy

· Sympathetic Nerve Block

· Thermal Stress Test

· Thermography

· X-rays

· Other

SECTION III

The goal of this section is to determine health care coverage for this condition.

1. Is your case covered by Insurance? Yes NO

2. Employer Benefits Yes No

3. Workers’ Compensation (WC) Yes NO If yes, is it a private company or state fund?
4. Name of Benefit Insurer __________________
5. Is your service: good ____fair____ poor_____?

6. Name of WC insurer: ____________________

7. Is your service: good______fair_____poor____?

8. Estimated average cost of medical care that is reimbursed?

9. Estimated cost of care that is unreimbursed (out-of -pocket)?

10. Did you ever apply for Social Security Disability Benefits? Yes No

11. Were you denied the first time? Yes No

12. Were you denied a second time? Yes No

13. If you were denied twice, how long did it take you to obtain a hearing before an Administrative Law Judge?

SECTION IV

The goal of this section is to understand the common symptoms and features that occur when RSD initially begins in a person.

1.
What part of your body was first affected with RSD? (Check all that apply)
· FRONT AND BACK OF HUMAN FIGURE

2.
When your symptoms of RSD first began, what did you notice in the affected area? (Check all that apply)

· Pain

· Swelling
· Warmth I feeling hot
· Cold I coolness

· Change in color of skin — PALE — BLUE/PURPLE - RED

· Increased sweating

· Decreased sweating

· Tingling

· Increased sensitivity (pain on touching or moving)

· Decreased sensitivity (less feeling for touch, pressure, heat, cold) I Numbness

· Difficult to move I Stiffness

· Muscle spasms I cramping

· Dry skin

· Scaling

· Increased nail growth

· Brittle or cracked nails

· Increase in body hair

· Hair loss

· Skin rashes

· Glossy or shiny skin

· Ulcers

· Muscle weakness

· Inability to use affected limb

· Feeling like the limb was not part of your body

· Abnormal position or posture of limb

· Problems with bowel function [CONSTIPATION — DIARRHEA — HEART BURN—OTHER]

· Problems with bladder function [RETENTION OF URINE – INCONTINENCE -- OTHER]

· Problems with breathing

· Heart problems

· Increase in blood pressure

· Other [DESCRIBE]

3.
Describe the nature of pain when your RSD first began:
· Sharp

· Shooting

· Dull

· Aching

· Throbbing

· Burning

· Electric Shock

· Stabbing

· Cramping

· Tingling

· Sensitive to touch
4. How bad was your pain when your RSD first began?

[image: image1] 0 = no pain

10= Worst pain imaginable
5. BEFORE you developed RSD, did you have any other pain problems affecting your body?
· Fibromyalgia

· Back pain

· Arthritis

· Headache

· Neuropathy

· Pain in limbs that don’t have RSD

· OTHER

6.
AFTER you developed RSD, have you developed any other pain problems affecting your body?

· Fibromyalgia

· Back pain
· Arthritis
· Headache
· Neuropathy
· Pain in limbs that don’t have RSD
· OTHER
SECTION V

The goal of this section is to collect information about the progression of RSD.

1. During the course of your RSD, indicate how the following symptoms have progressed or if new symptoms have developed:

2. (For the reviewers: Symptoms that the participant marked to have had initially will be presented first, to determine progression. Next, the remaining symptoms will be presented to see if any of them were developed during the subsequent period. The details will be worked out with the webmaster.)

· Pain [INCREASED- DECREASED-REMAINED THE SAME]

· Swelling

· Warmth / feeling hot

· Cold / coolness

· Change in color of skin – PALE- BLUE/PURPLE-RED

· Increased sweating

· Decreased sweating
· Tingling

· Increased sensitivity (pain on touching or moving)

· Decreased sensitivity (less feeling for touch, pressure, heat, cold)/Numbness

· Difficult to move! Stiffness

· Muscle spasms / cramping
· Dry skin
· Scaling

· Increased nail growth

· Brittle or cracked nails

· Increase in body hair
· Hair loss

· Skin rashes

· Glossy or shiny skin

· Ulcers

· Muscle weakness

· Inability to use affected limb

· Feeling like the limb was not part of your body

· Abnormal position or posture of limb

· Problems with bowel function [CONSTIPATION-DIARRHEA- HEART BURN-OTHER]
· Problems with bladder function [RETENTION OF URINE — INCONTINENCE -- OTHER]
· Problems with breathing

· Heart problems

· Increase in blood pressure

· OTHER- [DESCRIBE]

3.
Has your RSD spread to another location from where it first began? [YES — NO]

4.
If yes, to what part? FRONT AND BACK OF HUMAN FIGURE

5.
If yes, describe what RSD symptoms you have in this new location:

· Pain
· Swelling

· Warmth/ feeling hot

· Cold / coolness

· Change in color of skin- PALE-BLUE/PURPLE - RED

· Increased sweating

· Decreased sweating

· Tingling

· Increased sensitivity (pain on touching or moving)

· Decreased sensitivity (less feeling for touch, pressure, heat, cold) / Numbness

· Difficult to move / Stiffness

· Muscle spasms / cramping

· Dry skin
· Scaling

· Increased nail growth

· Brittle or cracked nails

· Increase in body hair

· Hair loss

· Skin rashes

· Glossy or shiny skin

· Ulcers

· Muscle weakness

· Inability to use affected limb

· Feeling like the limb was not part of your body

· Abnormal position or posture of limb

· Problems with bowel function [CONSTIPATION- DIARRHEA- HEART BURN-OTHER]

· Problems with bladder function [RETENTION OF URINE-INCONTINENCE- OTHER]

· Problems with breathing

· Heart problems

· Increase in blood pressure

· OTHER- [DESCRIBE]

6. Has your RSD ever gone into remission? [YES--- NO]
· If YES, how many times?

SECTION VI

(For the reviewers: The content of this section will vary with the participant’s answers to the previous two sections. Options will comprise of those symptoms the participant indicated to have had initially/that have progressed, and any newly developed symptoms.)

The goal of this section is to collect information about the symptoms of RSD that are currently bothersome to the participant.

1. What symptoms do you currently have?
· Pain

· Swelling

· Warmth /feeling hot

· Cold / coolness

· Change in color of skin- PALE- BLUE/PURPLE - RED

· Increased sweating

· Decreased sweating

· Tingling

· Increased sensitivity (pain on touching or moving)

· Decreased sensitivity (less feeling for touch, pressure, heat, cold) / Numbness

· Difficult to move / Stiffness

· Muscle spasms / cramping

· Dry skin

· Scaling

· Increased nail growth

· Brittle or cracked nails

· Increase in body hair

· Hair loss

· Skin rashes

· Glossy or shiny skin

· Ulcers

· Muscle weakness

· Inability to use affected limb

· Feeling like the limb was not part of your body

· Abnormal position or posture of limb

· Problems with bowel function [CONSTIPATION- DIARRHEA-HEART BURN-OTHER]

· Problems with bladder function [RETENTION OF URINE INCONTINENCE- OTHER]

· Problems with breathing

· Heart problems

· Increase in blood pressure

· Other [DESCRIBE]

2.
How bad is your RSD pain right now:

0= no pain
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10= Worst pain imaginable

3.
Which word best describes your pain?

[Mild; Discomforting; Distressing; Horrible; Excruciating]

· Right Now

· At its worst
· At its least
· In general

4.
Describe the nature of pain that you have now:

· Sharp

· Shooting

· Dull

· Aching

· Throbbing

· Burning

· Electric Shock

· Stabbing

· Cramping

· Tingling

· Skin sensitivity

5.
Describe the timing of your pain in the last one week:

· Constant (80-100% of the time)

· Nearly Constant (50-80% of the time)

· Intermittent (25-50% of the time)

· Occasional (less than 25% of the time)

6.
Do you have periods of sudden increase in pain? Yes! No

7.
How do the following affect your pain?
                                               INCREASES   NO AFFECT    DECREASES 
· Physical Stress

· Emotional Stress

· Foods

· Hot weather

· Cold weather

· Lying Down

· Standing

· Sitting

· Moving the affected region

· Exercise

· Work
· Medicine

· Relaxation

· Distracting yourself

8.    Does the pain affect your sleep?
[YES — NO]
· If yes, do you have trouble

· Going to sleep?

· Staying asleep?

· Waking up in the middle?

TREATMENTS

What treatments have you had IN THE PAST and are NO LONGER receiving for RSD/CRPS?

1.
 Medication treatments that you have taken in the past: They may have been taken in the form of pills, patches, infusions or nasal sprays.

TAKEN-(YES / NO);

PAIN — Improved/Remained the same/ Worsened
· Anti-inflammatory medications

· Tylenol/Motrin/Ibuprofen/Aleve/Naprosyn)
· Bretylium (IV)

· Butarphanol (Stadol)

· Calcitonin (nasal spray)

· Clonidine

· Cortecosterjoids

· Cox-2s (Vioxx, Celebrex, Bextra)
· DMSO cream

· Fentanyl patch (Duragesic)

· Gabapentin (Neurontin)

· Hydrocodone (Lortab, Vicodin)

· Ketanserin (IV)

· Lamotrigine (Lamictal)

· Lidocaine (N)

· Lidocaine patch (Lidoderm)

· Morphine (MS Contin)

· Nifedipine

· Oxycodone (Oxycontin, Percodan, Percocet)

· Phentolamine (N)

· Propoxyphene (Darvonl Darvocet)

· Propranolol

· Topiramate (Topomax)

· Tramadol (Ultram, Ultracet)

2.
Non-medication treatments that you have underwent in the past:

· Surgical therapies
· Nerve blocks

· Spinal Cord Stimulation

· Sympathectomy – Chemical 
· Sympathectomy – Radiofrequency Ablation 
· Physical therapy
· Occupational therapy
· Psychological therapy
· Counseling
· Relaxation therapy
· Group therapy
· Self- hypnosis
· Behavioral therapy
· Behavioral management

· Stress management

· Biofeedback

       What treatments are you CURRENTLY receiving for RSDICRPS?

                                                              TAKEN- (YES/ NO);
                                        PAIN — Improved/Remained the same/Worsened

3.
Medication treatments that you are currently taking: They may be in the form of pills, patches, infusions or nasal sprays.

(YES I NO)

· Anti-inflammatory medications

· (Tylenol/Motrin/Ibuprofen/Aleve/Naprosyn)

· Bretylium (IV)

· Butarphanol (Stadol)

· Calcitonin (nasal spray)

· Clonidine

· Cortecosterioids

· Cox-2s (Vioxx, Celebrex, B extra)

· DMSO cream

· Fentanyl patch (Duragesic)

· Gabapentin (Neurontin)

· Hydrocodone (Lortab, Vicodin)

· Ketanserin (N)

· Lamotrigine (Lamictal)

· Lidocaine (IV)

· Lidocaine patch (Lidoderm)

· Morphine (MS Contin)

· Nifedipine

· Oxycodone (Oxycontin, Percodan, Percocet)

· Phentolamine (IV)

· Propoxyphene (Darvon/ Darvocet)

· Propranolol

· Topiramate (Topomax)

· Tramadol (Ultram, Ultracet)

1.  Non-medication treatments that you are currently taking:
· Surgical therapies
· Nerve blocks

· Spinal Cord Stimulation

· Sympathectomy- chemical

· Sympathectomy — Radiofrequency Ablation 
· Physical therapy

· Occupational therapy

· Psychological therapy
· Counseling

· Relaxation therapy

· Group therapy

· Self- hypnosis
· Behavioral therapy
· Behavioral management

· Stress management

· Biofeedback

5.  How many times have you visited an emergency department in the past five years?

Responses (select one):

· No visits

· One visit

· Two visits

· Three visits

· More than three visits

6.  How many of these visits were for a problem related to your RSD?

7. (For all respondents who have visited an emergency department within the past five years). What is the main reason you go to the emergency department for health problems rather than another source of care?

Responses (select one):

· I prefer this (the emergency department) as a source of care

· I don’t know where else to go

· I can’t afford to go elsewhere

· My doctor practices in the emergency department

· It is the only place available when I have time to go

· Convenience

· Best place to get care for my health condition

· Other reason (specify)

· Refused

· Don’t know

8.  How satisfied are you with the professional staff in the emergency departments you have visited?

Responses (select one):

· Very satisfied

· Somewhat satisfied

· Not too satisfied

· Not at all satisfied

· Refused

· Don’t know

SECTION VII

The goal of this last section is to determine the quality of life in people with RSD/CRPS

Please mark the box by the statement below that best describes your own health state today. Do not mark more than one box in each group.

Mobility

· I have no problems in walking about

· I have some problems in walking about

· I am confined to bed

Self-Care

· I have no problems with self-care

· I have some problems washing or dressing myself

· I am unable to wash or dress myself

Usual Activities (e.g. work, study, housework, family or leisure activities)

· I have no problems with performing my usual activities

· I have some problems with performing my usual activities

· I am unable to perform my usual activities

Pain/Discomfort
· I have no pain or discomfort
· I have moderate pain or discomfort
· I have extreme pain or discomfort

Anxiety

· I am not anxious
· I am moderately anxious 
· I am extremely anxious

Depression

· I am not depressed

· I am moderately depressed

· 0 I am extremely depressed

To help people say how good or bad a health state is, we have drawn a scale (rather like a thermometer) on which the best state you can imagine is marked 100 and the worst state you can imagine is marked 0.

We would like you to indi​cate on this scale how good or bad your own health is today, in your opinion. Please do this by drawing a line from the box below to whichever point on the scale indicates how good or bad your health state is.

YOUR OWN HEALTH STATE BODY
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Instructions: This survey asks for your views about your health. The information will help keep track of how you well you are able to do your usual activities. Please answer each question by marking one box. If you are unsure about how to answer please give the best answer you can.
1.  In general would you say your health is:
	Response

	Excellent

	Very good

	Good

	Fair

	Poor


The following items are about activities that you might do during a typical day. Does your health now limit you in these activities? If so: How much?
2.   Moderate activities such as moving a table pushing a vacuum cleaner bowling or playing golf?
	Response

	Yes limited a lot

	Yes limited a little

	Not limited at all


3. Climbing several flights of stairs?

	Response

	Yes limited a lot

	Yes limited a little

	Not limited at all


During the past 4 weeks have you had any of the following problems with your work or other regular daily activities as a result of your physical health?

4. Accomplished less than you would like.

	Response

	Yes

	No


5. Were limited in the kind of work or other activities.
	Response

	Yes

	No


During the past 4 weeks have you had any of the following problems with your work or other regular daily activities as a result of any emotional problems (such as feeling depressed or anxious?
6.  Accomplished less than you would like.
	Response

	Yes

	No


7. Didn’t do work or other activities as carefully as usual.
	Response

	Yes

	No


8. During the past 4 weeks how much did pain interfere with your normal work (including work outside the home and housework)?
	Response

	not at all

	a little bit

	moderately

	quite a bit

	extremely


These questions are about how you feel and how things have been you during the past 4 weeks. For each question please give the one answer that comes closest to the way you have been feeling. How much of the time during the past 4 weeks:
9. Have you felt calm and peaceful?

	Response

	all of the time

	most of the time

	a good bit of the time

	some of the time

	a little of the time

	none of the time


10.  Did you have a lot of energy? 
	Response

	all of the time

	most of the time

	a good bit of the time

	some of the time

	a little of the time

	none of the time


11.  Have you felt downhearted and blue?
	Response

	all of the time

	most of the time

	a good bit of the time

	some of the time

	a little of the time

	none of the time


12. During the past 4 weeks how much of the time has your physical health or emotional problems interfered with your social activities (like visiting with friends relatives etc.)
	Response

	all of the time

	most of the time

	some of the time

	a little of the time

	none of the time


