	TTP PATIENT SURVEY
	
	

	
	
	

	Question
	Sample responses
	Your response

	We’ll ask a question in the first column. In the 2nd column, we’ll give “sample responses” that are easy to count using a computer. The third column is where you should type your response.
	(The sample response column may look a little silly, but it will help us obtain answers stated in a specific way, so responses can be accurately counted).

	To help us out, please state numbers in numerical form. For example, type “2” rather than writing out the word “two.” For dates, please use the following format: Month, Date, Year, for example Feb. 2, 1971.
	Please type your answers in this third column, to the questions asked below. Choose from one of the responses given in the second column (so we can accurately count responses):

	Today's date:
	For example Aug. 30, 2007
	

	Unique identifiers to help us re-identify you in any future surveys:
	

	Email address
	(give email address in column to the right)
	

	If you think you may not keep that email address for the next few years, give an alternate email address where you could be reached in the future.
	(type answer to the right)
	

	Internet nickname (optional):
	(type answer to the right)
	

	Birth date: (if you have strong feelings about privacy please give your mother's birth date in full. We just need a consistent date for the next survey).
	Give Month, Date, Year. Ie Feb. 8, 1971
	

	Optional – Address (NOT to be published on the web)
	Give your mailing address to the right, if you wish.
	

	Who we are as TTP patients:
	
	

	Sex

Ethnicity
	State as M or F

For example,  Black Caribbean,  White British etc.
	

	Your current age (yours, not your mother's)
	For example, 32
	

	Age at which you were first diagnosed with TTP
	For example, 30
	

	Year you were first diagnosed with TTP
	Give the year only, such as 2002
	

	City (if you feel uncomfortable listing the city for privacy reasons, list a nearby large city)
	

	State or province, if applicable
	
	

	Country 
	
	

	Individuals completing this survey for someone else:
	

	If you are responding to this survey for someone who cannot do that, for example young children or a family member with TTP who is no longer living, indicate that. Give your relationship to the patient, why you are responding instead of that person. (If not, leave the next couple of boxes blank)
	For example, Parent. My son is only 7
	

	If you are responding for someone who can’t answer the survey, indicate whether the person is living or deceased.
	Living / Deceased (from TTP) / Deceased (from other causes)

	Where We Are On the Globe
	
	

	We’d like to generate a pin map showing where these surveys have come from. We need some kind of specific address - however, we don’t want to invade privacy. Use an address for some nearby post office, your church, or city hall. 
	Use specifics (including ZIP or whatever) along with the name of the COUNTRY you live in, that would be needed need to post a letter - ie 1 Main St., Main City, 44444, USA. Or 1 Church St. Anytown, AB1 2CD UK.

	Questions to help determine whether there are major differences in course of treatment, related to specific doctors or clinics 

	Name of main doctor who treated you for TTP on first onset (give first name if you remember it)
	Last name, followed by first name (if known). If you don’t recall or don’t want to give the information, leave it blank.

	Hospital the doctor was affiliated with
	Name hospital & location, ie Cleveland Clinic, Cleveland, Ohio, USA

	That doctor's specialty
	Ie, internal medicine
	

	Name of main doctor currently or most recently treating me for TTP, if different
	Last name, followed by first name (if known).
	

	Hospital your most current physician for TTP is affiliated with 
	Name hospital & location 
	

	That doctor's specialty
	Ie, oncology or hematology
	

	Have you participated in any clinical studies related to TTP or blood disorders?
	Yes / no
	

	If so, for how long
	List as years, ie 2 years. If less than a year, use that phrase.

	Hospital the doctor was affiliated with, followed by name of doctor
	

	Your preferences for sharing survey results vs. maintaining privacy
	Statistical results for the survey will be posted online. Some specific comments might also be posted - however, information that would indicate a specific patient's identity would not be posted online (only general demographic facts such as gender, age, or region), unless the individual gives permission to be identified. 
	Beyond that, we may receive some requests from medical researchers or treatment professionals interested in looking at specific surveys (a physician treating a pregnant patient might for example want to know more about other pregnant patients' experiences). Please tell us your preferences regarding sharing information.

	Would you allow research physicians or doctors who treat patients with blood disorders to see results of your individual survey, (email addresses would be deleted unless individual who completed the survey specifically allows that)
	Yes / no
	

	If medical professionals ask us if they can look at specific surveys, would you allow your email address to be forwarded to them? 
	Yes / no
	

	It's possible some TTP patients answering this survey might want to share email addresses to get in touch. Would you like us to add your email address to a shared list for TTP patients?
	Yes / no
	

	Would you like to be notified by email, if we conduct additional surveys in the future on specific issues related to TTP?
	Yes / no
	

	Symptoms noticed during your first onset of TTP
	

	The following questions relate to what TTP symptoms showed up at 1st onset (doesn't matter whether you noticed them yourself, or the health care system did):
	*** If someone noticed the particular arrived at the hospital or physician’s office, put an asterisk after the word Yes, for example Yes*

	Fever
	Yes / no
	

	Pinprick rash (purpura)
	Yes / no
	

	Confusion
	Yes / no
	

	Upset stomach
	Yes / no
	

	Sickness
	Yes / no
	

	Disturbed vision
	Yes / no
	

	Loss of vision
	Yes / no
	

	Bruising
	Yes / no
	

	Unusual paranoia
	Yes / no
	

	Obsessiveness
	Yes / no
	

	Difficulty speaking or formulate words easily
	Yes / no
	

	List the order in which symptoms began appearing, as you and others around you can best recall:
	

	First symptom noticed:
	Name it in the column to the right.
	

	Second symptom noticed, if any
	
	

	Third symptom noticed, if any
	
	

	Fourth symptom noticed, if any
	
	

	Which of the early symptoms alarmed you or others around you the most, spurring you to get to a hospital or emergency doctor visit?
	Name top concerning symptom first, then list others that alarmed you

	The first time TTP occurred, who first noticed serious or unusual symptoms that seemed worrisome? 
	Choose from these: Me / Family member / Friend / Coworkers/ My general practice doctor / Clinic worker / Other (be specific)

	Who actually decided you needed medical help? You or someone else?
	Me / someone who cared about me / someone working in health care

	How did you enter the medical system when TTP appeared?
	Made non-emergency appointment with regular doctor. / Went to walk-in clinic ( able to walk in under my own power) / Called for rescue squad or NHS Direct ambulance on my own / Was so sick someone had to call rescue squad or ambulance for me / Other (be specific)

	How much time elapsed after serious symptoms appeared, and a decision was made that you to get to a hospital or doctor?
	State as an estimate of days followed by hours, for example, 2 days and 8 hour). ( If less than a day, state for example, 0 days and 4 hours)

	How much time elapsed after serious symptoms appeared, and medical people saw you? TTP symptoms, and a correct diagnosis of TTP was made?
	See above
	

	How much time elapsed after serious symptoms appeared, and a correct diagnosis was made?
	See above
	

	How many physicians (or consultants or doctors) saw you before a correct diagnosis of TTP was made? (Count physicians/consultants/doctors who seemed to have some major responsibility for you, not those who stopped by for a five-second chat).
	Remember to use numerals
	

	What type of doctor or other consultant made the correct diagnosis. Your regular doctor? An ER or A&E doctor? Hematologist? Other? (If a medical staff member OTHER than a doctor first brought up TTP as a possibility, with the doctor then making an official diagnosis, make to list them first.
	Name the specialty, if known
	

	If incorrect diagnoses were considered by medical people at first, name those incorrect diagnoses.
	List any incorrect diagnoses you are aware of, in the order in which they were made.

	If you know how low your platelet count fell, at its lowest point the first time you had TTP, please state that here, ie 8,000

	Were you pregnant at the time of first onset of TTP?
	Yes / no / not applicable
	

	If you were pregnant, how many months had the pregnancy progressed at the time serious symptoms presented themselves?
	For example, 8 months (leave blank if not applicable)
	

	What, if any, somewhat short-term illnesses did you have in the month or two prior to first onset of TTP? Indicate when that occurred
	Example: Flu, 1 week before / or say None
	

	What, if any, chronic medical conditions did you have in the month or two prior to first onset?
	List them, ie arthritis / or say None
	

	If you had vague symptoms during that period of time, but no really clearcut idea what you had, list the symptoms here, in the order you think they might be significant.
	Ie diarrhea for several weeks, fatigue on and off for several weeks / or say None

	What was happening in your life, during the several weeks/months before first onset:
	

	Name any particularly happy or sad events taking place for you.
	Describe the unusual event. If nothing in particular was happening, say 'nothing.'

	If you were taking prescription medications during the months prior to first onset, list them here:
	First list the generic term, if you know it (the specific brand, if known, can be added afterward in parentheses)

	If you were taking over-the-counter medications prior to first onset, list them here:
	List the generic term if known, ie Aspirin. If you consistently took a specific brand, dose or style of medication list in parenthesis afterward, ie Aspirin (Bayer)

	Were you taking a variety of over the counter medications, in hopes of self-treating any symptoms you were having? 
	Took combination daily / took combinations almost daily / occasionally took combinations / never took combinations

	If you took anything that had quinine in it, list that here.
	List the medications or beverages, starting with the most commonly consumed / or say None or Don’t know

	If you ingested anything from a health food store on a regular basis, list those here.
	Start with the most regularly taken items
	

	If you began ingesting any NEW health food store item or herbal self-treatment in the month or two before first onset, list that here.
	If you took more than one of these, list you'd been taking longest or most often first. If you took no such items, say None.
	 

	Lifestyle questions (think back to the time just before 1st onset of TTP)
	

	Were you eating meals that were healthy and well-balanced?
	Yes / no / sort of 
	

	Were you getting exercise?
	Was an exercise maniac / averaged 20-30 minutes exercise several days a week / got some exercise but always knew I should make more of an effort / was a couch potato

	Were you getting enough sleep?
	Yes / no / sort of 
	

	Were you an optimal weight?
	Close to healthy weight / slightly overweight / overweight enough to consider dieting / somewhat thin / very thin

	Were you drinking beer, wine or alcohol at least three or four times a week? (doesn't matter how much)
	Yes / no
	

	Were you a smoker?
	Regularly smoked / very occasionally smoked / not at all

	Were you regularly spending time in the same room with other people who were smokers?
	Yes / no / only very occasionally
	

	Are you a cigarette smoker? 
	Yes, a frequent smoker / Yes, but only very occasionally / Never smoke

	What kind of foods do you normally eat?  Anything you eat quite often (pasta, meat, salads,etc), more of.

	Did you usually take vitamins prior to TTP?
	Yes, a set of different vitamins / Yes, just a multivitamin / No

	Do you drink caffeinated beverages like coffee or soda pop?
	Yes, just about every day / Yes, but less frequently / Hardly ever

	What pets have you had in your household, or cared for outdoors?
	Start with the type of pet you've had around you the greatest number of years, then pets you had in your household for less time. If no pets, leave blank.

	What pets did you have in your household (or cared for outdoors) at the time you were first diagnosed with TTP?

	Have you been exposed to parvovirus from an animal or pet?.
	Yes / no / not sure

	Do you use haircolor?
	
	Yes / no

	Do you have alot of stress in your life? Does that affect your TTP? 
	Yes/ no / not sure

	TRIGGERS FOR TTP?
	
	

	Do you have any strong hunch about what triggered the 1st onset of TTP?
	Strong Hunch / Suspicions but not very sure / No idea at all

	Below is where you may list any strong hunch you have regarding things you believe may well have triggered TTP in your own case:
	In the boxes below, say Yes if you think it triggered TTP. If not, leave blank.

	
	Pregnancy
	

	
	Took oral contraceptive pills
	

	
	Came down with E-coli
	

	
	Took medication with quinine or ingested it in beverages

	
	Was taking combinations of over the counter medications

	
	Other (name the suspected trigger for TTP)
	

	If you have additional comments regarding triggers for, add them in the box to the far right.
	

	FREQUENCY OF ILLNESS
	
	

	How many times have you had bouts with TTP requiring treatment?
	Count both the initial onset, and any relapses). (use numeral keys)

	Answer the next few questions only IF you had more than one bout with TTP:
	

	
	List in months, ie 18 months (unless it was more than 3 years, in which case start with the word “more” then list the number of years (ie “More – 3 years”)

	How much time elapsed (in months) between 1st onset, and you had TTP the 2nd time?
	List in months, ie 18 months (unless it was more than 3 years, in which case start with the word “more” then list the number of years (ie “More – 3 years”)

	How many months between the 2nd & 3rd time you had TTP?
	See above
	

	How many months between the 3rd & 4th time you had TTP?
	See above
	

	If you came down with TTP more than 4 times, list the longest period of time you had between any bouts with TTP (preferably in months).
	See above
	

	In between bouts of TTP, have you had symptoms you believe are related to TTP?
	Yes / no / maybe
	

	If you have had symptoms between diagnosed bouts of TTP, list them here.
	List, separated by commas, starting with the most frequent or personally worrisome symptoms

	Do you know of any family members who you suspect may have had TTP?
	Name the relationship, ie aunt
	

	If so, were they diagnosed as having the disease?
	Yes / no 
	

	Has anyone in your family been diagnosed with serious blood disorders other than TTP?
	Yes / no
	

	If so, state the relative's relationship to you
	For example, Aunt
	

	Also if so, name the other blood disorder the relative had, if known.
	Name the disorder to the right, or say Unknown
	

	Prior to having TTP, had you heard of the disease?
	Yes / no
	

	Have you met any other TTP patients face to face?
	Yes / no (not that I know of)
	

	Does your main doctor for TTP currently have other TTP patients?
	Yes (if you know the number, say Yes, then give the number) / no / don’t know

	Treatment History
	
	

	What is your blood type?  
	Name the blood type
	 

	Have you ever had mononucleosis?
	Yes / no / not sure
	

	What illnesses, if any, did you have as a child?
	Name any illnesses you know of, starting with the most serious

	If you had childhood illnesses and were given any medications for that, name them. 
	Yes (if so, then name any medications you can remember) / no

	Have you ever had a birth control injection? (If so, name it)
	Ie Yes (name it) / No
	

	Prior to the TTP diagnosis had you ever been diagnosed with an autoimmune condition?  e.g. Lupus, HIV, 
	Yes (name it)  / No
	

	Are you allergic to mold?  
	Yes / no / don't know
	

	Have you been bitten by mosquitoes?
	Yes but fairly rarely / yes frequently / no
	

	Have you been bitten by ticks?
	Yes / no / don't know
	

	Have you been bitten by any animals? If so, name them
	Ie Yes (dogs) / no / don't know
	

	Have you spent time in close proximity to live birds?
	Frequently (if so, explain) / yes but only occasionally (explain) / no 

	Describe setting you grew up in:
	Urban / suburban / rural
	

	Describe the kind of setting you were living in when you first came down with TTP:
	Urban / suburban / rural
	

	Did you ever live in an extremely wet or moldy location?
	Yes / no / sort of 
	

	Have you ever had plantar warts on your feet?
	Yes / no / don't know
	 

	Did you have any surgeries prior to TTP? If so, list them.
	Yes (list them afterward if possible) / Yes – but I'd prefer not to list them for privacy reasons / No

	Prior to having TTP, did you get dehydrated more often than other people, or need to drink more fluids to stay hydrated?
	Yes / no / don't know
	

	Do you think you drank a healthy amount of fluids, most of the time, prior to coming down with TTP?
	Yes / no / don't know
	

	Had you taken a lot of antibiotics before the TTP showed up?  
	Yes / no / don't know
	

	If so, what antibiotics do you recall taking, prior to coming down with TTP?
	Name them.
	

	Treatment issues
	
	

	How far must you travel to get to a location where you can get effective emergency treatment, such as plasma exchange? (leave this row blank / give answer below)
	Leave this row blank & answer that question in 1 of the 2 rows below.

	If you're most familiar with miles, state answer to above question in miles (for example 70 miles)
	Example: 70 miles
	

	If you're most familiar with kilometers, state answer to the above question in kilometers.
	Example: 70 kilometers
	

	Do you have access to a local physician who knows enough about TTP to handle your health care, as a TTP patient?
	Yes / no / not sure
	

	If not, what skills or knowledge does your local physician lack?
	(in box to the right, state what is lacking/ Try to summarize in 1 or 2 words first (ie knowledge, or lab access). After that, you can add details if you want.

	In your own experiences as a patient, have you ever received treatment or advice that could have seriously harmed you?
	Yes / no / don't know
	

	If so, please state here what the dangerous treatment or advice was...
	(In the box to the right, elaborate. Leave blank if this question doesn't apply to your situation).

	Did the medical professional who gave you the dangerous treatment or advice know that you had TTP, at the time?
	Knew I had TTP / didn't know / (or leave blank if it doesn't apply)

	Was that medical professional a doctor, a nurse, or someone else?
	Doctor / nurse / other (state the person's job). Leave blank if you never received dangerous treatment).

	Have you participated in any clinical studies regarding TTP?
	Yes / no / not sure
	

	Would you ever consider doing that?
	Yes / maybe / never
	

	Relapse prevention issues
	
	

	What initial steps do you take on your own or at home, if you suspect a relapse may be occurring?
	Contact my personal physician or GP / contact my TTP specialist / Contact NHS Direct / Contact my Hospital Consultant / Attend A & E / Other (explain)

	Which of the following steps would your local physician or doctor, or the ER/A&E be capable of taking if you suspected a relapse?

	Blood sample for full blood count, including red cells and platelets.
	Yes / no
	

	Biochemistry test for LDH.
	Yes / no
	

	Other (be specific).
	List to right, starting with the step or measure you think is most important.

	How long do you typically wait between the time you suspect you may be having a relapse and you attempt to get medical attention?
	Less than 24 hours / A day / Several days / A week or more / Most of the time, I don't attempt to get medical attention

	Has plasma exchange remained the main effective treatment, for you?
	Yes / no
	

	How long did you have to continue having plasma exchange until you went into remission, the last time you had a bout with TTP?
	List as number of weeks. If you are still being treated, say “don't know.”

	Have you ever enrolled in a clinical study of TTP?
	Enrolled / didn't enroll and don't ever want to / haven't enrolled but might consider that

	Have you had a spleenectomy?
	Yes / no / don't know
	

	
	Yes / no / don't know
	

	How many doses of Rituxan/Rituximab have you had?
	Use numerals, for example 0, or 4
	 

	If so, what dose, interval, regime?
	i.e 1 dose per week for 4 weeks.
	

	Have you taken steroids (prednisolone)?
	Yes / no / don't know
	

	If so, what dose, interval, regime?
	i.e by intravenous or tablet form.
	

	If you are taking steroids by tablet, how many milligrams?
	Give number, or leave blank
	

	Have you taken Vincristine?
	Yes / no / don't know
	

	If so, what dose, interval, regime?
	Ie 1 dose daily for 3 days
	

	Are you receiving some other significant treatment not listed here?
	If so, tell us what treatment
	

	Non UK patients :Treatment for TTP can be very expensive. What percent of treatment have you had to pay for, out of your own pocket? 
	For example, 50 percent
	

	UK patients: Have you ever incurred expense for your treatment other than transport or hotel accommodation costs? If so, be specific.
	Ie Yes, (name the type of expense) / No
	

	Have you ever had a platelet transfusion?
	Yes / no / don't know
	

	Have you had hemofiltration? (for those who aren’t familiar with this, it’s a procedure similar to plasmapherisis but more like dialysis) 
	Yes / no / don't know
	

	If you required TPE (plasmapheresis) during the past two years while hospitalized, what was the average time between treatments while in the hospital? .
	Tell us in the column to the right (preferably in days -ie 2 days).
	 

	For those on plasmapheresis as an outpatient during the past 2 years, how often did you get the treatment?
	Give the shortest period between outpatient treatments to the right, preferably in days. Ie 14 days.

	For that same group of patients…
	…tell us the longest period between outpatient treatments. For example 60 days.

	When you have plasmapheresis, what type of plasma have you received?
	All plasma / ½ plasma and ½ albumin / have had both / don't know
	 

	What is the shortest time it has taken for your platelets to "recover & stabilize" after you begin treatments?
	Give in days, if possible, ie 60 days
	

	And what is the longest time it has taken?
	Give in days, if possible
	

	Do you use other treatments to keep your platelets at a healthy level?
	Yes (if so name them) / no
	 

	Have you had a bone scan?
	Yes / no / don't know
	

	Have you had a bone marrow biopsy?
	Yes / no / don't know
	

	Have you ever taken antibiotics from Quinolone family (Levaquin)?
	Yes / no / don't know
	 

	Were you ever given a med called WinRho as treatment?
	Yes / no / don't know
	

	Do you use steroids to keep your platelets at a healthy level now?
	Yes, during bouts / yes, in between bouts / no
	

	Have you ever taken beta-blockers (atenolol or ?) If so, please name it
	Ie yes, atenol / no / don't know
	

	Are you currently on any TTP medications?
	Yes (then name the medications if possible) / no
	 

	Have you ever taken antidepressants in the tricyclic (Paxil, Zoloft) group?
	Yes / no / don't know
	

	
	
	

	After diagnosis, have you seemed dehydrated more frequently?
	Yes/ No / don't know
	

	What is your red blood cell count?
	Give the average number / or say Don't Know
	

	What are your average Hemo &  Hematic counts?
	Give the average number / or say Don't Know
	 

	How severe do you believe your case has been, compared to the average TTP patient?
	Better than average / worse than average / can't say because my condition varies so much / don't really know

	What is the biggest issue you wrestle with, concerning TTP? 
	Try to summarize that in one word to the right. (After the one word, you can elaborate further).

	Changes in lifestyle and personal habits as a result of TTP
	(For questions where you are asked to list changes your have made, if you have NOT made a particular change, leave the box BLANK).

	Are there medications you now avoid, hoping to avert a relapse?
	(List them, starting first with medications you especially avoid) 

	Are there any foods you avoid, hoping to avert a relapse?
	(List them, starting with the foods you avoid most)
	

	Have you chosen not to become pregnant again, out of a concern for triggering a relapse?
	Yes / no / not applicable
	

	Are there any other activities or things you avoid, hoping to head off a relapse?
	(list them)
	

	Have you taken certain vitamins or supplements, in hopes that taking these can help you avoid a relapse?
	(list them)
	

	Have you tried herbal remedies, in hopes of avoiding relapse?
	(if so, list them)
	

	Have you taken steps to identify yourself as a TTP patient, so strangers or emergency squad/Ambulance personnel would know - for example wearing a medical tag or carrying a wallet card that identifies you as someone with this disease?
	Medical tag / wallet card / neither / other (then name the step you take to identify yourself as having TTP)

	Are there other changes you have made in your lifestyle or personal habits, to avoid a relapse?
	If so, list the changes to the right. Start with most significant change, if there's more than one)

	In your opinion, have the changes you have made so far have been effective in preventing relapse?
	Very effective / somewhat effective / not sure / not very effective / totally ineffective

	Have you received conflicting information directly from physicians or others in the health care system regarding which medications it is safe to take either for TTP, headaches, flu, arthritis, or other non-TTP conditions?
	Yes / no
	

	If so, let us know specifically WHICH medications.
	(list those medications)
	

	ENERGY LEVEL
	
	

	What % of your normal energy did you typically have, a month after 1st onset of TTP?
	Ie, 70%. 
	

	What % of your normal energy did you have, 6 months after?
	See above. But type Relapse if you were having a relapse around that time.

	What % did you have, a year after? 
	Same as above
	

	A year and a half 1st onset, were you back to normal? 
	Enough to work full-time / needed to cut back to part-time / can’t answer that yet

	If you have additional comments concerning that last question, add them here.
	

	Where you're learning about TTP
	
	

	What is your primary source of information to learn more about the disease?
	(name one source)
	

	What other sources of information do you turn to, concerning TTP?
	(list them, starting with the most important, or if there are no sources, say 'none'

	If a follow up survey is conducted, what additional issues would you like to see explored? What other questions would you ask?
	If you would recommend any questions, ask them to the right (starting with the question that's most important to you).

	If you have any additional suggestions to help improve this survey, share them here.
	(right hand column)
	

	If you have additional comments about what it's like to have TTP, add them here.
	

	You may find it useful to print a copy of your responses, so you can compare them later with others' experience once we publish the results of the survey.

All results published will be anonymous. 

	Thank you so much for taking time for this survey. 
	

	
	
	

	
	
	


