H3Africa Phenotype Harmonization Working Group (PHWG)

 “Protocols” for obtaining Core Phenotypes (#PhenX protocol number, if applicable, https://www.phenxtoolkit.org/)

Investigators may need to modify the precise wording of the questions depending on whether the CRF is self-administered or interviewer-administered, and add skip patterns\instructions depending on the administration method.  When possible, questions are written as if they were self-administered and follow a PhenX Protocol

Date of Interview/Examination: _____________________

Current Age (#010100) 
1. What is your birthdate? 
MM/DD/YYYY________________; 
[ ] Don't Know [ask follow-up question]; 	
[ ] Refused
			
2. [Follow-up question if "don't know":] 
    About how old are you? 
Age  _______; 
[ ] Don't Know
[ ] Refused 

Gender (#010701) 
1. Are you male or female?  
[ ] 1 Male
[ ] 2 Female 
[ ] 7 Refused 
	[ ] 8 Don’t Know


Country of Birth
In which country were you and your parents born?
			You	Your Mother	Your Father
Ghana			[  ]	[  ]		[  ]
Nigeria			[  ]	[  ]		[  ]
Kenya			[  ]	[  ]		[  ]
South Africa 		[  ]	[  ]		[  ]
Etc.			[  ]	[  ]		[  ]
Outside Africa 		[  ]	[  ]		[  ]
_______________________ (list country)


Native Language
What is the main language spoken by you and your parents? (lists customized for each country)
			You	Your Mother	Your Father
Nankam			[  ]	[  ]		[  ]
Kassem			[  ]	[  ]		[  ]
Hausa			[  ]	[  ]		[  ]
Igbo	 		[  ]	[  ]		[  ]
Embu			[  ]	[  ]		[  ]
Kamba			[  ]	[  ]		[  ]
Sesotho			[  ]	[  ]		[  ]
Setswana		[  ]	[  ]		[  ]
Etc.			[  ]	[  ]		[  ]
Other			[  ]	[  ]		[  ]
 _______________________ (list)


Ethno-linguistic/tribal affiliation
What is your and your parent’s ethnic or tribal affiliation? (lists customized for each country)
			You	Your Mother	Your Father
Kassena			[  ]	[  ]		[  ]
Nankana		[  ]	[  ]		[  ]
Fulani			[  ]	[  ]		[  ]
Yoruba	 		[  ]	[  ]		[  ]
Embu			[  ]	[  ]		[  ]
Kikuyu			[  ]	[  ]		[  ]
Zulu			[  ]	[  ]		[  ]
Xhosa			[  ]	[  ]		[  ]
Etc.			[  ]	[  ]		[  ]
Other			[  ]	[  ]		[  ]
 _______________________ (list)


Standing Height (#020703) - PHWG recommends direct measurements whenever possible
1. Standing Height
Standing Height 1: ______________________ 
Units (circle appropriate units)  	ft/in 	meters
Standing Height 2: ______________________ 
Units (circle appropriate units)  	ft/in 	meters
If measurements differ by more than 1 cm (1/4 inch) take a third measurement
Standing Height 3: ______________________ 
Units (circle appropriate units)  	ft/in 	meters
If it is necessary to take a third measurement, the two closest measurements are averaged. Should the third measurement fall equally between the first two measurements, all three should be averaged.
Standing Height Average: ______________________ cm 


Measured Weight (#021501) - PHWG recommends direct measurements whenever possible
1. Weight Measurement
Participant Wearing a Cast or Medical Prosthesis? __________ Yes/No
Location of Cast or Medical Prosthesis: ______________________ 
Participant is Wearing Street Clothes:______________________ 
Note: Weight is measured to the nearest 0.1 pounds (0.05 kg).
Measured Weight 1:_________________ kg/lbs 
Measured Weight 2:_________________ kg/lbs 
A third measurement should be taken if the first two measurements differed by > 0.1 pounds (.05 kg).
Measured Weight 3:_________________ kg/lbs 
If it is necessary to take a third measurement, the two closest measurements are averaged. Should the third measurement fall equally between the first two measurements, all three should be averaged.
Average Measured Weight:_________________ kg/lbs 
[bookmark: _GoBack]


Blood Pressure (Adult/Primary) (#040301) 
1. Has a doctor or nurse ever said that you have:
High blood pressure or hypertension? 
[ ] No
[ ] Yes
[ ] Not Sure
1.a. If Yes, then at what age were you first told this? 
Age __ __
1.b. FOR WOMEN: Was this during pregnancy only? 
[ ] No
[ ] Yes
2. Have you ever taken medication for hypertension/high blood pressure? 
[ ] no
[ ] yes, now
[ ] yes, not now
[ ] unknown
2.a. If yes, then at what age did you begin taking medicine for this? 
Age __ __ 
[ ] unknown
3. Blood pressure measurement:
Aneroid sphygmomanometers name and model _______________________
Blood pressure cuffs sizes (S, M, L, XL) ___________________
Systolic Pressure measurement 1___________________mmHg 
Diastolic Pressure measurement 1___________________mmHg
Systolic Pressure measurement 2___________________mmHg 
Diastolic Pressure measurement 2___________________mmHg
Systolic Pressure measurement 3___________________mmHg 
Diastolic Pressure measurement 3___________________mmHg

Date of measurement ___________________


Uninary albumin (mg/L)
Uninary creatinine (mg/L)
Uninary total protein (mg/L)


Smoking
Smoking Status (Adult Protocol) (#030602) 
1. Have you smoked at least 100 cigarettes in your entire life?
[ ] Yes
[ ] No
[ ] Don’t Know
If Question 1 is "Yes": 
2. Do you now smoke cigarettes every day, some days, or not at all? 
[ ] Every day
[ ] Some days
[ ] Not at all 
[ ] Don’t Know 
3. Have you EVER smoked cigarettes EVERY DAY for at least 6 months? 
[ ] Yes
[ ] No 
[ ] Don’t Know

Age of Initiation of Use (Adult Protocol) (#030702) 
1. How old were you when you first started smoking cigarettes every day?
AGE: ____
[ ] Don’t Know
…or…
2. How old were you when you first started smoking cigarettes FAIRLY REGULARLY?
AGE: ____ 
[ ] Don’t Know

30-Day Quantity and Frequency (Adult Protocol) (#030802) 
The following are three protocols, depending on the frequency of usage
A. Every-Day Smokers
1. On the average, about how many cigarettes do you now smoke each day?
Number of cigarettes per day ____ 
[ ] Don’t Know
B. Some-Day Smokers
1. On how many of the past 30 days did you smoke cigarettes?
Number of days ____
[ ] Don’t Know
2. On the average, on the days you smoked, how many cigarettes did you usually smoke each day?
		Number of cigarettes smoked per day ____
		[ ] Don’t Know / Refused
C. Former Smokers
1. Have you EVER smoked cigarettes EVERY DAY for at least 6 months? 
[ ] Yes
[ ] No
[ ] Don’t Know
2a. When you last smoked every day, on average how many cigarettes did you smoke each day?
Number of cigarettes a day ____ 
[ ] Don’t Know
Or….
2b. When you last smoked fairly regularly, on average how many cigarettes did you smoke each day? 
Number of cigarettes a day ____
[ ] Don’t Know

Age of Offset of Use (Adult Protocol) (#030902) 
1. About how long has it been since you COMPLETELY quit smoking cigarettes?

Number: _____ 
[ ] Days
[ ] Weeks
[ ] Months
[ ] Years
[ ] Don’t Know


Tobacco (non-cigarette) - Product Use (#081401) 

1. In your ENTIRE LIFE, have you ever:
a. Smoked at least 50 cigars?
1 [ ] Yes
2 [ ] No
3 [ ] Don’t Know / Refused
b. Smoked a pipe at least 50 times? 
1 [ ] Yes
2 [ ] No
3 [ ] Don’t Know / Refused
c. Used snuff, [such as Skoal®, Skoal Bandit® or Copenhagen®] at least 20 times?
1 [ ] Yes
2 [ ] No
3 [ ] Don’t Know / Refused
d. Used chewing tobacco, [such as Redman®, Levi Garrett® or Beechnut®] at least 20 times?
1 [ ] Yes
2 [ ] No
3 [ ] Don’t Know / Refused




Alcohol

Lifetime Use (#030101)
1. In your entire life, have you had at least 1 drink of any kind of alcohol, not counting small tastes or sips?
[ ] Yes
[ ] No -> skip pattern

Age of First Use (#030201)
1. About how old were you when you first started drinking, not counting small tastes or sips of alcohol?
___Age
[ ] Never drank

30-Day Quantity and Frequency (#030301)
1. During the past 30 days, on how many days did you drink one or more drinks of an alcoholic beverage?
# OF DAYS: ____  (Put “00” if you did not drink in the past 30 days)
[ ] Don’t Know
2. On the days that you drank during the past 30 days, how many drinks did you usually have each day? Count as a drink a can or bottle of beer; a wine cooler or a glass of wine, champagne, or sherry; a shot of liquor or a mixed drink or cocktail.
	# OF DRINKS: ____ (Put “00” if you did not drink in the past 30 days)
	[ ] Don’t Know

Maximum Drinks in 24 Hours (#030401) 
1. What was the LARGEST number of drinks that you ever drank in a single day?
___ Number
[ ] Never drank
	[ ] Don’t know

 
Substances - Lifetime Use (#031101, #031201, #031301) 

Must be customized for the setting

				Have you				In last 30 days
				ever used?	Age at first use		how many days used?
				Y   N  DK	   (Years   DK		# days	   DK
1-Sedatives 			[ ] [ ] [ ]	   	   [ ]			   [ ]
2-Tranquilizers 			[ ] [ ] [ ]	   	   [ ]			   [ ]
3-Painkillers 			[ ] [ ] [ ]	   	   [ ]			   [ ]
4-Stimulants 			[ ] [ ] [ ]	   	   [ ]			   [ ]
5-Marijuana, hash,		[ ] [ ] [ ]	   	   [ ]			   [ ]
   HC, or grass 
6-Cocaine 			[ ] [ ] [ ]	   	   [ ]			   [ ]
7-Crack cocaine			[ ] [ ] [ ]	   	   [ ]			   [ ]
8-Hallucinogens, 		[ ] [ ] [ ]	   	   [ ]			   [ ]
   e.g. LSD 
9-Inhalants or solvents 		[ ] [ ] [ ]	   	   [ ]			   [ ]
10-Heroin 			[ ] [ ] [ ]	   	   [ ]			   [ ]
11-Any other medicines, 	[ ] [ ] [ ]	   	   [ ]			   [ ]
    or drugs, or substances?


Streamlined Medical & Infectious Disease History
(More detailed questions for some conditions included below)

Has a doctor ever told you that you had any of the following conditions?
										How old were you the
			Yes	No	Not sure	Refuse to Answer	first time you had it?

High blood pressure	[  ]	[  ]	[  ]		[  ]			______ Age

High cholesterol	[  ]	[  ]	[  ]		[  ]			______ Age
 (high fat in your blood)

Heart attack		[  ]	[  ]	[  ]		[  ]			______ Age

Arrhythmia		[  ]	[  ]	[  ]		[  ]			______ Age
(irregular heart beats)

Rheumatic fever	[  ]	[  ]	[  ]		[  ]			______ Age

Asthma or wheezing	[  ]	[  ]	[  ]		[  ]			______ Age

Stroke			[  ]	[  ]	[  ]		[  ]			______ Age

Kidney disease		[  ]	[  ]	[  ]		[  ]			______ Age

Diabetes		[  ]	[  ]	[  ]		[  ]			______ Age
High blood sugar

Cancer			[  ]	[  ]	[  ]		[  ]			______ Age
If yes, indicate the where the cancer started 			

Schizophrenia		[  ]	[  ]	[  ]		[  ]			______ Age

Tuberculosis (TB)	[  ]	[  ]	[  ]		[  ]			______ Age

Malaria			[  ]	[  ]	[  ]		[  ]			______ Age

Sleeping sickness	[  ]	[  ]	[  ]		[  ]			______ Age

AIDS (HIV)		[  ]	[  ]	[  ]		[  ]			______ Age




Arrhythmia (Atrial and Ventricular) (#041101) 
1. Have you been told you have/had a heart rhythm problem called atrial fibrillation? 
[ ] No
[ ] Yes
[ ] Maybe
[ ] Unknown
If yes:
1.a. Date of first episode
Date: __ / __ / _____ (code year as 4 digits, example: Year 1999=1999)
[ ] unknown
2. ER/hospitalized or saw M.D.? 
[ ] No
[ ] Hosp/ER
[ ] Saw M.D.
[ ] Unknown
Hospitalized at:__________________________________
M.D. seen:______________________________________
3. Permanent pacemaker insertion? 
[ ] Yes
[ ] No
[ ] Maybe
[ ] Don’t Know
If Yes:
3.a. Year done:
[ ] Year __ __ __ __
[ ] Unknown
4. Are you taking any of the cardiovascular medications below?
a. Anticoagulants (Coumadin, Warfarin, etc.) 
[ ] No
[ ] Yes, now
[ ] Yes, not now
[ ] Maybe
[ ] Unknown
b. Antiarrhythmics (Quinidine, Procainamide, Norpace,Disopyramide,etc) 
[ ] No
[ ] Yes, now
[ ] Yes, not now
[ ] Maybe
[ ] Unknown
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Rheumatic Fever/Rheumatic Heart Disease (#041401) 
1. Has a doctor ever said you had rheumatic fever (inflammatory rheumatism)? 
[ ] Yes
[ ] No
If Yes;
2. Have you had it in the past 12 months? 
[ ] Yes
[ ] No
[ ] Don’t Know
3. Are you taking any pills or medicine for it? 
[ ] Yes
[ ] No
If Yes;
4. What is it? ____________________________________________________


 



History of Stroke - Ischemic Infarction and Hemorrhage 
Similar to PhenX protocol #130301), but taken from Jones et al. Validating the Questionnaire for Verifying Stroke-Free Status (QVSFS) by Neurological History and Examination. Stroke 2001;32:2232-6.

1. Were you ever told by a physician you had a stroke?
         [ ] Yes
         [ ] No 
         [ ] Don’t know 
2. Were you ever told by a physician you had a TIA, ministroke, or transient ischemic attack??
         [ ] Yes
         [ ] No 
         [ ] Don’t know 
3. Have you ever had a sudden painless weakness on one side of your body?
         [ ] Yes
         [ ] No 
         [ ] Don’t know
4. Have you ever had a sudden numbness or a dead feeling on one side of your body?
         [ ] Yes
         [ ] No 
         [ ] Don’t know
5. Have you ever had a sudden painless loss of vision in one or both eyes?
         [ ] Yes
         [ ] No 
         [ ] Don’t know
6. Have you ever suddenly lost one half of your vision?
         [ ] Yes
         [ ] No 
         [ ] Don’t know
7. Have you ever suddenly lost the ability to understand what people are saying?
         [ ] Yes
         [ ] No 
           [ ] Don’t know
8. Have you ever suddenly lost the ability to express yourself verbally or in writing?
         [ ] Yes
         [ ] No 
           [ ] Don’t know


Personal History of Kidney Failure (#140601) 
1. Has a medical person ever told you that you had kidney failure?
1 [ ] Yes
2 [ ] No (skip to end)
9 [ ] Unknown (skip to end)
1a. If "YES", are one or both working well now?
1 [ ] Yes
2 [ ] No 
9 [ ] Unknown 
1b. How old were you when you were first told by a medical person that you had kidney failure? Indicate the actual age.
|__|__|__|
999[ ]Don’t Know 
2. Are you currently on renal dialysis?
1 [ ] Yes
2 [ ] No 
9 [ ] Unknown 
3. Have you ever had a kidney transplant?
1 [ ] Yes
2 [ ] No 
9 [ ] Unknown

Questions suggested by NIDDK:

1) Has anyone in your family had kidney disease or died from kidney disease (not a urinary tract infection)?
 
2) Do you know the type of kidney disease?
 
3) Has a doctor told you your kidneys have low function?
 
4) Has a doctor told you you have a kidney disease?
 
5) Have you ever had a urine test? If so. When? Where? Do you know the doctor’s ’ name / contact info 

Personal History of Type 1 and Type 2 Diabetes (#140501) 
Has your doctor or health care professional told you that you had one of the following: 
1. Diabetes (sugar in blood) 
1 [ ] Yes
0 [ ] No
9 [ ] Don’t Know 
IF YES:
a. Are you taking medicine for this? 
1 [ ] Yes
0 [ ] No
9 [ ] Don’t Know 
If Yes to a 
[ ] Insulin
[ ] Pills
IF YES:
b. At what age was this first treated? 
|__|__|__|
9[ ]Don’t Know 
c. Was insulin your first diabetes medicine? 
1 [ ] Yes
0 [ ] No
9 [ ] Don’t Know 
d. For Women: did diabetes occur ONLY during Pregnancy? 
1 [ ] Yes
0 [ ] No
9 [ ] Don’t Know 

Self-report of Human Immunodeficiency Virus (HIV) Testing (#570201) 
Q1. Have you ever been tested for HIV?
0 [ ] No
1 [ ] Yes
	9 [ ] Unknown

If yes, 
Q2. When did you have your most recent HIV test?
	__ __/ __ __ __ __
	(M M/  Y   Y   Y  Y)
Q3. What was the result of your most recent HIV test? 
	[ ] 1 Negative
	[ ] 2 Positive
	[ ] 3 Never obtained results
	[ ] 4 Indeterminate
	[ ] 7 I prefer not to answer
	[ ] 9 Don’t know
 


[bookmark: _ENREF_1]1.	Hamilton, C.M. et al. The PhenX Toolkit: Get the Most From Your Measures. American Journal Of Epidemiology 174, 253-260 (2011).
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