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Abstract
	This systematic literature review examines the general public’s understanding and attitudes towards organ donation. It focuses on research articles relating to organ donation in Wales, the public’s understanding and attitudes towards organ donation and the changes made to the consent process in 2015. As part of this systematic literature review, a structured search for research articles was conducted pertaining to the general public’s understanding and attitudes to organ donation, and the Welsh Government’s policy changes and media campaign regarding organ donation. This systematic review found that although the general public’s understanding and attitudes to the new soft opt-out consent are improving, there are still issues with family members overriding deceased deemed consent.  







Already known about attitudes and understanding in Wales 
· The general public understand that if you have not opted out, it is deemed that you consent to organ donation. 
· Often families override the donor’s decision 
· There is a general belief amongst the public that the soft opt out law takes away deceased choice.

What this study found  
· To discover if the general public understand organ donation soft opt-out law
· To find if the general public’s attitudes towards organ donation has changed 











Introduction
The focus of this systematic review is to critically appraise psychological literature around the general public’s attitude and understanding of organ donation in Wales. In 2015 Wales became the first UK country to introduce a soft opt-out process of consent, with England and Scotland due to follow in 2020. For this change to be successful, the Welsh government started an organ donor media campaign aimed at the general public, to raise understanding and improve attitudes towards organ donation. The media campaign set out to increase the general public’s understanding of soft opt-out law, also known as deemed consent, to communicate the change in law and policy, and to inform, educate and change behaviours towards organ donation. This change was mainly due to a decrease in the number of people opting in to be organ donors, and also because many of the individuals who did opt-in to be deceased organ donors, upon death organs were either deemed to not be eligible for actual donation, or family members overrode the deceased’s decision.
 According to Noyes et al (2019), one of the main barriers for organ donation has been that emotionally charged bereaved family members of the deceased, when in discussions with the specialist nurse, can object to the harvesting of organs. In the instance of objection, the family then need prove that the deceased had been against organ donation, with either witnessed written evidence, or a witnessed verbal conversation pertaining to objection to organ donation. In addition to this, Wales has a long waiting list of patients registered to be recipients of organ donation, with a high mortality rate mainly due to the length of time on the list, as stated within the Human Transplantation (Wales) Act 2013. 
[bookmark: _Hlk29060587]Increasing the general public’s understanding and encouraging positive attitudes towards organ donation in Wales is imperative to raise the number of available organs (Noyes et al 2019). The criteria of eligibility to be considered under the deemed consent law in Wales, which according to the Human Transplant (Wales) Act (2013) as stated by Noyes et al. (2019), is as follows: the potential donor, must be a voluntary resident of Wales for 12 months or more prior to death, be over the age of 18, have capacity in line with the Mental Capacity Act (2005) and must die in Wales.  Under the new soft opt-out law, residents of Wales can register to opt-in and opt-out, appoint a trusted person to uphold their decision or do nothing and be deemed as giving consent for organ donation. According to Welsh Government (2013) the percentage of the public in favour of the change to organ donation consent rose from 49 percent to 61 percent from 2012 to 2013, reducing the percentage of those against the change from 22 percent to 17 percent. This change had been attributed to the rise in understanding due to a recent media campaign, changing the general public’s attitudes towards organ donation. A common theme of understanding from those who agreed with the change in the Welsh Government’s (2013) survey, was that the soft-opt out would increase available organs, would save lives and there would still be the option to opt-out. However, the common themes of understanding from those who had been against the change, were that they felt the change to soft opt-out would take away an individual’s choice in organ donation, they prefered the current system, there was not enough information available on how the system works, and a small number of participants felt that the new system would upset family members of the deceased. According to Albertsen (2018) the initial change in law was controversial, which was attributed to a lack of understanding, and inaccurate and sensationalised media reports. Albertsen (2018) compared government reports from 2014/2015 and 2016/2017, and noted that over the two year period, the number of instances of registered and deemed consent of organ donations had increased, however, the number of actual organs being donated had not increased. The feedback regarding the Welsh government’s campaign and educational pack was that it was successful in increasing knowledge and understanding.
Previous understanding and attitudes towards organ donation were discussed in Coad, Carter, and Ling’s (2013) study. They found that the attitudes and understanding held by young adults relating to organ donation, were positive, and many of the participants had been in favour of organ donation. Although, many would be more inclined to receive an organ than give an organ. However positive the attitude had been, only a small number of participants had signed up to the organ donor register, and a smaller number of participants had been aware of the proposed changes to soft opt-out. Coad, Carter, and Ling (2013), also found that many of the participants willing to donate their own organs, were not agreeable to their family members organs being harvested, immaterial of whether they had signed up to the organ donation register or not.   
The implementation of soft opt-out organ donation has encouraged changes to the general public’s attitudes, increased understanding of organ donation and raised all modes of organ donations (Noyes et al., 2019). Although the current trajectory will not accomplish the Welsh governments desired increase of 80 percent by 2020, this may be due to the rise in objection by family members who fail to accept deemed consent, the decrease in childhood deaths, and potential donors falling outside of the deemed consent criteria. Dallimore, McLaughlin, Williams, and Noyes (2019), highlighted an increase in organ donation in 2015/2016, which had mainly been due to the Welsh government’s media campaign, which helped to raise awareness and improve attitudes towards organ donation, however, during the same time the UK as a whole recorded the lowest rates of donation across Europe. Ahmad et al. (2019), highlight the high death rate of patients on the organ donor waiting list, due to organ donors either being noneligible or not registered to donate organs. 
Aims 
The aim of this systematic literature review is to analyse psychological research articles, which have studied the general public’s understanding and attitudes towards organ donation. 
Objectives: 
· To discover whether the general public’s attitude has changed as a result of improved understanding since the start of the Welsh government’s media campaign.
· To determine whether organ donations have increased since the changes made to the consent process in Wales 2015.
[bookmark: _i2]Method
Search strategy
For the systematic search of the literature, peer reviewed journal articles were sourced from PsycARTICLES and ProQuest online databases, and the literature was dated no earlier than 2015. To support and focus the search strategy in the selection process, a flow chart (see figure 1) was created. The literature had to fit the search criteria for the article to be included, and this criteria included the following: 
Inclusion criteria: 
1. Published between 2015 and 2019; include the Wales soft opt-out law. 
2. Discuss the public’s understanding or attitudes within the article, 
3. Have the key phrases used in the search in the title. 
Key phrases were Organ donation; Organ donation in Wales; General Public; Understanding and Attitudes. 
The search returned a total of 172 articles, which were screened and reduced to 36, by removing the articles primarily for countries other than Wales which did not include attitudes to organ donation. A further 24 articles were excluded during abstract screening, due to articles not fulfilling the criteria and keywords in their abstract, and a further four articles were excluded during full article screening , as the content was not relevant to the systematic review, leaving eight articles to be included. A quality check on the remaining eight articles rendered a further two articles to be excluded, due to a number of factors, leaving six articles to be used within the review. Each article chosen for the review underwent a quality check which included asking whether the article was current and published within the timeframe 2015 and 2019, whether the article was relevant, and whether it discussed the topic of organ donation and the understanding and attitudes towards organ donation consent. All articles used for this systematic review had been published in peer reviewed journals and the information within the articles was unbiased and matched other sources. The purpose of the articles had been to investigate with unbiased research the topic of deemed consent organ donation and the general public’s attitudes and understanding pertaining to organ donation. Three of these articles investigated the Welsh government’s media campaign, which focused on raising the general public’s understanding and changing negative attitudes towards organ donation, and the soft opt-out law. The remaining three articles focused on family and general public attitudes and understanding towards organ donation. 
The flow chart below breaks down the screening and selection process of the articles used for the purpose of this systematic literature review. 
Figure 1 
Flow chart for focused search and selection process. 


The following table indicates the summary of the six articles used within this systematic review. This summary includes: the author, year of the article, the aims of the article and the criteria used to screen the articles.  






















Table 1 
Table 1 highlights the articles used in this review
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Results 
Ahmad et al. (2019) and Cay (2019) both highlighted the need to increase
[bookmark: _Hlk36543557]organ donation by improving the general public’s understanding and attitudes towards organ donation. This is due to the high number of patients on the organ donation waiting list and the high mortality rate while on the waiting list. In addition to this the fact that only one to two percent of deaths result in eligible organ donations, with a smaller percentage of deceased organs being harvested due to the families of the deceased overriding the consent after death. However, Ahmed et al’s (2019) study was conducted in the very early stages of the implementation of the Welsh opt-out law, covering 2006 to 2016 by the end of the study, whilst the Welsh opt-out law had only been enacted for one year, which may have impacted the results of their study. Cay (2019) attributed the high number of patients on the organ donation waiting list during 2016 and 2017, to negative attitudes held by the general public towards organ donation, and the lack of understanding in relation to the change in consent laws. These factors along with emotions, according to Cay (2019), have also impacted on the number of family members objecting to potential deceased deemed consent organ donation. At the time of the study, 50 percent of potential deceased deemed consent organ donations were being overridden by family members, reducing the already low number of eligible organ donations further.   Although Cay’s (2019) study had incorporated elements of the general public’s attitudes and understanding of deemed consent organ donation he study had specifically focused on the legal, ethical complications and dilemmas of the families of the deceased, and as such only briefly touched upon the organ donor's own autonomy, attitude and understanding of deemed consent organ donation, and that of the general public. Ahmed et al’s (2019) systematic review, was broad covering European countries over a 10-year period between 2006 to 2016. Throughout the review there was little discussion regarding the general public’s backgrounds, socio-demographics or cultures, which may have impacted on organ donation and on the findings of their review. Additionally, Ahmad et al (2019), highlighted the concern, regarding the obstructive attitudes and understanding towards deemed consent, when families are faced with the reality of agreeing to a deceased family member’s organs being harvested. However, this issue of family objection may also be linked to individual backgrounds, socio-demographics and cultural differences, affecting attitudes, behaviours and understanding of organ donation.  
Noyes et al. (2019), emphasised that the general public’s understanding and attitudes towards all forms of organ donation was positive, and indicated a small rise in all forms of organ donations across Wales in 2014 to 2015, prior to the introduction of the soft opt-out law in December 2015. Noyes et al. (2019) also stated that although there had been a rise in organ donation in Wales, the actual percentage had not been in line the Welsh governments projected percentage of an 80 percent rise in organ donation by 2020.  Although, it was found that the soft opt-out law, combined with the Welsh government media campaign, had improved understanding, encouraged positive attitudes and improved behaviour trends towards deemed consent organ donation. However, it has also brought with it a rise in objection by family members, as due to the change in law, families are to be included in the final decision of donating organs upon death, and it is at this time that many deceased families override registered consent and more so deemed consent. Many families participating within the  study could not accept deemed consent as a form of consent to organ donation upon death. Other factors affecting rates of organ donation, highlighted by Noyes et al (2019), included fewer childhood fatalities, potential donors falling outside of the soft opt-out criteria and the organs donated not being eligible for transplantation. It was found by Noyes et al. (2019) that deemed consent matched the expressed consent rate, but that objection rates relating to deceased organ donor’s deemed consent had been higher than the objection rates for organ donors who had opted in, as families were often unaware of the deceased family members wishes, and unable to accept deemed consent as the considered option of the deceased. However, this study was conducted relatively early in the implementation of the changes in law, and this fact could have impacted the results of the study, as change requires time to be accepted and experienced. 
[bookmark: _Hlk36543280][bookmark: _Hlk34680414]Noyes et al.’s (2019) study was robust in that the data collected was analysed on a routine basis using strict protocols. The study worked in a cooperative manner by including a large group of patients, public representatives and researchers. The main limitation to Noyes et al.’s (2019) research, was that its main aim had been to establish short term impacts, and had concentrated on the data collected via the opt-in organ donor registration three years prior to the enactment of the soft opt-out law, and 18 months post implementation of the soft opt-out law. Due to the relatively short period of time the research was conducted over, only a relatively small number of deceased organ donors could be included in the study, as not all deaths result in organ donation. Further research is required to establish longitudinal changes in attitudes and understanding of organ donation over an extended time period. Dallimore et al. (2019), investigated attitudes towards organ donation and found that in 2015 to 2016, the whole of the UK saw its biggest increase in organ donation to date, which they indicated had been attributed to the Welsh government media campaign. Noyes et al (2017) highlights the aims of the Welsh government continuing media campaign to change the general public’s behaviours, trends, attitudes and understanding of the changes to organ donation laws, as a way of increasing the number of actual organ donations, and transplantation. Additionally, implementation of positive changes within the NHS and education settings has also proven to be beneficial and has helped to improved behaviour trends, attitudes and understanding to organ donation (Dallimore et al 2019). Dallimore et al (2019) used both qualitative and quantitative articles within their research study , which highlighted that it is too early in the implementation phase to establish whether the media campaign has changed behaviour trends on a long term basis, as they found that many of the  general public are critical of the media, although it is recognised as one of the main ways of communicating between the Welsh government and the general public. 
[bookmark: _Hlk36542950]Noyes et al’s (2017) study revealed that their research had been a mixed-method evaluation, using various data sources and co-produced with the NHS Blood and Transplant staff. There had been limitations in regards to recruiting family members of deceased deemed consent organ donors to participate in previous studies, and therefore their study (Noyes et al 2017) relied upon NHS Blood and Transplant staff to initially recruit family members of deceased potential organ donors as participants for their study. The study was supported by public representatives, patients and organisations giving the study the viewpoint of differing backgrounds, socio-demographics and cultures. The aim of their study was to address the gap in understanding family’s reactions to deemed organ donation, and it was conducted early in the enactment of the soft opt-out law in Wales. Their study concentrated solely on the family’s responses, however, had little consideration for the deceased’s autonomy and wishes. They discovered that family members of deceased potential deemed consent organ donors had been inclined to override deemed consent, even when they were aware that the deceased had expressed their wish to donate their organs upon death, as the family felt their deceased would be harmed or disfigured during the harvesting process after death. 
[bookmark: _Hlk36543063]The systematic review conducted by Molina-Pérez et al. (2019), examined empirical qualitative and quantitative reports, relating to the general public’s understanding of opt-out organ donation across Europe from 2008 to 2017. A limitation of their review was that, although Wales was included, the law on organ donation in Wales did not changed from opt-in to opt-out until December 2015. They stated that all the studies within the criteria for the review for Wales, had been conducted prior to the introduction of the soft opt-out law in 2015, however, nineteen articles used within their study, covered Wales and or the UK and highlighted that the general public in Wales preferred opt-out over opt-in prior to the enactment of the soft opt-out law. Other limitations to their study (Molina-Pérez et al 2019), were that the studies within the opt-in countries had been mainly Government reports examining the general public’s knowledge of opt-in organ donation, and studies used for the opt-out countries had mainly been academic, focusing on medical students’ knowledge.   
This systematic literature review examined six articles pertaining to the subject of soft opt-out organ donation in Wales and the general public’s understanding and attitudes towards organ donation. The review summarised the soft opt-out organ donation law, which came into effect in 2015 in Wales, the Welsh government’s campaign and the public’s understanding and attitudes towards organ donation. During the review of the six articles it became evident that the government media campaign has improved the understanding of deemed consent and that consent to organ donation in Wales has increased, however, not to the extent of 80 percent by 2020 as initially projected. Although actual organ donation has not increased or decreased, there are a number of factors influencing the shortage of actual organ donation which include: the potential organ donor not fitting the soft opt-out criteria, the organ donated not being eligible and family veto. The governments campaign has been fluid since its implementation to accommodate changes in the general public’s understanding, attitudes and behaviours towards organ donation, and this fluidity also allows for professional changes across health boards and education settings allowing for retraining to accommodate the changes within the general public. 
Limitations 
	There were a number of limitations within this systematic review. There were a limited number of articles used within the review itself, due to the restriction of only using two databases, the limitation created by the search criteria, and the time scale in which the systematic review had to been conducted. The search criteria reduced the number of articles from a 172 in the initial search to six eligible sources with which to conduct the systematic review.
There were also limitations within the articles used for this systematic review. Molina-Pérez et al (2019), included in their review, studies being conducted encompassing all opt-out European countries including Wales from 2006 to 2017, at which point the soft opt-out law had only been enacted for two years. As their study was conducted in the early stages of the introduction of the soft opt-out law in Wales, available articles fitting the study criteria focusing on Wales were limited. Additionally, the studies used for their research were Government reports in opt-in countries on attitudes and understanding of organ donations, and academic student surveys in opt-out countries, which means they are not entirely comparable, and the student input may not reflect the general public’s view point on soft opt-out organ donation.   
Other research (Noyes et al.’s 2019) included within this review, looked at the short term changes of the general public’s behaviours, attitudes and understanding over 18 months, following the change in Wales from opt-in to opt-out. Due to the impact of the change of law to deemed consent organ donation, however, these initial changes may not reflect long term trends. Noyes et al’s (2017) study was limited because it relied upon the NHS Blood and Transplant staff to initially recruit participants for their research, many of whom were family members of deceased deemed consent donors, which may not reflect the wider general public’s attitudes or understanding. Dallimore et al’s (2019) research aimed to detect whether the media campaign had changed behaviour trends or not, however, it was conducted in the early stages of the Welsh government’s change of law, therefore it could not provide a full understanding of the long term impact of the campaign. Ahmed et al’s (2019) systematic review was broad, covering European countries over a 10 year period between 2006 to 2016, and the changes of law for Wales only came into effect in 2015, therefore, despite providing useful data, it has limitations regarding the Welsh soft opt out law change. Cay’s (2019) research was completed in 2017, at which point the soft opt-out law in Wales had only been enacted for two years, and had focused research specifically on the legal and ethical concerns pertaining to the family of the deceased, with regard to soft opt-out deemed consent organ donation, and therefore had a limited scope in terms of the attitudes, behaviours and understanding of the general public as a whole. 
Conclusion 
In conclusion, the change from opt-in to soft opt-out consent has to some degree been successful, and has increased understanding and positive attitudes about the need for increasing organ donation across Wales, due to the Welsh government’s campaign (Noyes et al, 2019). The soft opt-out organ donation law is more widely accepted amongst the general public However, although the campaign has included all secondary schools providing them with education packs and the medical profession for retraining, (Albertsen, 2018), more people could be reached by including key workers, support workers and third sector workers in the training process. Due to the continued public information campaign, the general public’s behaviour trends towards organ donation are changing slowly over time, although the emotional issues faced by families who override deemed consent, is a continuing concern, which requires ongoing support and awareness to help alleviate this issue. The issue of family members overriding deemed consent is being considered and changes are being implemented in the Welsh government’s media campaign with the aim of alleviating this issue (Albertsen, 2018). The recent introduction of organ donation education packs into secondary schools is encouraging discussion both in school and at home, which it is hoped will encourage positive conversations around organ donations within the family home. The aim of this is to encourage the general public to see organ donation as a social norm and a normal part the process of end of life care Dallimore et al. (2019). 

The understanding, behaviours trends and attitudes, towards deemed consent organ donation by the general public has positively moved forward since the implementation of the Welsh government’s media campaign, and enactment of the soft opt-out law in 2015. This positive change has resulted in the tone of the media coverage changing from having negative connotations such as this is what is happening to you, to more positive connotations such as this is what you the people are achieving. Although, there are a number of those within the general public, who still hold onto the negative misgivings of soft opt-out organ donation, believing that the deceased will lose their free will due to the deemed consent law, many more have developed a better understanding, improved behaviour trends and positive attitudes towards deemed consent to organ donation, and as a result have given consent to organ donation.  Overall, by increasing the exposure of the younger generation to discussions around organ donation, in a positive environment within schools, and more general public exposure to the positive effects of organ donation and consent to organ donation, the better the understanding and more constructive the attitudes of the general public will become.  
This review, although limited, highlighted that more can be done within the Welsh government’s campaign to support the change in organ donation laws. For example, making training on the intricacies of deemed consent organ donation broadly available  to general support staff such as domiciliary care, one to one family support , social subscribers and  Citizen Advise Bureau amongst many others,  so that they can, when faced with concerned members of the public, provide and  inform  with accurate  positive information helping more of the general public to understand and develop positive attitudes to deemed soft opt-out organ donation. 
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