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The Stichting HIV Monitoring performs the prospective collection of data
of 14960 (2008) HIV-infected persons. In the treatment centres, data
collectors obtain data directly from the patients’ medical files and enter
the data online into the database of ATHENA national observational

cohort, using specific protocols to standardize the data collection and to
minimize errors.

To determine whether the data collectors collected the information that
should be collected.

Methods

*The outpatient clinic charts from two anonymous patients were selected.
The first clinic chart consisted of data from the first visit to the outpatient clinic of an HIV
treatment centre (once-only data) and three follow-up visits (longitudinal data). The second
clinic chart consisted of nine follow-up visits.

* Of the 42 data collectors eligible to participate, 38 data collectors took part.

A standard for the data to be collected was determined and consisted of 168
items. Because the data monitors normally check the data’s accuracy and
completeness, and check for the correct use of the specific protocols, they were
able to determine the standard for the collected information.

*The items collected by the data collectors were compared to the standard and
were coded as “correct” or “incorrect”. The percentages of correct and incorrectly
collected data were calculated.

*The statistical tests used for the normally distributed variables were Student’s t-
test and univariate linear regression analysis; those used for the non-normally
distributed variables were Wilcoxon rank sum test, spearman’s rank correlation
coefficient, and Fisher’s exact test.
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Results
*The percentage “correct” was higher for clinic chart 1 (mean: 83% correct, SD
7%) than for clinic chart 2 (mean: 78% correct, SD 8%) (figure 1 +2).

 All categories contained incorrectly collected data. The incorrectly collected data
were divided into missing data, incorrect start-stop dates, and surplus collected
data (data not shown).

*Almost all start-stop dates would change into “correct” if “mmyy” was
considered correct (instead of the standard “ddmmyy”) (data not shown) .

*Not all data collectors used specific protocols, although there was no significant
difference in the percentages “correct” when the protocols were used and when
they were not used (figure 1 +2).

*Sources other than the written comments were not always checked (medical
letters, diagnostic information, laboratory results) (data not shown).

Figure 1: Percentages “correct” collected categories, clinic chart 1
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Chart 1 N=38 data collectors Percentages ‘correct”
Mean | 5D *** | Minimum | Maximum | Using Mot using P-value
protocol protocol
Mean (N) | Mean (N)
Overall:
correct chart | (%) 23 7 [ o4 g5 (H=16) 82 (M=22) 016 *
Calegories:
correct data, only collected at first visil (%5) | 84 2 53 100 25 2(N=16) |84 * (N=22) 067 +*
correct AIDS-defining everts (36) [a] 13 33 20 60 *(H=34) |63 * (=1 046 **
correct adverse events (751 36 31 0 100 3T s(N=2Z) |55° (=16 003+
correct Antiretrovital Thetapy (%o) o2 1 63 100 86 S(N=26) | 8% * (N=12) 031 **
correct co medication (o) ) 14 30 100 B3 S(N=36) |66 * (N=21 009 **
correct wisits (%) FHHF 26 7 75 100
* Student’s t-test  ** Wilcoxon rank sum test  *** Standard dewiation  **** Ho protocol
* The ‘mean’ is given instead of the “mean rank score’ to better understand the differences
Figure 2: Percentages “correct” collected categories, clinic chart 2
Chart 2 N=36 data colleciors Percentages ‘correct’
Mean SD *** | Minimum Maximum | Using protecol | Not using protocel | P-value
Mean () Mean ()
Overall
cotrect chart 2 (%) 78 B 38 o1 B (H=6) 77 (=30 040
Categories:
correct AIDS defining Ioa o 10a Ioa
events () Fhh
correct adverse events (%) 75 20 14 100 74+ (N=16) 75+ (H=20) 090 **
cotrect Antiretroviral Therapy (96) | 72 11 a7 97 73 (N=29) 69 (N=7) 031 %+
correct co medication (%) [3] 18 33 100 &7+ (N=30) 57+ (N=6) 023 %%
correct wisits (3) *HAEE a1 8 76 100
* Student’st-test  ** Wilcoxon rank sumtest  *** Standard deviation **** No AIDS-defining events had to be collected  ***** No protocol

* The ‘mean’ is given instead of the ‘mean rank score’ to better understand the differences

* High proportion of correctly collected data (clinic chart 1: 83% correct,
clinic chart 2: 78% correct)

e Incorrectly collected data were divided into missing data, incorrect start-stop
dates and surplus collected data.

* First, the specific protocols should be easy to follow, with clear descriptions, but
because of the complexity of the HIV disease and the variation in the content of
the clinic charts, the protocols remain difficult.

* Therefore, data collectors should be more knowledgeable about HIV disease, so
they can better recognize what data to collect.

* Data collectors should also be trained in the use of difficult protocols to improve
their ability to collect data.

* In addition, all data collectors need to be trained to check sources other than
written comments, especially if the characteristics of the patient contain “data
collected at first visit only” and/or events (“adverse events” and “CDC events”).

* Finally, there should be more agreement among physicians about what
information to record in the clinic charts to facilitate data extraction for the data

collectors.




