[bookmark: _Toc25155347][bookmark: _Toc27418521]PPMI QUALITATIVE STUDY SURVEY QUESTIONS

Note: The following survey questions will be administered to all participants in the PPMI qualitative study (prodromal cohort and case matched control group).  This is a computer-based survey, which will be administered using Redcap.
Prior to administering the survey, the RA will confirm:
Participant has been deemed eligible 			 Yes  No 
[bookmark: _GoBack]Participant has consented 				 Yes	 No 

Introduction to Survey
The purpose of this survey is to learn about any changes from your normal health you have experienced in the last 5 years, and to what extent these changes are bothersome or important to you.  We will use the list you provide as a starting point for the online interview, so greater detail is appreciated.
We will be comparing the symptoms and experiences of people with no risk factors for Parkinson's disease versus people who do have risk factors, to see if there are any changes that can be used for early detection of later disease.  
(Practical tip:  consider writing your responses to the survey questions in another application like Microsoft word and simply cutting and pasting your answer into each box.)
Thank you for taking time to complete this survey!

Section 1. Background

[Demographic data here – link to baseline data via PPMI Study ID or add baseline demographics here]
1.  What health conditions do you currently have?  
(Open response)
2.  What medications do you currently take?
(Open response)


Section 2. Symptom Assessment 

Do you experience any of the following symptoms: (YES/NO/unsure - matrix)
(* From Conceptual model of early PD)
	MOVEMENT CHANGES
	THINKING CHANGES
	SPEECH CHANGES

	Shaking (tremor)
	Changes in thinking
	Changes in your speech

	Sense of internal tremor
	Difficulty concentrating on things
	Changes in your voice

	Trouble with hand dexterity
	Slower thought process
	Quiet speech

	Changes in handwriting
	Difficulty remembering things
	Monotone speech

	Slower movements overall
	Difficulty coming up with words in a conversation
	Difficulty pronouncing things

	Changes in your balance
	Trouble making decisions
	

	Changes to your walking
	Mental fogginess
	MOOD CHANGES

	Increased stiffness in muscles/joints
	Trouble with depth perception
	Changes in mood

	Stooping posture
	Getting lost or trouble finding way
	Feeling more anxious

	Decreased range of motion
	
	Feeling more depressed

	Loss of general coordination
	SLEEP CHANGES
	Less interested in things

	Decreased arm swing when walking
	Trouble getting to sleep
	More easily frustrated

	Decreased facial expressiveness
	Trouble staying asleep
	More negative feelings/emotions

	Muscle cramping or spasming
	Poor sleep quality
	Decreased pleasure in things

	Restless legs
	Active dreaming (kicking, shouting)
	Mood swings

	Twitching movements
	Excessive daytime sleepiness
	Impulsive behaviors

	
	
	Changes in your personality

	DIGESTIVE CHANGES
	URINARY CHANGES
	SENSORY CHANGES

	Excess saliva
	Urinary problems
	Changes in vision

	Dry mouth
	Frequent urination
	Changes in smell

	Issues with swallowing pills or food
	Getting up often at night to urinate
	Changes in sense of taste

	Choking when eating or drinking
	Urinary incontinence
	Changes in hearing

	Constipation
	
	Changes in your skin sensation

	
	SEXUAL CHANGES
	Increased pain

	OTHER CHANGES
	Trouble achieving orgasm
	Fatigue or lack of energy

	Low blood pressure 
	Loss of sexual interest
	Shortness of breath

	Feeling lightheaded or dizzy
	Erectile dysfunction (men)
	Feeling of weakness

	
	Vaginal dryness (female)
	Altered temperature tolerance




Section 3. Changes from normal health in last 5 years 

1. Please described the changes from your usual baseline health that you have experienced in the last 5 years that are important to you.   If possible, list these one at a time.  Feel free to say what you think has caused the changes and to describe the ways these affect you.  We will talk about these more during the interview.
(Open response)
2. Of the changes you described, which ones are most bothersome to you and why? 
(Open response)
3. Are any of the changes you experience important, but not yet bothersome to you? 
(Open response)
Conclusion
This concludes the survey.  Thank you for your time and for all the insightful information and experiences you have shared!
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