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In 2004, a lymphogranuloma venereum (LGV) epidemic among men 
who have sex with men in the Netherlands motivated the introduction 
of enhanced surveillance. We evaluated the acceptability of the 
enhanced LGV surveillance in the Netherlands in 2004-2005 to 
provide recommendations for future surveillance. Completeness 
of requested patient information was analysed. All 12 sexually 
transmitted infection (STI) health services participating in the 
2004-2005 STI surveillance completed evaluation questionnaires 
and rated surveillance system features from 1=“very poor” to 
5=“very good”. Information from enhanced LGV surveillance 
was available for 34 (33%) of 104 cases. For these 34 cases, 
median proportions of response decreased successively for clinical 
information (100%), sexual anamnesis (71%) and details about the 
last sex partners (44%). A median score of 4 (“good”) was assigned 
to simplicity, required resources and surveillance information 
requested and distributed. Seven respondents favoured continuation 
of LGV surveillance, whereof six preferred modifications, usually 
meaning less extensive surveillance. In conclusion, the enhanced 
LGV surveillance was generally regarded as adequate. However, it 
was limited by low completeness, underlining the need to keep 
requested information to a minimum. The routine STI surveillance 
now includes LGV diagnosis and, following this evaluation, the 
additional enhanced surveillance was discontinued. However, 
occasional cases justify alertness and LGV remains under routine 
STI surveillance in the Netherlands.

Introduction  
Lymphogranuloma venereum (LGV) in Europe
Since 2004, LGV has been recognised as a public health 

concern among men who have sex with men (MSM) in western 
Europe, particularly in the United Kingdom, France, Germany and 
the Netherlands [1-6]. Chlamydia trachomatis serovar (genotype) 
L1, L2 or L3, the LGV causative agent, is associated with more 
invasive disease than the urogenital serovars D-K [1]. LGV can 
present with a genital or rectal ulcer or papule, proctitis, mucoid or 
purulent anal discharge, rectal bleeding, anal spasms, tenesmus, 
constipation, inguinal lymphadenopathy (buboes), pain and general 
malaise. The initial alert regarding the present epidemic was based 
on the observation of a cluster of cases among a subgroup of MSM 
in Rotterdam [7-11]. Typically, the cases presented with proctitits, 
were HIV positive, had concomitant STIs and reported having had 
unprotected sex with many partners in the Netherlands and abroad. 

To date, nearly 250 cases have been identified in the Netherlands, 
the majority belonging to the principal risk group [3,12,13]. 

Enhanced LGV surveillance in the Netherlands
In the Netherlands, a national LGV work group was established 

in January 2004, a case definition was developed (Table 1), and 
voluntary enhanced LGV surveillance was launched in March 2004 
[7-9]. The objectives of the LGV surveillance were to; 1) assess the 
magnitude of the outbreak, 2) describe epidemiological aspects 
and, 3) identify risk factors in order to target prevention activities. A 
prerequisite for successful LGV surveillance was national awareness 
with regard to the LGV surveillance, clinical manifestation and 
diagnosis among STI physicians, human immunodeficiency 
virus (HIV) treatment centres, gastroenterologists and other. 
Corresponding information was distributed through email updates, 
national and international alerts [7-10] and information at the 
RIVM website.

The enhanced LGV surveillance was integrated with the routine 
internet-based STI surveillance (SOAP) and applied the case 
definition in Table 1. In 2004-2005, SOAP was based on 12 STI 
clinics and municipal health services that reported STI cases to the 
National Institute for Public Health and the Environment (RIVM) 
(Figure). As well as LGV being included in SOAP, other health 
professionals were also invited to report LGV cases in SOAP or 
on paper to the local municipal health service or the RIVM. The 
municipal health services and the RIVM exchanged information 
regarding LGV cases. In addition to the primarily clinical information 
about other STIs routinely collected in SOAP, the enhanced LGV 
surveillance requested more detailed information through an 
LGV-specific patient form. The additional information included 
LGV clinical manifestation, diagnostics, treatment and detailed 
information about sexual behaviours and meeting places, primarily 
during the past six months. RIVM summarised data and distributed 
feedback information to local and national stakeholders in the form 
of annual reports, presentations and email updates. 

LGV cases have also been identified after the initial cluster, 
demonstrating that LGV is likely to remain on the public health 
agenda [12,13]. In this context, we evaluated the acceptability of 
the enhanced LGV surveillance in the Netherlands in 2004-2005 
to provide recommendations for future surveillance.
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Methods 
Acceptability of the enhanced LGV surveillance in the 

Netherlands in 2004-2005 was estimated by completeness of 
requested information and rating of surveillance system features. 
Epidemiological analyses of the information collected in the 
enhanced surveillance have been published elsewhere [3].

Completeness
First, completeness of the requested LGV patient information 

was measured by the proportion of reported patients for whom 
requested forms had been obtained. Second, for different sections 
of the LGV patient form, the median proportion of response and the 
interquartile range (IQR) were calculated (Table 2). Furthermore, 
timeliness was measured by the duration between symptom onset, 
patient consultation and creation of a report in SOAP.

Rating of surveillance system features and usefulness
In May-August 2006, all 12 STI health services that participated 

in the 2004-2005 routine STI surveillance completed evaluation 
questionnaires. SOAP in general and the enhanced LGV surveillance 
in SOAP were ranked in terms of simplicity, collected information, 
feedback information, required resources and training of staff. 

Section of patient form
Median proportion of 
response in percent 
(interquartile range)

Clinical information

Section overall 100 (88–100)

Clinical manifestation and anamnesis 100 (70–100)

Diagnostics, treatment and care 100 (83–100)

Sexual anamnesis

Section overall 71 (50–78)

Basic anamnesis 76 (61–83)

Techniques and meeting places 65 (46–74)

Details about five last sex partners

Section overall 44 (32–59)

Partner 1 74 (69–74)

Partner 2 59 (56–59)

Partner 3 44 (44–44)

Partner 4 32 (32–32)

Partner 5 32 (32–32)

T a b l e  2
Median proportions of response in patient forms received for 34 
(33%) of 104 cases as part of the enhanced lymphogranuloma 
venereum (LGV) surveillance in the Netherlands in 2004–2005

Group of items
Number of scores 

available / requested 
(percent)*

Median score 
(interquartile 

range)**

SOAP in general*** 36/60 (60) 4 (4–4)

LGV in SOAP*** 24/60 (40) 4 (3–4)

Distributed information,
March-April 2004****

49/60 (82) 4 (4–4)

Distributed information,
May 2004-December 2005**** 49/60 (82) 4 (4–4)

In-house LGV knowledge,
April 2004*****

50/72 (69) 4 (4–4)

In-house LGV knowledge,
at present*****

58/72 (81) 4 (3–4)

*	 Unavailable scores consisted of the answer alternative “don’t know” or 
missing data. 

**	 5=“very good”, 4=“good”, 3=“mediocre”, 2=“poor” and 1=“very poor”
***	 Included features: simplicity, collected information, feedback, required 

resources, required training
****	 Included features: general impression, usefulness, simplicity, timeliness, 

completeness
*****	Included features: clinical manifestation, risk groups in the Netherlands, 

epidemic in the Netherlands, diagnostics, aim of surveillance, LGV in SOAP

T a b l e  3
Ratings of the sexually transmitted infection (STI) surveillance 
system SOAP, the enhanced lymphogranuloma venereum (LGV) 
surveillance and LGV information and knowledge, as reported by 
the 12 STI health services that participated in the STI surveillance 
in the Netherlands in 2004–2005

*SOAP: surveillance system for sexually transmitted infections

�Note: Human immunodeficiency virus (HIV); lymphogranuloma venereum (LGV); municipal 
health service (GGD); 

National Institute for Public Health and the Environment (RIVM); sexually transmitted 
infection (STI); GGD Nederland �is a national association for GGDs; Soa Aids Nederland 
is a national expert centre for STI and HIV.

F i g u r e
The enhanced lymphogranuloma venereum (LGV) surveillance 
system integrated with SOAP* in the Netherlands in 2004-2005
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Report through SOAP:
STI clinic
GGD

/ :
RIVM

Regulation /supervision:
Inspectorate of Health
Ministry of Health

Public health / coordination :
GGD Nederland
Soa Aids Nederland

 

/ 

Contact with 
STI clinic

cases :

GGD
HIV treatment centre
General practitioner
Gastroenterologist

Report in enhanced LGV surveillance

T a b l e  1
Lymphogranuloma venereum (LGV) surveillance case definition in 
the Netherlands in 2004-2005

LGV surveillance case definition*

Confirmed case Probable case Possible case

Anorectal syndrome OR 
contact of confirmed 
case AND positive 
C. trachomatis PCR 
(urine/rectum) AND 
positive or unknown C. 
trachomatis serology 
AND C. trachomatis 
serovar L1-L3

Anorectal syndrome OR 
contact of confirmed 
case AND positive 
C. trachomatis 
serology AND positive 
C. trachomatis PCR 
(urine/rectum)

Anorectal syndrome OR 
contact of confirmed 
case AND positive C. 
trachomatis serology

* As outlined in the user guidelines of the enhanced LGV surveillance
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Distributed information about the enhanced LGV surveillance, 
including instructions and feedback, was ranked as for general 
impression, usefulness, simplicity, timeliness and completeness. 
Further, in-house LGV knowledge was ranked with regard to 
LGV clinical manifestation, risk groups, epidemic, diagnostic 
methods, surveillance objective and surveillance in SOAP. The 
answer alternatives composed a score; 5=“very good”, 4=“good”, 
3=“mediocre”, 2=“poor” and 1=“very poor”. The median score and 
IQR were calculated for each item and group of items (Table 3).

The questionnaire also enquired about perceived usefulness of 
information collected in the enhanced LGV surveillance and the 
prospects for future LGV surveillance. To gather further comments 
on the questionnaire items, we interviewed four STI health 
services who had diagnosed the majority (79%) of LGV cases in 
2004-2005. 

Results  
Completeness
Of 114 LGV cases in the Netherlands in 2004-2005, 10 (9%) 

were retrospectively reported and could not be contacted for 
inclusion in the enhanced LGV surveillance [3]. Of the remaining 
104 reported cases, 34 (33%) were reported in the enhanced 
surveillance with accompanying LGV patient forms. Of these, 31 
(91%) were reported to the RIVM through SOAP while three were 
reported on paper and entered in SOAP at the RIVM. A large number 
of missing forms was attributed to one large STI clinic that at that 
time did not use SOAP to report STI cases. However, this STI clinic 
provided basic information on LGV cases, including consult date, 
basic demographics, sexual preference, other STI diagnoses and 
LGV clinical presentation (inguinal or anorectal). Information on 
detailed symptoms, date of onset, treatment and sexual anamnesis 
was not available for these cases.

For the 34 received patient forms, the response decreased as 
the questions became increasingly detailed (Table 2). Median 
proportions of response for different sections decreased from 
100% for clinical symptoms, diagnostics and treatment to 71% 
for sexual anamnesis and to 44% for details about the five last sex 
partners. For the latter section, median proportions of response also 
decreased successively for details of the first to the fifth partner 
(74%, 59%, 44%, 32%, and 32%). The date of symptom onset 
was known for seven, estimated for 24 and unknown for three 
patients. The median duration from onset to consultation was 57 
days (IQR 29-96 days). The median duration between patient 
consultation and creation of a report in SOAP was 20 days (IQR 
0-62 days), which is a usual time period for obtaining laboratory 
results [14].

Rating of surveillance system features
The 12 STI health services provided 266 (69%) of 384 

requested scores, while the remainder consisted of either the 
answer alternative “don’t know” or missing data (Table 3). Overall, 
the ratings of different features of the enhanced LGV surveillance 
corresponded to a median score of 4 (“good”) (IQR 4-4). The items 
relating to SOAP in general and the LGV surveillance in SOAP 
generated median scores of 4 (IQR 4-4 and 3-4, respectively). The 
information distributed about the LGV surveillance in the start-up 
phase (March-April 2004) and thereafter (May 2004-December 
2005) also yielded median scores of 4 (IQR 4-4 and 4-4). The 
STI health services’ initial (April 2004) and present in-house LGV 
knowledge corresponded to median scores of 4 (IQR 4-4 and 3-4, 
respectively). The above picture was supported by the interviews. 

Seven respondents had experience of LGV patients, but results 
did not appear to differ between respondents with and without 
LGV experience. 

Future LGV surveillance
Of the 12 STI health services, eight regarded the information 

collected by the enhanced surveillance in 2004-2005 as useful, 
while one regarded it too detailed and three did not provide an 
opinion. Six respondents favoured continued LGV surveillance 
but in modified form, one respondent preferred continued LGV 
surveillance in its present form, two deemed that there should be no 
LGV surveillance at all, while three did not provide a preference with 
regard to future LGV surveillance. Modifications of the enhanced 
LGV surveillance usually referred to collection of less information 
as clarified in comment fields and interviews. Downscaling of the 
enhanced surveillance was motivated by perceptions of limited 
public health importance and low usefulness outside outbreak 
situations. 

Discussion 
The present evaluation of the enhanced LGV surveillance in the 

Netherlands in 2004-2005 showed that participating STI health 
services generally regarded the surveillance as adequate. This 
notion is limited by the occasionally low proportions of response 
in the evaluation questionnaire (Table 3). This applies in particular 
to the enhanced LGV surveillance section, probably because not 
all respondents had direct experience of LGV cases and thus of 
the enhanced surveillance. The tendency towards satisfied ratings 
contrasts with the low completeness of requested information, 
especially the low proportion of received patient forms (33%), 
which indicates that the enhanced LGV surveillance did not fully 
function as intended. 

Usefulness of the enhanced LGV surveillance
The patient information received through the enhanced LGV 

surveillance confirmed the initial observation of an epidemic among 
a high-risk subgroup of MSM [3]. The basic information available 
for reported cases without the patient form showed a similar picture. 
This absence of evidence of spill-over into other population groups 
is important when devising public health responses. In the context 
of the first surveillance objective, this evaluation offers no reason 
to suspect that there were considerable numbers of not notified 
diagnosed LGV cases, although underdiagnosis cannot be excluded. 
With regard to the other two surveillance objectives, the cases have 
been described elsewhere [3]. Thus, it can be concluded that the 
enhanced LGV surveillance provided information according to the 
stated objectives.

However, the usefulness of the collected patient information 
was limited by low completeness, notably the low proportion 
of available patient forms (33%). Moreover, low proportions of 
response could be associated with detailed questions regarding 
sexual anamnesis. This may be attributed to the intimate nature 
of the questions, the time required to complete the patient form 
and a limited perceived usefulness of the most detailed questions. 
Low response for detailed behavioural questions has been noted 
in the corresponding enhanced LGV surveillance in the United 
Kingdom [4] and France (Anne Gallay, personal communication, 
26 March 2007), and the Dutch form stood out in that it asked 
for more detailed information about the five last sex partners. This 
evaluation highlights that a prerequisite for efficient surveillance is 
to keep requested information to the minimum required for public 
health action. 
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Future LGV surveillance
In 2006-2007, an increase in LGV cases in Amsterdam 

confirmed a need for sustained alertness and surveillance [12, 
13]. Since 2004, the routine STI surveillance in SOAP has been 
gradually expanded and now includes LGV diagnosis and serovar. 
Furthermore, information is presently routinely collected on basic 
demographics, sexual preference, number of sex partners during 
the past six months, other STIs, condom use during the last sexual 
contact and unprotected contacts abroad during the past three 
months. Thus, the routine STI surveillance alone should presently, 
in conjunction with alertness among clinicians, provide a sufficient 
basis for public health action. If deemed necessary, such action 
may include research on clinical and behavioural characteristics 
of cases in order to follow the epidemic’s development in more 
detail. 

The present evaluation was presented at a national STI 
expert meeting and a proposal to discontinue the enhanced LGV 
surveillance was accepted. The revised objective for future LGV 
surveillance is to monitor and analyse trends in LGV cases in the 
Netherlands and thus obtain basic information to guide public 
health action. Furthermore, the Dutch case definition may be 
adapted according to the standard case definition of the European 
Centre for Disease Prevention and Control (ECDC), which could 
reduce differences among European countries [2-5]. 

Conclusion
The enhanced LGV surveillance was useful to confirm risk groups 

[3] and the present evaluation indicates that the surveillance was 
generally regarded as adequate. Public health usefulness was 
limited by low completeness of information requested through 
the LGV patient form. The low completeness may be attributed 
to occasionally low acceptability and too detailed questions, 
underlining the need to keep requested information to a minimum. 
The routine STI surveillance has been expanded and now includes 
LGV diagnosis, reducing the added value of the enhanced LGV 
surveillance. Accordingly, in July 2007, following this evaluation, 
the enhanced LGV surveillance was discontinued. However, 
occasional cases justify alertness and LGV remains integrated in 
the routine STI surveillance in the Netherlands.
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