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FROM THE EDITOR

Patients are entitled to privacy - also in medical journals

Why did you write about me without asking first?

Recently, a patient contacted the Journal of the Norwegian Medical
Association to «(...) complain that he could recognise his own
medical history in an article». In 1991, Magne Nylenna, who was
editor of this journal at that time, started one of his editorials thus (1).
Now, unfortunately, we need to reiterate his words. This in itself is
bad enough, but in addition to self-recognition, the patient in ques-
tion had also found some test results that he/she was unaware of.
The article contained an analysis of a larger set of patient data, and
in the presentation the data had been broken down into too small
categories, thus making the patient recognisable.

Around 1990, only ten per cent of the journals had regulations

for consent to publication of case histories (1). Nylenna became

a driving force in producing better international regulations (1-3).

Today, such consent is a matter of course in medical journals. Our

guidelines to authors comprise a separate chapter on anonymisation
and informed consent (4), and this topic has been discussed in sev-
eral editorials (5, 6).

In 1991, Nylenna wrote: «As long as the patient is the only one who
can recognise him-/herself, this is hardly a major problem» (1).
Today, we regard things differently. As a patient, one should not
need to risk finding one’s own medical history on the Internet
without having been asked beforehand. Nylenna’s main point per-
sists: Ethical rules must be updated and developed in line with the
needs of the time (1).

How could we err in this way? The editors assess all manuscripts
with a view to anonymity and informed consent, and this case was
no different. In presentations of data sets, total anonymity can often
be achieved by merging groups or removing information to elimi-
nate the need for consent. The authors, however, often claim that
we are too cautious; for example, we are sometimes told that we are
«more Catholic than the Pope». The authors would like to include
extra details, with the best intentions — the information may be

of interest — but the editors delete such information to preserve

the patient’s anonymity. In the study in question, the patients had
consented to participate, but consent to participation and consent
to publication are two different matters (6). In such cases, we need
to be especially cautious with regard to the information which is
provided. This case may serve as a reminder for us all.

It may therefore appear paradoxical that in this issue of this journal,
we present four case histories to which no consent has been pro-
vided (7). According to the author, Jan Harald Dobloug, who is the
medical officer in an insurance company, his company has in recent
years submitted fourteen cases for assessment to the Council for
Medical Ethics and seven to the Norwegian Board of Health Super-
vision. In four cases, the company has failed to gain acceptance

of its claim that the doctor had violated the ethical guidelines of the
Norwegian Medical Association or the Health Personnel Act. In the
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company’s opinion, these conclusions by the Council for Medical
Ethics and the Norwegian Board of Health Supervision are «highly
debatable» (7). These are the four cases that Dobloug presents. The
manuscript has caused lengthy discussions between the editors and
with the author, and more than eight months have therefore passed
from when the article was received until its final publication.

In a recent editorial, medical editor Siri Lunde wrote that the need
for consent can be waived if a// of the following three criteria are
met: considerations of public interest outweigh possible harm; it is
impossible to obtain consent; and a reasonable individual would be
unlikely to object to publication (6). What nevertheless has caused
us to publish this article is that the author addresses a topic that we
deem to be of major social interest. The rulings by the Council for
Medical Ethics and the Norwegian Board of Health Supervision
were final, without any opportunity for appeal. We regard the rise
of a public debate on such rulings as an important democratic asset.
This question is far from new. The ancient Romans expressed it like
this: «Quis custodiet ipsos custodes?» — Who guards the guardians?
— a précis of a longer passage by the author Juvenal (67—127) (8).
Furthermore, this journal has raised such issues also on previous
occasions (9).

In the case descriptions in Dobloug’s article, several details have
been omitted or changed to prevent identification of the patients
(7). This violates the prevailing rules established by the Vancouver
group, which say that changing factual information, such as gender
and age, is not an acceptable method of ensuring anonymity (1, 4).
These reformulations are part of the author’s and our search for a
solution that allows sufficient information to emerge, but no more
than what is necessary to convey a medically comprehensible
impression of the cases. We believe that we have found an ethically
acceptable solution.

References

1. Nylenna M. Pasienter har krav pa personvern - ogsa i medisinske tidsskrifter.
Tidsskr Nor Laegeforen 1991; 111: 2057.

2. Riis P, Nylenna M. Patients have a right to privacy and anonymity in medical
publication. JAMA 1991; 265: 2720. http://jama.jamanetwork.com/article.
aspx?articleid=386026 (29.1.2013).

3. Nylenna M, Riis P. Identification of patients in medical publications: need for
informed consent. BMJ 1991; 302: 1182. www.ncbi.nlm.nih.gov/pmc/articles/
PMC1669873 (29.1.2013).

4. Anonymisering og informert samtykke. Forfatterveiledningen. Tidsskrift for
Den norske legeforening. http://tidsskriftet.no/index.php/Innhold/
Forfatterveiledningen/Etikk-og-jus/Anonymisering-og-informert-samtykke
(29.1.2013).

5. Haug C. Ser du hvem jeg er? Tidsskr Nor Legeforen 2008; 128: 1935.

6. Lunde S. Er det mamma? Tidsskr Nor Legeforen 2012; 132: 2257.

7. Dobloug JH. Hvem vokter vokterne - legeetikk i forsikringsmedisinen. Tidsskr
Nor Legeforen 2013; 133: 320-1.

8. Gundersen D, Evensberget S. Bevingede ord. 4. utg. Oslo: Kunnskapsforlaget,
2006: 413.

9. Wahlby L. Likhet for loven eller tombola? Tidsskr Nor Legeforen 2009; 129:
2136.

261




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /OK
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments true
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 150
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 150
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /DAN <>
    /DEU <>
    /ESP <>
    /FRA <>
    /ITA <>
    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /PTB <>
    /SUO <>
    /SVE <>
    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /ConvertColors /ConvertToCMYK
      /DestinationProfileName ()
      /DestinationProfileSelector /DocumentCMYK
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


