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Protokoll Styrelsemöte

2019-11-26 kl 17.00-18.30 å Malmö Live
Närvarande: Erik Nordenström, Anders Bergenfelz, Martin Almquist, Joakim Hennings, Anna Koman, Andreas Muth
Agenda
1. Förra mötesprotokollet godkändes
2. Styrelsens sammansättning 2019-2020: Martin Almquist lämnar sitt uppdrag och kommer ersättas av Olov Norlén när det gäller SFEK mandat. Anders Bergenfelz kommer efter vårens internatmöte lämna sina uppdrag inom SQRTPA. En långsiktig rekrytering av nästa registerhållare bör inledas eftersom nuvarande inom 1-2 år kommer lämna sitt uppdrag och ersätta Anders Bergenfelz som ordförande i styrgruppen. Övriga styrelseledamöter sitter kvar under 2020.
3. Demonstration av standardrapport Thyroidea: Rapporten visades och styrelsen är överens om att publikt minst en gång om året publicera en PDF på hemsidan för varje enhet. Frågan kommer tas upp på morgondagens användarmöte 
4. Plattformsuppdateringar och nya variabler 2019-2020: Bifogad fil presenterades. Det är små förändringar förutom det faktum att operatör kommer anonymt registreras. Det juridiska är inte löst och sannolikt kommer nyckeln hållas lokalt. Möjligheter att studera t ex komplikationer i förhållande till operatörsvolym kommer bli möjlighet. Vad gäller 2020 är det den nya binjureförändringen som blir det stora. 
5. Datakvalité och vad gör vi om forskare upptäcker fel i registret: Det har upptäckts en del strukturella problem med databasen som rör överföringen till den nya plattformen. Detta kommer under 2020 hanteras. Vad gäller mindre systematiska fel som t ex upptäcks av forskare blev det en diskussion hur man enklast förfar. Huvudproblemet torde den administration som följer med hanteringen av upptäckta fel.
6.  Användarmöte 2019 och 2020

7. Möten VT 2020: 3/2 kl 17-18 Zoom/telemöte vid behov, 23/3 Telemöte ordinarie 17.00-18.00, Styrelseinternat 14-15/5 i Skåne – lunch-lunch
8. Övriga frågor

Vänliga hälsningar,
Erik

If I refer to the new file I mean the exports from SQRTPA/EUROCRINE (Erik, Anders); with the old file I refer to the files we have recently received from Penny Lindegren. 
Observed changes between datasets (Thyroid):
-          ‘Previous thyroid operation’ was entered as ’unclear’ for a lot of patients in the new data file. In the old data file patients were entered as ‘no’ or ‘yes’  for ‘previous thyroid operation’ and then the type of procedure was specified under ‘Type of previous thyroid operation’. So, probably these two variables have been merged which has led to all patients being entered as ‘unclear procedure’ in the new data file.
-          In the new file missing tumor sizes were observed for many patients and some (unrealistically) high number of multicentric tumors were observed. If I look into the old file I see that the number are reported as tumor size in that file and as number of multicentric tumors in the new file. 
-          Regarding the number of lymph nodes and number of metastatic lymph nodes, the columns have also changed. In the new file the ‘Total number of lymph nodes on histology.F1’ corresponds to the number of metastatic lymph nodes in the old file. The information on the number of metastatic lymph nodes seems to be lost (I cannot find it anywhere in the new data file). 
-          Information in the ‘Number of tumors’ field of the old file should be in the ‘number of multicentric tumors’ field in the new data file, but it’s not there either. So it seem as though these data are lost. 
-          If ‘exophtalmus’ has been entered for ‘Endocrine ophtalmology’ in the old file, there is no data in the new file (‘Ophtalmology.PRE’ is coded as ‘yes’ or ‘no’). Patients who have ‘exophtalmus’ in the old file are not entered ‘yes’ in the new file.  
-          Thymus surgery, patient entered as ‘no’ in the original file are coded as missing in the new file, probably because the procedure is not specified. 
-          19830111-3505/L1C12P1841: operation time is shown in old file, but not in the new file. 
-          Intraoperative nerve monitoring:
o   19570822-7516                         L1C30P21512: data available in file from Penny, but no information in new file. 
 
 
Several patients in the data file I got from Anders Bergenfelz (EUROCRINE 2015-2018) show the same pattern of errors. I assume that these patients are from SQRTPA, but might it be possible that their data are incorrectly entered in EUROCRINE as well? 
EUROCRINE:
-          It seems as though most of these patients are from the same country and/or hospital since the Eurocrine numbers are the same, except for the ‘P’-part, all have L10C123 (surgery in 2018). Some examples:
-          L10C123P66925
-          L10C123P66926
-          L10C123P66927
-          L10C123P66928
-          L10C123P66929
-          L10C123P66931
-          L10C123P62571
-          L8C21P66922
-          L9C2P45615
-          L10C74P70704
-          L4C4P2775
 
-          I’ve not checked all the datasets, but since Erik observed that there were only a few patients with hereditary parathyroid disease in the new file (and there are +/- 110 in the old file), there probably are columns changed as well. 
 
Other things that I observed in the datasets are letters or short texts entered instead of number (e.g., for number of lymph nodes: x, o, inga) and sometimes a symbol is added to a number (e.g., >150, 12+).
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