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A B S T R A C T   

Goal: To assess public knowledge and attitudes towards the family’s role in deceased organ donation in Europe. 
Methods: A systematic search was conducted in CINHAL, MEDLINE, PAIS Index, Scopus, PsycINFO, and Web of 
Science on December 15th, 2017. Eligibility criteria were socio-empirical studies conducted in Europe from 2008 
to 2017 addressing either knowledge or attitudes by the public towards the consent system, including the 
involvement of the family in the decision-making process, for post-mortem organ retrieval. Screening and data 
collection were performed by two or more independent reviewers for each record. 
Results: Of the 1482 results, 467 studies were assessed in full-text form, and 33 were included in this synthesis. 
When the deceased has not expressed any preference, a majority of the public support the family’s role as a 
surrogate decision-maker. When the deceased expressly consented, the respondents’ answers depend on whether 
they see themselves as potential donors or as a deceased’s next-of-kin. Answers also depend on the relationship 
between the deceased and the decision-maker(s) within the family, and on their ethnic or cultural background. 
Conclusions: Public views on the authority of the family in organ donation decision-making requiere further 
research. A common conceptual framework and validated well-designed questionnaires are needed for future 
studies. The findings should be considered in the development of Government policy and guidance regarding the 
role of families in deceased organ donation.   

1. Introduction 

Organ transplantation relies on people’s willingness to donate. The 
two main models of consent for post-mortem organ retrieval are opt-in 
(explicit consent) and opt-out (presumed consent). While in opt-in sys-
tems only those individuals who expressed their willingness to donate 

are considered as potential organ donors, in opt-out systems all adult 
individuals are deemed organ donors unless they expressly refused while 
alive. In addition, families play an important role in organ retrieval 
decision-making. In most countries, the family is asked to make a de-
cision when the deceased had not, that is, when they failed to express 
any preference regarding donation, and, in some countries, relatives 
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may even be allowed to overrule (veto) the deceased’s explicit consent 
[1–3].2 

The role played by the family in organ procurement decision-making 
may be more consequential than the model of consent [5]. To help in-
crease organ donation rates and respect individual autonomy, scholars 
have proposed to prevent families from overruling their loved one’s 
intention to donate [6,7]. In 2006, the USA amended the Uniform 
Anatomical Gift Act to restrict the family’s authority to veto the de-
ceased’s first-person authorization. Recently, several opt-out countries, 
including Argentina (Law 27.447, 2018), Colombia (Law 1805, 2016), 
France (Law 2016–41, 2017), and Uruguay (Law 18.968, 2013), went a 
step further by implementing policies to prevent the family from making 
any decision at all, even when the deceased failed to express their 
preference regarding organ donation. Previously, only Austria was 
known to have a similarly restrictive opt-out policy. 

The governance quality of national organ procurement policies can 
be assessed by using indicators such as the levels of public knowledge 
and support towards these policies [8]. This approach is also applicable 
to policies regarding the role of the family. On the one hand, public 
awareness over what relatives can and can’t do in the organ transplant 
system serves as an indicator of the system’s transparency and publicity, 
which are necessary means for the citizens’ understanding and mean-
ingful engagement in socially controversial health policy debates [8]. 
Public awareness also affects potential donors and their relatives’ au-
tonomy, and it may influence attitudes such as trust and willingness to 
donate that are crucial for the success of any transplant system [9,10]. 
For example, an information deficit about the role of the family may 
create an inner tension in the system, hinder the autonomy of the de-
cision to donate, and amplify moral ambivalence and reluctance towards 
organ donation [11]. 

On the other hand, public support for the policy serves as an indi-
cator of the policy’s embodiment of people’s shared values and prefer-
ences. Organ procurement policies aim to increase the availability of 
transplantable organs. However, efficiency should not be pursued at the 
cost of hampering other ends that are valuable to society, such as respect 
towards individuals’ autonomy and their posthumous interests, and the 
autonomy and interests of the family [12]. Given that individual au-
tonomy, family preferences, and collective interests may conflict with 
each other, ideal governance in democracy should ponder and integrate 
as much as possible the competing values and goods of the pluralistic 
society it serves. Organ donation policy-making may pursue that 
objective by striving for policies that can be supported by a majority, 
while minimally hampering the values of opposing minorities [8]. 

Assessing the governance quality of consent policies for deceased 
organ procurement, including the role of the family in the decision- 
making process, requires measurements of the levels of public aware-
ness and public support towards these policies. In 2009, a survey indi-
cated that only 28% of individuals residing in Europe were aware of the 
laws governing donation and transplantation in their country, but this 
study was not specific enough to draw any conclusion regarding indi-
vidual consent or the relatives’ role in organ donation [13]. A systematic 
review (SR) on public awareness and attitudes towards consent for organ 
donation was conducted in 2008 which focused on opt-out but did not 
address the role of the family [14,15]. In 2012, the Welsh government 
conducted an update review [16] as well as a review of the role of 
families in organ donation [17]. Its former report focused on opt-out 

only and the latter failed to address public awareness and attitudes. 
To fill in this gap of knowledge, we conducted a comprehensive SR 

addressing all consent systems—including opt-in, opt-out, and manda-
tory choice,—and the role of the family. The main objective of this SR 
was to measure the levels of public knowledge and support towards 
these policies. A partial synthesis of results from this SR, focusing spe-
cifically on individual consent, has been published elsewhere [18]. In 
this article, we provide a partial synthesis of results that focuses on 
knowledge and attitudes towards the role of the family. This is the first 
systematic review conducted on this topic. 

2. Methods 

We followed a seven-step approach for SR of empirical studies in 
bioethics, including the MIP model (methodology, issues, participants) 
to define research questions and inclusion/exclusion criteria [19]. We 
also followed the PRISMA 2020 reporting guideline whenever appli-
cable [20]. (PRISMA checklist available as supplementary material). 

2.1. Eligibility criteria 

Eligibility criteria were: quantitative and qualitative studies 
addressing knowledge and/or attitudes towards the systems of consent 
for post-mortem organ donation by lay people in continental Europe 
(box 1). Given that a previous SR explored the literature up to January 
2008, we decided to start our own search at that date [15]. We searched 
peer-reviewed articles as well as grey literature to reduce publication 
bias, increase comprehensiveness and timeliness, and foster a balanced 
picture of available evidence [21]. 

2.2. Search strategy 

A scoping search was initially run in the PROSPERO database, the 
Cochrane Library, MedLine, and Google Scholar for similar or related 
systematic reviews as well as relevant studies. Then, we developed a 
136-steps algorithm in Medline that we adapted following the respective 
conventions and mesh terms of alternative databases (Box 1). We used a 
wide range of terms and combinations of terms to capture different 
expressions of the same ideas, including 74 combinations of terms for 
“consent”, 57 for “deceased organ donation”, and 69 for “knowledge and 
attitudes”. In addition, we searched for articles and grey literature by 
browsing the websites of public and private organisations, hand 
checking relevant publications, and direct contact with experts in the 
field. Searches were last conducted on December 15th, 2017. The full 
search strategy is available in the Supplemental File. 

2.3. Selection process 

A team of nine reviewers worked independently in a three-phase 
screening process of the records retrieved: by title only, by title & ab-
stract, and by full text. Each record was handed to two different re-
viewers in each phase. A record was excluded when both reviewers in a 
given phase deemed it irrelevant (as defined by the inclusion criteria in 
Box 1). In the third phase, a full text record was eligible when both re-
viewers deemed it relevant. In cases of disagreement, additional re-
viewers were consulted and a consensus decision was reached. Three 
records could not be retrieved and assessed by full text. 

2.4. Data collection and quality assessment 

First, one or more reviewers worked in data collection and in quality 
assessment for each eligible study. Studies were assessed using three 
criteria applicable to both qualitative and quantitative research with the 
aim of identifying those that can be considered as “fatally flawed” (Box 
2) [22,23]. Data and quality assessments for each study were arranged in 
a spreadsheet. Then, each study was reviewed and discussed by all 

2 We use the terms family and relatives in a broad sense, meaning those in-
dividuals involved in discussing organ procurement with health care pro-
fessionals and who may have conflicting knowledge and views on the 
deceased’s preferences, if any. In some countries, such as the United Kingdom 
and Chile, the substitute decision-maker within the family is determined by law 
according to a hierarchical list of relatives. More generally, in the context of 
health care and organ donation, the family can be understood as a ‘collective 
actor’ with ‘collective autonomy’ [4]. 
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Box 1 
Inclusion criteria and search strategy.  

Inclusion and exclusion criteria 

Countries: 
Date of publication: 
Methods: 
Sources 
Subjects:  

Outcomes: 
Issues:  

Conditions: 

Any European country, without language restrictions 
Between January 2008 and December 2017 
Empirical studies, quantitative and/or qualitative 
Peer-reviewed journals, grey literature reports 
General public (i.e. non-healthcare professionals), including students 
Knowledge and/or attitudes 
—Consent systems (opt-in, opt-out, mandatory choice) 
—Ways to express individual preferences (registries, donor cards) 
—Involvement of the family in the decision-making process 
Donation or procurement 
Solid organs (no tissues, blood, eggs, etc.) 
Post-mortem (no living donation) 
Transplantation (no research) 

Databases: Ovid: MEDLINE; ProQuest: PAIS Index, PsycINFO; Ebsco: CINHAL Complete; Scopus; Web of Science: all databases.  

Websites: Google, health ministries, patients associations, polling firms.  

Other searches: As an ancillary search strategy, we checked eligible studies’ references, and we consulted experts in the field for any 
information on potentially eligible reports.  

Example of a search string for Ovid MEDLINE(R) In-Process & Other Non-Indexed Citations and Ovid MEDLINE(R) <1946 to Present 
(December 15th 2017):  

((public or donor? or famil* or relative? or parent* or next-of-kin) adj4 (decision? or authoriz* or authoris* or accept* or refus* or agree* or 
disagree* or veto or willing* or override*)).ti,ab,kw.  

This is just one step in a 136-step search strategy. The full algorithm is available in a supplementary file.    

Box 2 
Quality assessment criteria.  

Primary criteria applicable to both qualitative and quantitative research  

1. Are the aims and objectives of the research clearly stated? 
2. Is the research design clearly specified and appropriate for the aims and objectives of the research? 
3. Is there a clear account of the process by which their findings were produced? 
→ Based on 1 to 3: How would qualify the quality of this study? Sound; Adequate; Unsure; Poor; Fatally flawed.  

Additional criteria applicable to qualitative research  

1. Methods of data collection used? (Focus groups, interviews, other) 
2. Is the data analysis methodology described? What is it? 
3. Do the authors report the limitations of their study? 
4. Is there enough data to support their results/conclusions?  

Additional criteria applicable to quantitative research  

1. Is the questionnaire available or the questions asked directly cited? 
2. Is there a response rate given? What is it? 
3. Are power calculations reported? 
4. Do the authors report the limitations of their study?    
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authors during an in-person working group meeting and a consensus was 
reached regarding their final inclusion in the SR. Three reports were 
rated as “fatally flawed” and excluded for the synthesis. 

2.5. Analysis 

We found out that family related data was particularly difficult to 
interpret due to ambiguity regarding the level of authority given to 
relatives in organ donation decision-making, as well as discrepancies 
between laws and actual practices. In order to increase analytical clarity, 
we conducted separate analyses. We thus created two datasets. One 
includes all data relative to the policies for individual consent and the 
procedures to express a preference [18]. The other includes all data 
relative to the family. This second dataset is the focus of the present 
article, which builds from previous conceptual and descriptive analyses 
[1,12,24]. 

We developed a conceptual framework to clarify and classify the 
family’s role into four levels of involvement [1]. Then, we clustered the 
data according to the topics addressed and the varying degrees of pre-
cision/vagueness of the information provided. This resulted in a bi- 
dimensional tree-like structure of questions and answers (Fig. 1). 
Questions are displayed vertically, from top to bottom, in increasing 
levels of precision. Answers are displayed horizontally, from left to right, 
according to the four incremental levels of family involvement. 

Using this scheme, a fresh data extraction was undertaken inde-
pendently by two reviewers, with any differences discussed with a third 
reviewer and a consensus reached. If the data from a given study could 
not answer a question with a sufficient degree of precision, the reviewers 
went for a less specific question. For instance, if a study claimed that a 
majority of respondents support the idea that “relatives should decide 
about organ donation”, this information is not specific enough to 

respond to the question “Should the family be allowed to overrule the 
deceased’s wishes (if any)”, but it does answer the less specific question 
“Should the family preferences matter?”. A few results could not be 
interpreted unambiguously and were excluded from the dataset. 

2.6. Limitations 

A statistical metadata analysis was not possible because of the high 
level of heterogeneity in survey questions and sampling. For this reason, 
we undertook a descriptive analysis of the quantitative studies following 
the above scheme (Fig. 1). In addition, we used results from qualitative 
studies to give quantitative data some perspective. 

3. Results 

The search yielded 1482 results, 467 of which were assessed in full- 
text form (Fig. 2). Seventy studies were eventually found eligible. 
Thirty-seven of these studies did not contain any data related to family 
decision-making and were therefore not included in this synthesis. The 
remaining 33 studies are composed of 19 articles (Table 1) and 14 grey- 
literature reports (Table 2). 

3.1. Public knowledge of the role of the family 

We found nine studies with some data on people’s knowledge of the 
role of the family, including four journal articles [38–40,42], four re-
ports from the Welsh government [45,46,48,56], and one private poll 
[50]. Quantitative results show that, with some exceptions, a minority of 
the public is aware of the family’s role (Table 3). Qualitative studies in 
Wales also report people’s ignorance about the family’s capacity to veto 
a deceased person’s decision to donate [45,56]. 

Fig. 1. Tree-like structure of questions and answers according to their degree of precision (vertical) and the level of involvement of the family (horizontal).  
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3.2. Public attitudes towards the role of the family 

Results about public attitudes are presented here according to pre- 
identified four levels of involvement of the family, in decreasing order 
(from “full authority” to “no role”). 

3.2.1. Should the family be able to overrule the deceased’s wishes (full 
authority)? 

This question corresponds to the highest level of involvement of the 
family in organ procurement decision-making [1] (Fig. 1, Level 3). It 
means that relatives may either authorise the retrieval of organs despite 
the deceased’s explicit refusal, or oppose the retrieval of organs against 
the deceased’s explicit consent (also called “family veto”). This au-
thority can be given to the family for at least two distinct reasons. First, 
to protect the psychological and moral interests of survivors, especially 
when their views conflict with those of the deceased—since the 
deceased can no longer be harmed,— and also to protect the transplant 
system (that is, potential recipients) from the loss of trust and bad press 

that angry families could cause. Second, to ensure that the deceased’s 
final wishes are being correctly carried out and to reduce risks of errors. 
In some cases, although the reasons given by a family for objecting to 
donation are classified as an overrule or veto, they are not genuine 
overrules at all. For instance, the family can update the medical team by 
presenting new evidence of refusal when the deceased had registered as 
an organ donor (or other evidence exists) but changed his or her mind 
afterwards. However, in such a case, according to our classification, the 
family is not actually making a decision, but acting as a witness of the 
deceased’s last wishes [1]. 

Thirteen studies addressed this question [26,27,29,31,44,45, 
47,51,52,54–57]. Five addressed it in general terms, eight addressed the 
specific question of the family’s capacity to veto the deceased’s consent, 
and none addressed the specific question of the family’s capacity to 
authorise organ retrieval despite the deceased’s refusal. 

Results show that the answer to this question may depend on its 
wording and the population it is addressed to. When questions are 
formulated from the perspective of the next-of-kin—i.e. “Taking into 

Fig. 2. PRISMA 2020 flow diagram [20]. Records retrieved from databases and non-database sources were mixed before deduplication and screening. Out of the 70 
reports included in review, 37 reports did not contain any data related to the role of the family in decision-making and are therefore not included here. These reports 
have been included as part of a previous synthesis of results regarding policies for individual consent [18]. The remaining 33 studies that do contain relevant data on 
the role of the family are the focus of the present synthesis. 
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Table 1 
Included peer reviewed articles.  

Ref. Author, date Country Data collection Fieldwork Sample (response 
rate %) 

Participants Sampling / recruitment 

[25] Bruce, 2013 Scotland Questionnaire 2011 200 (~75) Patients and relatives in emergency 
department 

Convenience 

[26] Coppen, 2010 Netherlands Questionnaire 2004, 2007 669 (98), 1094 
(80) 

Dutch Health Care Consumer Panel Representative 

[27] de Groot, 2015 Netherlands Interviews 2008–2012 21 Relatives of potential deceased organ 
donors 

Purposive 

[28] Decker, 2008 Germany Telephone 
interviews 

2005 1000 (n/d) General public Representative 

[29] Durczynski, 
2011 

Poland Questionnaire n/d 170 (n/d) Small town secondary school students n/d 

[30] Durczynski, 
2013 

Poland Questionnaire n/d 100 (n/d) Male prisoners n/d 

[31] Joshi, 2011 United 
Kingdom 

Questionnaire n/d 439 (84) University students: South Asian and 
Whites 

Convenience 

[32] Katsari, 2015 Greece Questionnaire 
online 

2013–2014 1116 (77) Students of technical schools Convenience 

[33] Kobus, 2014a Poland Questionnaire n/d 296 (n/d) Members of Baptist Church Diagnostic poll 
[34] Kobus, 2014b Poland Questionnaire 2012 612 (n/d) Small and big town residents Diagnostic poll 
[35] Kobus, 2015 Poland Questionnaire 2012 395 (n/d) Rural residents Diagnostic poll 
[36] Kobus, 2016 Poland Questionnaire n/d 405 (n/d) Medical and non-medical students n/d 
[37] Lada, 2011 Croatia Questionnaire n/d 99 (n/d) Graduate students n/d 
[38] Michalska, 

2010 
Poland Questionnaire 2008–2009 204 (n/d) Students of religious seminars Requests sent to the deans 

[39] Pawlowicz, 
2016 

Poland Questionnaire n/d 1011 (n/d) Medical and non-medical university 
students and high-school students 

n/d 

[40] Ryckman, 
2009 

Netherlands Questionnaire n/d 375 (n/d) High school students Participants drawn from 
another study 

[41] Stadlbauer, 
2013 

Austria Questionnaire 
online 

2012 2025 (24) Medical and applied sciences students, ICU 
nurses 

Convenience 

[42] Webb, 2015 United 
Kingdom 

Questionnaire 2013 1549 (n/d) General public 18+ Commercial survey panel 

[43] Wejda, 2012 Poland Questionnaire n/d 296 (n/d) Nuns, priests and students of theological 
seminaries 

n/d  

Table 2 
Included grey literature reports.  

Ref. Author, date Country Data collection Fieldwork Sample 
(response rate 
%) 

Participants Sampling / 
recruitment 

Institution 

[44] Beaufort 
Research, 2012 

Wales Questionnaire 2012 1006 (n/d) General public 
16+

Omnibus survey, 
representative 

Welsh Government 

[45] Beaufort 
Research, 2012 

Wales Focus groups, interviews  52 Mix of people Stratified Welsh Government 

[46] Beaufort 
Research, 2013 

Wales Questionnaire 2013 1015 (n/d) General public 
16+

Omnibus survey, 
representative 

Welsh Government 

[47] Beaufort 
Research, 2014 

Wales Focus groups, interviews  80 General public “free-find” 
recruitment 

Welsh Government 

[48] Beaufort 
Research, 2014 

Wales Questionnaire 2013 1022 (n/d) General public 
16+

Omnibus survey, 
representative 

Welsh Government 

[49] Beaufort 
Research, 2016 

Wales Questionnaire 2015 2016 1000 (n/d) 
1007 (n/d) 

General public 
16+

Omnibus survey, 
representative 

Welsh Government 

[50] EenVandaag, 
2014 

Netherlands Questionnaire online 2014 18,783 (n/d) General public Representative EenVandaag 
(television 
programme) 

[51] Ipsos Mori, 2010 Great Britain Questionnaire 2010 967 (n/d) General public 
15+

Omnibus survey Human Tissue 
Authority 

[52] Ipsos Mori, 2016 Great Britain Quantitative 2016 1001 (n/d) Adults   
[53] PHA, 2013 Northern 

Ireland 
Discussion groups, 
questionnaire 

2013 1012 (n/d) General public 
16+

Representative Public Health 
Agency 

[54] Scottish 
Government, 
2017 

Scotland Qualitative, quantitative 2016 2017 824 (n/d) Individuals and 
organisations 

Online consultation Scottish 
Government 

[55] Social Market 
Research, 2015 

Northern 
Ireland 

Questionnaire 2014 1050 (n/d) General public 
16+

Representative Public Health 
Agency 

[56] Welsh 
Government, 
2009 

Wales Public meetings, written 
contributions, telephone 
interviews 

20,082,009 235,  
385 (n/d) 

People interested Survey: 
representative 

Welsh Government 

[57] Young, 2017 Wales Qualitative, quantitative 2017 1993 (n/d) Adults Representative   
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account the cited legal conditions, would you [as next of kin of the 
deceased] approve a situation in which you are not consulted at 
all?”,—51% to 57% of respondents in the Netherlands answer that they 
would not approve of not being consulted even if the deceased was 
registered as a donor [26]. Similarly, 53% of respondents in Poland say 
they “want to be asked for final permission to collect organs from [their] 
deceased family member” [29]. A qualitative study of bereaved relatives 
in the Netherlands found that, although all families greatly value the last 
will of the deceased, a majority feel that “the family has more right to 
decide about donation” [27]. 

By contrast, when questions are formulated from the perspective of 
the donor or in more neutral terms (e.g. should the families be able to veto 
their relatives’ expressed consent?), only 8% to 14% of respondents in the 
UK support the family’s right to veto and 64% to 88% oppose it 
[52,54–56]. In Wales, 10% to 22% of respondents support the family’s 
capacity to overrule the deceased’s wishes [44,49,57]. This result is 
consistent with qualitative studies in Wales where participants 
expressed the feeling that organ donation is their decision alone and that 
their family should not be able to overturn it [45,47,56]. 

When the question is asked to different ethnic groups in the UK, 
respondents’ support of family veto varies from 9 to 13% among Whites 
to 22–27% among Indians, and 46–53% among Pakistanis/Bangladeshis 
[31]. Another study also reports that “black and minority ethnic groups 
are more equivocal on the question of families overriding a deceased’s 
wishes”, with 11% strongly objecting to this—against 32% of whites—, 
and 37% who neither agree nor disagree—against 19% of whites [51]. 

Results also seem to vary depending on the relationship between the 
deceased and the decision-maker: respondents were more inclined (by 
4% to 7%) to consider that a married next of kin has the right to overrule 
their deceased spouses’ wishes as compared with parents’ given au-
thority to overrule their deceased offspring’s wishes, and that difference 

in attitudes was displayed by Indians, Pakistanies/Bangladeshis, and 
Whites [31]. 

3.2.2. Should the family make a decision when the deceased had not 
(surrogate role)? 

This question corresponds to the second level of involvement of the 
family [1] (Fig. 1, Level 2). It means that relatives may either authorise 
or oppose organ retrieval when the deceased had failed to express any 
preference regarding donation. Six studies addressed this question 
[26,36,42,51,52,56]. In the Netherlands, 66–68% and 80% of the next of 
kin consider they should be consulted under an explicit consent (opt-in) 
and a presumed consent (opt-out) system respectively [26]. In Poland, to 
a more neutral question (i.e. “Should the doctor ask the family of the 
deceased person whether they would accept the removal of organs 
although the deceased person had not expressed their objection before 
death?”), 76% of respondents answer that the family should be asked to 
approve the removal of organs [36]. In the UK, 48–50% of respondents 
think that the family should decide on behalf of the deceased [51,52,56]. 
Conversely, also in the UK, 30% of respondents answer “I don’t have the 
right to make that decision for someone else” (when the deceased is not 
registered and they had not discussed wishes) [42]. 

3.2.3. Should the family be able to make any decision at all? 
This question corresponds to the more basic levels of involvement of 

the family, in which relatives play no role at all or only act as witnesses 
of the deceased’s wishes (Fig. 1, levels 0 and 1). Eleven studies asked if 
the family should make a decision on organ procurement without any 
specification of the circumstances of that decision 
[28,30,32–35,37,41–43,54]. Affirmative answers suggest that, accord-
ing to respondents, the family should play a role in the decision-making 
process and that their own preferences should matter. The ratio of 
affirmative answers is also extremely variable depending on the study 
and the population asked, ranging from 8% to 81%. Negative answers 
are more eloquent, as they suggest that, according to respondents, rel-
atives should not make any decision and should therefore either play no 
role at all (Level 0) or act only as witnesses of the deceased’s wishes by 
communicating to health professionals the most updated wishes of the 
deceased, without expressing their own preferences, for instance when 
the family knows that the deceased had changed their views on organ 
donation but had not changed their organ donor register status (Level 1). 
In a study on prisoners in Poland, 65% “answered that only donors could 
make a decision regarding donation” [30]. In all other studies reporting 
negative answers, the proportion of respondents who thought that the 
family should not make a decision was much lower: around 20% in 
Poland [34,35] and the UK [42], around 30% in Croatia [37] and 
Austria among students [41], and 46% in Austria among transplantation 
patients [41]. 

3.3. Other results 

Some studies explored issues not included in the above synthesis. In 
particular, one study explored the attitudes of patients and relatives in 
the emergency department with regard to the acceptability of preser-
vation procedures being carried out to maintain organ viability both 
before and after discussion with relatives [25]. Other issues include 
whether or not registration in the organ donor register without having 
spoken with relatives is sufficient as an expression of the individual’s 
wishes [42], whether participants would register an objection if the soft 
opt-out system was introduced [53], and whether families are capable of 
making decisions due to their emotional situation [54]. 

4. Discussion 

Overall, studies show that a majority of the public supports the 
family’s involvement in organ retrieval decision-making and, in 
particular, their role as a surrogate decision-maker when the deceased 

Table 3 
Quantitative results on public knowledge of the role of the family.  

Study Country Population Ratio Issue (what people know about 
the role of the family) 

Can the family override (veto) the deceased’s expressed consent? 
[40] Netherlands High school 

students 
86% Relatives cannot stop organ 

donation when someone is 
registered as an organ donor. 

[42] United 
Kingdom 

General 
population 

48% A confirmation of consent by 
the family is required when the 
potential donor was registered 
on the organ donation registry 

[46] Wales General 
population 

45% The family cannot override the 
wishes of the deceased 

[48] Wales General 
population 

46% The family cannot override the 
wishes of the deceased  

Can the family act as a surrogate decision maker when the deceased failed to express a 
preference? 

[42] United 
Kingdom 

General 
population 

76% Relatives are approached to 
make a decision when the 
potential donor is not 
registered 

[50] Netherlands General 
population 

48% If the potential donor has not 
registered a choice on organ 
donation, relatives have to 
decide. 

[38] Poland Students 28% Family consent is not needed 
for organ procurement 

[39] Poland Students 10% Family consent is not needed 
for organ procurement 

[46] Wales General 
population 

51% If the family is in distress over 
the decision to donate, 
clinicians will not proceed with 
organ donation 

[48] Wales General 
population 

48% If the family is in distress over 
the decision to donate, 
clinicians will not proceed with 
organ donation  
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has expressed no preference (a circumstance that may be quite 
frequent). 

We provide two possible interpretations for this result. First, relatives 
may be perceived (by themselves and by others) as the most reliable 
authority to protect the posthumous interests of their loved ones. Sec-
ond, as relatives can be directly affected by the decision, either posi-
tively or negatively, some perceive it as legitimate that they have a say. 

Although individual consent can be considered the cornerstone of 
organ donation ethics [58], the notion of relational autonomy may 
better fit the connection between individual choice and family decisions 
as guardians of the deceased’s beliefs and values [12]. This notion ac-
counts for the fact that people’s autonomy, needs, and interests are 
shaped by their social relations with others [59,60]. Since human beings 
are socially embedded, their personal decisions also take place in a so-
cial context [61–65]. Relational autonomy shifts the attention from the 
protection of individual choices against others’ interference towards the 
construction of relations which nurture autonomous decisions [66,67]. 

As mentioned in the introduction, Argentina, Colombia, France, and 
Uruguay recently changed their opt-out policies to prevent the family’s 
intervention in the decision over organ donation. Some may consider 
such policy shifts as ethically challenging to the extent that opt-out 
policies may require “widespread and vigorous public education to 
ensure understanding, along with clear, easy, non-burdensome, and 
reliable ways for individuals to register dissent” and, “in view of the 
difficulty of interpreting silence […] organ recovery teams also consult 
the decedent’s family” [68]. Importantly, a previous result of our sys-
tematic review is that, in opt-out countries, public awareness of the need 
to express dissent and public knowledge of the procedures to do so are, 
overall, lower than in opt-in countries and, in any case, suboptimal [18]. 
By legally preventing the family from objecting, opt-out countries take 
the risk of not only frustrating bereaved families’ wishes, but also 
removing organs from deceased individuals who did not want to be 
donors but who failed to register their refusal. This being said, to better 
assess the governance quality of these countries’ policies with regard to 
the family, improved measures of public awareness and public support 
of the policy in question are needed [8]. 

Regarding the capacity of the family to overrule the deceased’s 
explicit wishes, results from this review show a complex picture. This 
capacity may be granted to safeguard the deceased’s last wishes by 
giving the family the opportunity to correct mistakes, for instance when 
the deceased had changed their mind. It may also be granted to protect 
the interests of the deceased’s relatives, by respecting their autonomy, 
and also the interests of potential recipients, by avoiding scandals and 
bad press. In cases where the deceased and the next-of-kin hold con-
flicting views, question is: whose preferences should prevail? The way 
people answer this question seems to depend on whether respondents 
see themselves as potential donors or as a deceased’s next-of-kin. In the 
first case, a vast majority consider that the deceased’s wishes should be 
respected, regardless of the family. In the second case, respondents are 
more divided on whether families should have the last say. In addition, 
answers may vary depending on the nature of the relationship between 
the potential donors and the decision-maker(s) within the family, as well 
as depending on the ethnic or cultural background of the deceased and 
their family. There is some evidence that family-determination plays a 
greater role in the East Asian principle of autonomy than it does in the 
West [69]. The relative importance of self-determination and family- 
determination in organ procurement decisions may also vary between 
European countries, or depending on age, education, religion, and other 
psychosocial factors. Althought the factors influencing the family deci-
sion making in organ donation have been studied extensively [70–73], 
there is little empirical evidence, to our knowledge, regarding the 
question of the individual v. family autonomy in the context of organ 
donation decision-making. This requires further investigation. 

With regard to knowledge, in many cases, only a minority of the 
public seems to be aware of the role families play in the decision-making 
process of organ donation. Results on this matter are limited to four 

countries and fail to cover all aspects of the family’s role. Hence, this 
also requires further investigation. 

Anyway, measuring people’s awareness of the role of the family in 
organ procurement proves to be a difficult task because of the opacity 
over what policy is actually in place in a given country, either de facto or 
de jure. A major cause of such opacity is the discrepancy between policy 
and practice that exists in most jurisdictions, with families usually 
having a greater role in clinical practice than stated or allowed by the 
law, as well as the variability of practices from one place to the other [1]. 
An additional cause of opacity is the ambiguity or the silence of several 
national regulations about the relatives’ rights and duties in this context 
[11,24]. 

This ambiguity or silence might partially explain the absence of any 
survey exploring this topic in most of continental Europe. Indeed, Wales 
(8) and the rest of the UK (8) account for half of all the results (16/33), 
while Poland (9) and the Netherlands (4) account for most of the 
remaining results (13/17). In the case of the UK nations, a move from 
opt-in to opt-out was considered in 2006 and eventually implemented in 
Wales in 2015, followed by England and Scotland in 2020. At least 11 of 
the UK results come from government funded reports related to these 
legal moves. In the case of the Netherlands, an opt-out law was passed in 
2018 and implemented in 2020. We ignore whether or not the four 
studies identified in the Netherlands are somehow related to the dis-
cussions leading to this law. During the 2008–2017 period, results were 
found in only four additional countries: Austria, Croatia, Germany, and 
Greece. Before this period, results from a previous SR [15] suggest that 
only two studies had ever addressed this issue outside of the UK, one in 
Belgium [74] and one in Spain [75]. 

4.1. Limitations 

A major limitation of this systematic review is the limited number of 
countries where surveys have been conducted and their uneven regional 
distribution. This means that the conclusions drawn here cannot be 
considered representative of all or most European countries. More 
research is needed and especially comparative research in a broader 
group of countries. 

Another important limitation is the heterogeneity of the sources with 
regard to the methods employed, as well as the ambiguity and vagueness 
in studies’ questions and reported results. Indeed, we acknowledge that 
we faced considerable difficulties in interpreting the data because of a 
lack of clarity on the situations in which relatives could be asked to 
intervene and the different roles they could play. A common conceptual 
framework to categorize the role of families and properly standardised 
questionnaires would help to better address this topic in future studies. 

5. Conclusions 

The results of this review indicate that a majority of the public 
supports the family’s involvement in organ retrieval decision-making 
and, in particular, their role as a surrogate decision-maker when the 
deceased has expressed no preference. However, these conclusions are 
drawn from a limited number of countries and from heterogeneous 
sources. A common theoretical framework and validated well-designed 
questionnaires are needed to address the role of the family in future 
studies. The findings should be considered in the development of Gov-
ernment policy and guidance regarding the role of families in deceased 
organ donation. 
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[18] Molina-Pérez A, Rodríguez-Arias D, Delgado-Rodríguez J, Morgan M, Frunza M, 
Randhawa G, et al. Public knowledge and attitudes towards consent policies for 
organ donation in Europe. A systematic review. Transplant Rev 2019;33:1–8. 
https://doi.org/10.1016/j.trre.2018.09.001. 

[19] Strech D, Synofzik M, Marckmann G. Systematic reviews of empirical bioethics. 
J Med Ethics 2008;34:472–7. https://doi.org/10.1136/jme.2007.021709. 

[20] Page MJ, McKenzie JE, Bossuyt PM, Boutron I, Hoffmann TC, Mulrow CD, et al. 
The PRISMA 2020 statement: an updated guideline for reporting systematic 
reviews. BMJ 2021:n71. https://doi.org/10.1136/bmj.n71. 

[21] Paez A. Grey literature: an important resource in systematic reviews. J Evid Based 
Med 2017. https://doi.org/10.1111/jebm.12265. 

[22] Dixon-Woods M, Cavers D, Agarwal S, Annandale E, Arthur A, Harvey J, et al. 
Conducting a critical interpretive synthesis of the literature on access to healthcare 
by vulnerable groups. BMC Med Res Methodol 2006;6:35. https://doi.org/ 
10.1186/1471-2288-6-35. 

[23] Morgan M, Kenten C, Deedat S. On behalf of the DonaTE Programme team. 
Attitudes to deceased organ donation and registration as a donor among minority 
ethnic groups in North America and the UK: a synthesis of quantitative and 
qualitative research. Ethn Health 2013;18:367–90. https://doi.org/10.1080/ 
13557858.2012.752073. 
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