9. DATA COLLECTION ON TREATMENT AND FOLLOW-UP OF SCREEN-DETECTED LESIONS 

9.0  Executive summary 
9.1  Background and aims 
The diagnostics procedures and criteria; management, i.e., treatment and follow-up; as well as data collection of screen- or otherwise detected pre-cancerous lesions vary between countries or regions, even between laboratories and hospitals. No previous recommendations exist in the European level on the data collection of treatment and follow-up of screen-detected lesions. This data collection and monitoring is important for quality assurance of the screening programme. This will improve quality also of the management outside the screening programmes.  

The aim of this section is to suggest what data need to be collected and audited on the management of lesions, and how the European recommendations in the treatment and follow-up guidelines can be monitored in practice. It is also important to improve the quality of the data on treatment, and monitor the data and treatment outcomes regularly. 

9.2  Data required  
To allow uniform and precise monitoring of treatment, it is necessary for data items to be defined and coded consistently. The list in Table 1 includes data items used. Only reports on individual patient information are included. They provide the opportunity of feasible and prompt monitoring, so that action can be taken quickly if the need arises. There is also a proposal which data need to be recorded systematically in the screening registration. 

9.3. Audit procedures 
To produce improvements in the nation-wide screening programmes auditing, feedback and careful analysis of emerging problems in the management of cancerous or pre-cancerous lesions is necessary. The best setting for these activities is multidisciplinary meetings arranged for all of the units involved. In fact, although many of the indicators relate to individual skills or to recognition of recommendations by individuals, most involve the team as well. Discussion of data analysis reports during multidisciplinary meetings often prompts improvement of quality of data itself, like more accurate item definition, classification and coding. Efforts should be made to perform management audit and to do this with cytopathologists, cytotechnicians, pathologists, gynaecologists and epidemiologists of the programme. The feedback process is likely to be easier in an organised screening programme with well-trained staff.  Appropriate auditing requires resources; for example, data managers with some clinical expertise in the screening programme units including treatment units caring for patients with screen-detected lesions. 

The recommended minimum set of indicators should be permanently monitored. Other indicators, once correct practice has come in use, do not need continuous quantitative measurement. The minimum set of indicators can be monitored `by hand' collecting items described in Table 1, but the use of an audit system is highly recommended for practical reasons and because it facilitates homogeneous data recording. The potential benefits of audit are unlikely to be accomplished unless physicians (gynaecologists) take responsibility for it and see it as an opportunity for permanent education and professional improvement rather than an attempt to control their activity. 

Follow-up of the outcome (e.g. cancer or residive pre-cancerous lesion after a treatment of a pre-cancerous lesions, deaths occurred, and survival rates after cancer treatments) need also to be included in the auditing process. Systematic outcome data can be acquired by linking the treatment information, e.g. operation and diagnosis codes, with cancer registry or death records. 

Table 1. Data to be collected on the management of lesions 

MINIMUM DATA ON PRIMARY TREATMENT

Personal identification

- personal identifier 

- date of birth  

Diagnosis 

- date of diagnosis

- diagnosis and diagnosis code 

- stage 

- gradus 

Treatment 

- date of treatment 

- treating physician 

- hospital code 

- operation code  

- radiotherapy

-chemotherapy

- radical hysterectomy 

- total hysterectomy

- amputation of cervix 

- conisation 


- LEEP 


- laser


- knive

- local destructive therapy 


- laser


- cryo


- electrocoagulation 

Compliance of

- treatment

- follow-up 

FOLLOW-UP DATA AFTER TREATMENT (AVAILABLE IN HOSPITAL REGISTRY) 

Personal identification

- personal identifier 

- date of birth  

- date of follow-up visits 

Diagnosis 

- date of diagnosis

- diagnosis and diagnosis code 

- stage 

- gradus 

Treatment 

- date of treatment 

- treating physician 

- hospital code 

- operation code  

- radiotherapy

-chemotherapy

- radical hysterectomy 

- total hysterectomy

- amputation of cervix 

- conisation 


- LEEP 


- laser


- knive

- local destructive therapy 


- laser


- cryo


- electrocoagulation 

Compliance of

- treatment

- follow-up 

CARCINOMA CASES DURING FOLLOW-UP AFTER TREATMENT (FROM REGISTER-BASED SOURCES) 

- personal identifier 

- date of diagnosis  

- diagnosis code 

- stage 

- gradus 

- vital status of the patient 

- cause of death 

PRE-CANCER CASES DURING FOLLOW-UP AFTER TREATMENT (FROM REGISTER-BASED SOURCES)

- personal identifier 

- date of diagnosis 

- diagnosis code 

