	START
	SWISS HIV COHORT STUDY (SHCS)


	Page 1/12
V27[05/20]
	Number



Anonymous Linkage Code (ALC)
	Please fill in the first letter and the number
	
	
	 Explanation : In case of double first names (hyphenated or in two 

	of letters for the patient’s first name
	
	
	 words) refer only to the first part of name. For names with more

	
	
	
	 than 9 letters, enter ‘length’ = 0. 

	
	
	
	 Ex : Susanne = S7, Jean-Marc =J4, Gianpietro = G0


	A. Informed Consent : Please confirm that you have informed the patient about the methods and aims of the Cohort Study and the general consent for genetic testing and that he/she has signed the corresponding document.

	
	
	
	

	
	Date the patient has signed
	
	

	
	
	
	

	In the case of new findings arising from genetic analysis that might have clinical importance patient wishes:

:

	 to be informed
	
	

	 not to be informed


	
	

	that treating physician will take the decision whether or not to inform

	
	

	
	
	

	
	
	yes/ no
	
	

	B. Demography
	Nationality :                          Swiss
	
	
	
	

	
	if no :
	
	Canton of Residence
 :
	


	
	Ethnicity
 (race)        white
	
	1

	
	black
	
	2

	
	hispano-american
	
	3

	
	asian
	
	4


	C. HIV-Epidemiology

	
	

	enter date
 of first positive HIV-test
	
	
	
	

	enter date of first documented
 positive HIV-test
	
	
	
	

	
	yes no unknown

	
has there ever been a negative test?
	
	
	
	

	
if yes, enter date of last negative HIV-test
	
	
	
	

	
do you have written documents of this negative result?
	
	
	
	

	
	
	
	
	


	D. I.V. Drugs between 1980 and the first positive HIV test
	
	yes/no/unknown

	
has the patient injected drugs between 1980 and the first positive HIV test?
	
	
	
	

	
	
	
	
	


E. Sexual Preference
	
homosexual
	
	1
	
	
heterosexual
	
	3

	
bisexual
	
	2
	
	
unknown
	
	9
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F. Which source of HIV-infection would you consider to be most likely?

	check one field only:
homosexual contacts
	
	1
	other blood products (e.g.transfusions)
	
	6

	
heterosexual contacts
	
	2
	perinatal transmission
	
	7

	
i.v drug use (with needle sh.)
	
	3
	
	
	

	i.v. drugs/sexual contacts (unclear which one)  
	
	4
	other sources (specify) 
	
	0

	clotting factors (against hemophilia)
	
	5
	unknown/inconclusive
	
	9
	


G.  Is the patient aware of one or more potential sources of infection (sexual partner/ needle exchange)?

	
	yes
	
	no
	
	doesn’t wish to answer


If yes:
  Man/Woman

	· Sexual contact with :
	regular partner
	
	

	
	occasional partner
	
	

	
	anonymous partner
	
	


	· Needle exchange with:
	regular partner
	

	
	other persons

	


H.  Can the patient give information about the time of potential infection?

	
	yes
	
	no
	
	doesn’t wish to answer


	
	If yes, 
	
	
	

	
	with a HIV-infected partner (known to be infected at time of potential transmission):
	
	
	

	
	unprotected sexual activity from
	
	to
	

	
	needle exchange from
	
	to
	

	
	
	
	
	

	
	with a partner of unknown HIV positive status :
	
	
	

	
	unprotected sexual activity from
	
	to
	

	
	needle exchange from
	
	to
	

	
	
	
	
	

	
	other situations of risk                          from
	
	to
	


I.  Where did the infection most likely take place?

	· In Switzerland, canton :
	
	


	· Abroad
	
	temporarily
	
	as a resident


	Country: _____________________


	· Unknown
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J.   Educational background

	highest completed educational degree 

(check only one):


	
	

	no completed school or
keine abgeschlossene Schul- oder Berufsbildung
professional education
aucune formation scolaire ou professionnelle terminée
	
	1

	
	
	

	mandatory school
obligatorische Schule (Primar-/Sek.-/Real-/Bezirksschule, Untergymnasium)
(9 years in Switzerland)
scolarité obligatoire
	
	2

	
	
	

	finished apprenticeship
Berufslehre oder Vollzeit-Berufsschule

apprentissage ou école professionnelle à plein temps
	
	3

	
	
	

	bachelor
Maturitätsschule, Primarlehrerausbildung

école préparant à la maturité, école normale
	
	4

	
	
	

	higher professional
höhere Berufsausbildung (z.B Meisterdiplom, eidg. Fachausweis)
education
formation prof. sup. (obtention de la maîtrise, diplôme prof. sup./fédéral)
	
	5

	
	
	

	higher technical or
höhere Fachschule (z.B. HTL, HWV, HKG, Schule für Soz.arbeit)
commercial school
école prof. supérieure (par ex. ETS, ESCEA, ECCA, institut d'études sociales)
	
	6

	
	
	

	university
Universität, Hochschule

université, h. école, école polytechnique
	
	7

	
	
	

	other
andere Ausbildung:

autre formation:
________________________________________
	
	0

	
no information
	
	9

	
	

	K. Economic aspects within the last six months
How did the patient earn his/her living? 
[%]

from his/her job, including occasional jobs

pro

from insurances
 or social welfare

inw

unemployment benefits

une

from spouse, parents, children, relatives

rel

from savings

sav

other:__________________________

oth

no information (to be entered as 100%

NOI

Total (must sum up to 100%)

100



	

	

	


L.Link with external laboratory data storage

	

	HIV drug resistance genotype
	date of blood sampling
	

	
	
	
	

	
	
	Executing laboratory :
	


              Determination of ART plasmaconcentration

	Report number (called No échantillon on the report form)
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M. Special events and conditions within the last six months
	yes / no / no answer
	yes / no / no answer

	treated by psychiatrist

	
	
	
	
	in drug program (Methadone, Heroin, etc.)
	
	
	
	

	in prison
	
	
	
	
	travel to tropics
	
	
	
	


	yes / no / no answer
	

	Depression
	
	
	
	 If yes : 
	
	
	
	

	
	
	
	
	
	        and diagnosed by :
	
	
	

	
	
	
	
	
	psychiatrist
	
	
	

	
	
	
	
	
	other physician
	
	
	

	
	
	
	
	
	SHCS physician
	
	
	

	
	
	
	
	
	

	
	yes
	no
	unknown
	Diagnostic tool used by non psychiatrist (tick only one)

	First event of depression?
	
	
	
	
	“Two question”screening”

	
	1
	

	
	
	
	
	
	
	DSM V criteria
	
	2
	

	
	
	
	
	
	
	other validated instrument
	
	3
	

	
	
	
	
	
	
	other
	
	4
	

	
	
	
	
	
	
	unknown
	
	9
	


	Injection drug use within the last six months

	
	yes
	no
	no answer

	· Heroin
	
	
	
	

	if yes, which frequency 
	( daily
	( weekly
	( monthly
	( less frequently
	( unknown

	
	
	
	
	
	

	
	yes
	no
	no answer

	· Cocaine
	
	
	
	

	if yes, which frequency 
	( daily
	( weekly
	( monthly
	( less frequently
	( unknown

	
	
	
	
	
	

	
	yes
	no
	no answer

	· Other
	
	
	
	 if yes, specify drug :_________________________________ and

	 frequency 
	( daily
	( weekly
	( monthly
	( less frequently
	( unknown

	
	
	
	
	
	

	Non-injection drug use within the last six months (except alcohol and nicotine)

	
	yes
	no
	no answer

	· Heroin
	
	
	
	

	if yes, which frequency 
	( daily
	( weekly
	( monthly
	( less frequently
	( unknown

	
	
	
	
	
	

	
	yes
	no
	no answer

	· Cocaine
	
	
	
	

	if yes, which frequency 
	( daily
	( weekly
	( monthly
	( less frequently
	( unknown

	
	
	
	
	
	

	
	yes
	no
	no answer

	· Cannabis
	
	
	
	

	if yes, which frequency 
	( daily
	( weekly
	( monthly
	( less frequently
	( unknown

	
	
	
	
	
	

	
	yes
	no
	no answer

	· Other
	
	
	
	 if yes, specify drug :_________________________________ and

	frequency 
	( daily
	( weekly
	monthly
	( less frequently
	( unknown
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S. History of cardio-vascular risk factors

	
	yes
	no
	unknown

	Positive family history : ● Myocardial infarction and stroke
	
	
	

	                                                                                   ● Diabetes
	
	
	

	
	
	

	
	yes
	no

	                            Patient’s history ● Known hypertension
	
	

	             since
	

	                           treated since
	

	
	yes
	no

	Has the patient ever smoked tobacco cigarettes
	
	

	if yes :
Number in ‘packyears’
	

	
	
	
	
	


Definitions

· Positive family history 

- Myocardial infarction or stroke before age of 50 in any first degree relatives (genetic mother, father, brothers and sisters).

- Diabetes in any first degree relatives.

· Hypertension: blood pressure > 160/95 mm Hg, at least three measures on two different days, patient being in sitting position for at least three minutes or on anti-hypertensive treatment.

· ‘Packyears’ : a measure of lifelong consumption of cigarettes :

smoking during one year 20 cigarettes per day : 1 ‘packyear’
smoking during one year 10 cigarettes per day : ½ ‘packyear’

T. Has the patient ever received an anti-retroviral treatment before entering the SHCS ?
	no
	
	
	unknown
	

	
	
	
	
	

	yes
	
	
	
	


· If this treatment has been prescribed in your outpatient clinic / your office, please report detailed information in the Webmed. 
· If the patient has been treated by other physicians, please enter all available information into the Webmed
	All CD4 and HIV RNA values have to be reported, including results provided by another than SHCS laboratory. Copies of laboratory reports are accepted.

Fill in a LAB-2 form, with one baseline assessment. 
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U. Clinical history

	Diagnosis of opportunistic diseases, IRIS (including hepatitis
	
	none
	

	flare-up) or any malignancy
	
	yes
	→ fill in DISEASE form and

	
	
	
	     checking chart for malignancy

	Was a STD screening done?
	
	none

	
	
	yes

	
	
	

	New diagnosis of serious non opportunistic infection or STD
	
	none

	
	
	yes 
	→ fill in SNOI/STD

	
	



yes  no  unknown

	Hospitalization during the six preceeding months 
	
	
	
	

	 If yes :
	
	
	
	

	Date of hospitalization(s) 
	
	
	
	
	
	Reason 

code*

	
	from
	
	to
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	* Reason
	

	  A = Antiretroviral drug toxicity
	F = Other

	  B = Other acute somatic illness
	G = Unknown

	  C = Injury
	H = Pregnancy

	  D = Long-term care / hospice
	I = serious non opportunistic

	  E = Psychiatric morbidity
	infection → fill in SNOI 



yes   no   unknown
	Cardiovascular and vein diseases/procedures

	
	
	
	


If yes :
	Checking chart

cch
	
	1st event date
	Def
	Pres
	2nd event date
	Def
	Pres

	(
	Myocardial infarction
	
	
	(
	(
	
	
	(
	(

	(
	Coronary angioplasty/stenting
	
	
	
	
	
	
	
	


	(
	Coronary artery by-pass grafting
	
	
	
	
	
	
	
	

	(
	Carotic endarterectomy 
	
	
	
	
	
	
	
	

	
	Procedures on other arteries 
	
	
	
	
	
	
	
	

	(
	Cerebral infarction (stroke) 
	
	
	(
	(
	
	
	(
	(

	(
	Cerebral hemorrhage 
	
	
	(
	(
	
	
	(
	(

	
	Deep vein thrombosis 
	
	
	(
	(
	
	
	(
	(

	
	Pulmonary embolism
	
	
	(
	(
	
	
	(
	(

	
	Heart transplantation
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yes   no   unknown
	Metabolic events/procedures
	
	
	
	


If yes:

	
	
	Date
	
	

	
	Diabetes mellitus, first diagnosis
	
	
	
	

	
	DEXA scan (body composition)

	
	
	
	



 yes   no     unknown
	Liver related events/procedures10
	
	
	
	


If yes:

	Liver biopsy 
	
	yes→ fill in Liver form

	Fibroscan
	
	yes→ fill in Liver form

	Checking chart


	
	Date
	
	

	(
	Bleeding from gastric or esophageal varices
	
	
	
	

	
	Spontaneous bacterial peritonitis (with cirrhosis)
	
	
	
	

	(
	Hepatic encephalopathy (stage III or IV)
	
	
	
	

	(
	Hepatorenal syndrome
	
	
	
	

	
	Diagnosis of cirrhosis (histology)
	
	
	Def
	Pres

	
	Diagnosis of NASH (non-alcoholic steatosis hepatis)
	
	
	(
	(

	
	Diagnosis of portal hypertension
	
	
	
	

	(
	Liver transplantation
	
	
	
	

	(
	Ascites
	
	
	
	



 yes    no    unknown
	Kidney related events/procedures10
	
	
	

	If yes :
	
	Date
	
	

	
	Kidney biopsy
	
	
	
	

	
	HIV associated nephropathy HIVAN
	
	
	
	

	(
	Permanent dialysis (expected to last > 1 month)
	
	
	
	

	(
	Kidney transplantation
	
	
	
	



 yes   no    unknown
	Bone diseases or events/procedures
	
	
	

	If yes :


	Date
	
	

	
	DEXA scan (bone density)10                   fill in FRAX form
	
	
	
	

	
	Avascular necrosis in the femoral head

	
	
	
	

	
	Other avascular necrosis10
	
	
	
	

	(
	Bone fracture with adequate trauma after age of 1810
	
	
	
	

	(
	Low trauma fracture10
	
	
	
	



yes   no   unknown
Date
Def
Pres
	Bacterial Pneumonia10
	
	
	
	            If yes :
	
	(
	(

	Pancreatitis10
	
	
	
	            If yes :
	
	(
	(

	Herpes zoster monodermatomal10
	
	
	
	            If yes :
	
	
	


	START


	SWISS HIV COHORT STUDY (SHCS)
	Page 12/12
V27[05/20]
	Number


	
	yes
	no
	unknown

	V. Anal cancer screening since last follow up
	
	
	

	If yes, enter date :
	

	
	

	
	
	
	

	
	
	by cytology
	
	by anoscopy
	


W. HLA B5701 genetic testing
	positive
	
	negative
	
	unknown
	


	If tested, enter date :
	

	
	


X. Vaccination against Streptococcus pneumonie
Has the patient ever been vaccinated against Streptococcus pneumonie:

	
	yes
	
	no
	
	unknown
	


If yes:
	Polysaccharide Vaccine
	yes
	
	no
	
	unknown
	


	Number of vaccinations in total
	1
	
	2
	
	3
	
	unknown
	


If yes:






unknown
	Date of first vaccination 
	
	□
	(dd/mm/yyyy) or (yyyy)

	Date of second vaccination 
	
	□
	(dd/mm/yyyy) or (yyyy)

	Date of third vaccination 
	
	□
	(dd/mm/yyyy) or (yyyy)


	Conjugated Vaccine
	yes
	
	no
	
	unknown
	


	Number of vaccinations in total
	1
	
	2
	
	unknown
	


If yes:






unknown
	Date of first vaccination 
	
	□
	(dd/mm/yyyy) or (yyyy)

	Date of second vaccination 
	
	□
	(dd/mm/yyyy) or (yyyy)


If reason code F (other), please specify :











� Use abbreviations according to car license plates. Enter XX for canton if patient is not residing in CH, and indicate country of residence.


� Ethnicity cannot be derived from nationality


� If you have detected the positive HIV status of this patient at your clinic or in your office, please make sure this infection has been reported to the Federal Office of Public Health. 


� Convention for all dates: if exact date is not known, write only the available information (e.g. 98 or 3/98). 


� Documented by: reports from the laboratory, letter of referral from another hospital or the general practitioner with exact dates of the test.


� Includes health insurances, pension for disability : IV/AI, pension for retired persons : AHV/AVS.


� concerns ambulatory treatment only


� “Two question screening” 1) During the past month, have you often been bothered by feeling down, depressed or hopeless? 2) During the past month, have you often been bothered by little interest or pleasure in doing things?”


� Indicate any of these diseases and procedures that have ever been diagnosed / performed.


� For repeated procedures please indicate last one.


� For repeated diagnosis/procedures use first one





