
Available online at www.sciencedirect.com 

journal homepage: www.ejcancer.com 

Current perspective  

Duty to recontact in genomic cancer care: A tool 
helping to assess the professional’s responsibility 

Martine C. Ploem a,b, Noor A.A. Giesbertz c,d,  
Annelien L. Bredenoord c,e, Valesca P. Retèl f,g,⁎,1,  
Wim H. van Harten f,h,1 

a Amsterdam University Medical Center, University of Amsterdam, Amsterdam, the Netherlands 
b Faculty of Law, University of Amsterdam, Amsterdam, the Netherlands 
c Department of Genetics, University Medical Center Utrecht, the Netherlands 
d Department of Clinical Genetics, Netherlands Cancer Institute - Antoni van Leeuwenhoek Hospital, Amsterdam, the Netherlands 
e Erasmus School of Philosophy, Erasmus University Rotterdam, Rotterdam, the Netherlands 
f Department of Psychosocial Research and Epidemiology, Netherlands Cancer Institute - Antoni van Leeuwenhoek 
Hospital, Amsterdam, the Netherlands 
g Erasmus School of Health Policy and Management, Erasmus University Rotterdam, Rotterdam, the Netherlands 
h Department of Health Technology and Services Research, University Twente, Enschede, the Netherlands   

Received 22 January 2023; Received in revised form 3 March 2023; Accepted 3 March 2023 
Available online 10 March 2023  

KEYWORDS 
Duty to recontact; 
Ethics; 
Legislation; 
Responsibility; 
Genomic testing; 
Whole genome 
sequencing  

Abstract Tumour DNA and germline testing, based on DNA-wide sequencing analysis, are 
becoming more and more routine in clinical-oncology practice. A promising step in medicine, 
but at the same time leading to challenging ethicolegal questions. An important one is under 
what conditions individuals (patients and their relatives, research participants) should be 
recontacted with new information, even if many years have passed since the last contact. 
Based on legal- and ethical study, we developed a tool to help professionals to decide whether 
or not to recontact an individual in specific cases. It is based on four assessment criteria: (1) 
professional relationship (2) clinical impact (3) individual’s preferences and (4) feasibility. The 
tool could also serve as a framework for guidelines on the topic. 
© 2023 The Author(s). Published by Elsevier Ltd. This is an open access article under the CC 
BY-NC license (http://creativecommons.org/licenses/by-nc/4.0/).  
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1. Introduction 

An increasing number of studies and related publica-
tions in oncology fuel the promise of genome-driven, 
personalised treatment. A better understanding of 
genome-related cancer characteristics can lead to of-
fering treatments and preventive strategies that are tai-
lored to the individual genetic nature of the disease, 
thereby reducing overtreatment and improving treat-
ment outcomes [1,2]. Considering the rapid develop-
ments in genomic cancer research, it will not take too 
long until tumour DNA and germline testing, based on 
DNA-wide sequencing analysis, will be broadly applied 
in oncology practice [1,2]. 

These developments lead on their turn to new ques-
tions in the ethicolegal field. An important one is whe-
ther a professional – a physician or medical researcher – 
carries a duty to ‘recontact’ individuals when previously 
obtained genetic results gain new meaning over time. 
Equally, scientific research or re-analysis of already 
available genomic (tumour) data, may result in novel 
information shedding a different light on applied treat-
ments, prognosis or additional preventive or treatment 
options [3,4]. To put it concretely: to what extent it may 
be expected of professionals that they (re)contact an 
individual—a patient, a research participant or a re-
lative—if new information becomes available [5]? 

Below we first summarise the main lines of the ethical 
and legal framework on recontact. Then we present 
criteria and a corresponding ‘decision support tool’ to 
assist professionals in taking reasonable and well- 
founded decisions with regard to recontacting. 
Although the tool is meant primarily to function as an 
instrument for responsible decision-making in in-
dividual cases, it could also be useful, as a framework, 
for guideline development in this field. In conclusion, we 
mention topics related to recontacting that need further 
study. 

2. Ethical and legal framework 

Being informed about newly discovered (genetic) health 
information, can enable individuals to undergo addi-
tional treatment or screening or it can influence im-
portant life choices. However, it can also cause distress 
or conflict with their wish not to receive further updates. 
Ethical values such as respect for autonomy and the 
principle of beneficence are arguments in favour of re-
contacting individuals, while the principle of not causing 
harm (non-maleficence) and respecting an individual’s 
wish not to be recontacted, are possible arguments 
against it. Furthermore, practical circumstances, such as 
limited healthcare resources, can be an argument to 
refrain from recontacting. In light of these potentially 
conflicting values, the existence of an ethical duty to 
recontact very much depends on the specific circum-
stances of a case [6]. 

On the basis of human rights, such as Article 10 of 
the Biomedicine Convention ensuring the right to be 
informed about available health information, similar 
starting points can be deduced. Recontacting may, 
under obvious circumstances, be the professional's re-
sponsibility; however, individuals cannot claim an ab-
solute right on recontact and further information should 
they wish to receive it. In that direction also points the 
fact that a right to recontact as such is not being a part 
of national legal systems. The legal standard can—-
roughly—be described as that professionals need to do 
what, in light of the specific circumstances, can be rea-
sonably expected from them [7]. For example, when 
recontacting an individual requires disproportional ef-
forts (and costs) from professionals recontacting could 
not easily be considered their duty. 

In light of future technological developments, such as 
personal health records and ways in which individuals 
can electronically communicate with professionals, it 
does not seem unlikely that the responsibilities described 
above will gradually develop into a more clearly defined 
professional task to re-establish contact with individuals 
if this follows from their preferences and health in-
terests. 

3. Tool for assessing recontact responsibility 

When new information becomes available, it will not be 
an easy task for clinicians and other professionals to 
assess whether it is their responsibility to recontact an 
individual or not, since this highly depends on con-
textual factors and circumstances. Such situations easily 
lead to moral distress and uncertainty about eventual 
liability among the professionals involved [8]. Based on 
the ethical [6] and legal [7] framework on the duty to 
recontact, as summarised above, as well as an empirical 
analysis [8], we established 'assessment criteria' that 
support professionals in responsible decision-making 
about recontacting individuals. Applying these criteria 
produces a ‘score’ that indicates whether recontact is: 
‘recommended’; ‘not recommended’; or ‘should be dis-
cussed in a multidisciplinary team or ethics committee’ 
( Fig. 1). 

3.1. Individual’s preference-criterion 

Three situations regarding the individual’s preference 
are possible: 1) the individual explicitly stated a desire to 
be recontacted; 2) the individual explicitly objected 
against recontact; and 3) the individual did not articu-
late a preference. A duty to recontact is stronger when it 
is known that a patient or research participant explicitly 
wants to receive new information whereas a free choice 
of a well-informed individual not to be contacted by a 
physician weakens the duty considerably [9]. A dilemma 
may arise when new information is of great clinical 
benefit while the individual made a clear choice not 
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willing to be approached again. For example, if a breast 
cancer patient has previously indicated that she does not 
want to receive new information, but a promising drug 
with a considerable chance of longer survival has be-
come available (Textbox 1) 

3.2. Clinical impact criterion 

If newly discovered information significantly alters 
someone’s treatment options or outcome, or gives rise to 
preventive measures for themselves or their relatives, 
seeking contact is considered most compelling [10]. This 
holds in particular when survival is expected to improve 
substantially. By contrast, if, for example, a variant in a 
specific cancer gene is reclassified from class 2 (likely 
benign) to class 1 (benign), the impact of the informa-
tion is marginal, hence recontacting seems to be less 
meaningful. 

3.3. Professional relationship-criterion 

The nature of the relationship between professional and 
individual who may be contacted also strengthens or 
weakens the duty to recontact. An ongoing and, to a 
somewhat lesser extent, a former physician–patient re-
lationship put most weight in this respect, as such a 
relationship is founded on the trust that the physician 
acts in the patient’s best interest. If it concerns not a 
patient, but his or her relatives, an eventual duty to 
recontact is weaker; not a (post) contractual obligation 
is here at stake, but a general 'duty to warn' for medical 
professionals in case of a significant risk of serious 
health damage. 

We consider the position of research participants as 
the least strong when it comes down to an eventual 
professional responsibility regarding recontact, unless 

these are joining a clinical trial [7]. This holds in parti-
cular for the context of large-scale biobank and big data 
projects that take place on large distance of individuals 
involved. A responsibility to recontact in the latter 
context seems therefore only ‘reasonable’ if the cir-
cumstances point clearly in that direction. It should be 
the participant's preference (or her or his preference 
should be unknown), it should involve highly relevant 
clinical information as well as a relatively small effort to 
reach those involved. The Molecular Tumor Board 
(MTB) could play a role here in advising the clinical or 
research team whether to initiate recontact. 

3.4. Costs and effort-criterion 

Since recontacting individuals and providing further 
treatment or preventative options implies costs and re-
quires efforts, the strength of a duty also depends on 
what can be reasonably expected from professionals in 
light of the health care and financial system in which 
they work. Therefore, when establishing guidelines on 
recontacting, the costs and efforts to recontact in-
dividuals should also be taken into consideration [9]. 

4. Importance of guideline development 

As personalised cancer care, based on genome-wide 
analysis, becomes more common in oncology practice, it 
is likely that the duty to recontact individuals will gra-
dually evolve into a clearly defined professional re-
sponsibility. We expect that, in due time, this will be 
mirrored in case law and legislation. In this process, the 
development of professional guidelines must have a high 
priority. Medical professionals, e.g., professionals who 
have experience in a Molecular Tumor Board (MTB), 

Textbox 1: applying the decision support tool in a hypothetical case. 

Hypothetical case # 
An oncogeneticist, involved in DNA-testing of a now 38-year-old female patient, learns that the BRCA1 variant of this 

patient is reclassified from a class 4 to class 2 variant. There was no discussion with her about recontacting at the time of the 
initial testing. Since she was a patient 8 years ago, she has changed her address two times. 

Evaluating the strength of the duty 
Individual’s preference: 
There is no information on the individuals’ preferences about being recontacted or not: 2 points 
Clinical impact: 
The clinical impact can be considered high; first of all for the patient herself because this will influence decision-making 

about a prophylactic bilateral salpingo-oophorectomy; there is also clinical relevance for her relatives because this has im-
plications for the predictive DNA testing policy: 3 points 

Professional relationship: 
There was a care relationship: 3 points 
Feasibility: 
With considerable effort it is possible to track down the woman’s address: 2 points 
Conclusion: strong duty to recontact (10 points); recontact is recommended  
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should take the lead, in close consultation with patient 
organisations and other stakeholder parties, should take 
the lead as they are best placed to assess what they can 
reasonably do for patients, their relatives and research 
participants in this regard [11,12]. 

5. Topics for further research 

Especially from the perspective of Health Technology 
Assessment several issues concerning recontacting re-
quire further scrutiny; there is, for instance, still little 
insight in the cost-effectiveness of recontact practices 
[10]. Such knowledge is crucial in guideline development 
and to negotiate with the government and insurance 
companies. Another highly relevant topic is how tech-
nology can enhance patient autonomy regarding re-
contacting. Although currently, most often the 
individual’s viewpoint about recontacting will be either 
unclear or unknown, this will certainly change in the 
future, resulting in a new practice in which patients are 
routinely asked about their preferences [13]. One can 
think of ‘integrated digital infrastructures’ facilitating 
the communication with patients and other persons; 
these seem particularly promising because they can 
provide maximum room for managing personal health 
information by individuals while, at the same time, they 
can keep the costs low. 
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