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Abstract

Background In May 2020, England moved to an opt-out organ donation system, meaning adults are presumed

to be an organ donor unless within an excluded group or have opted-out. This change aims to improve organ dona-
tion rates following brain or circulatory death. Healthcare staff in the UK are supportive of organ donation, however,
both healthcare staff and the public have raised concerns and ethical issues regarding the change. The #options
survey was completed by NHS organisations with the aim of understanding awareness and support of the change.
This paper analyses the free-text responses from the survey.

Methods The #options survey was registered as a National Institute of Health Research (NIHR) portfolio trial

[IRAS 275992] 14 February 2020, and was completed between July and December 2020 across NHS organisations
in the North-East and North Cumbria, and North Thames. The survey contained 16 questions of which three were
free-text, covering reasons against, additional information required and family discussions. The responses to these
questions were thematically analysed.

Results The #options survey received 5789 responses from NHS staff with 1404 individuals leaving 1657 free-text
responses for analysis. The family discussion question elicited the largest number of responses (66%), followed

by those against the legislation (19%), and those requiring more information (15%). Analysis revealed six main themes
with 22 sub-themes.

Conclusions The overall #options survey indicated NHS staff are supportive of the legislative change. Analy-

sis of the free-text responses indicates that the views of the NHS staff who are against the change reflect

the reasons, misconceptions, and misunderstandings of the public. Additional concerns included the rationale
for the change, informed decision making, easy access to information and information regarding organ donation
processes. Educational materials and interventions need to be developed for NHS staff to address the concepts
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of autonomy and consent, organ donation processes, and promote family conversations. Wider public aware-
ness campaigns should continue to promote the positives and refute the negatives thus reducing misconceptions

and misunderstandings.

Trial registration National Institute of Health Research (NIHR) [IRAS 275992].
Keywords Organ donation, Legislation, National Health Service, Qualitative

Background

In England May 2020, Max and Kiera’s Law, also known
as the Organ Donation (Deemed Consent) Bill, came
into effect [1, 2]. This means adults in England are now
presumed to have agreed to deceased organ donation
unless they are within an excluded group, have actively
recorded their decision to opt-out of organ donation on
the organ donor register (ODR), or nominated an indi-
vidual to make the decision on their behalf [1, 2]. The
rationale for the legislative change is to improve the
organ donation rates and reduce the shortage of organs
available to donate following brain or circulatory death
within the UK [2-4]. This is particularly important
considering the growing number of patients awaiting
a transplant. Almost 7000 patients were waiting in the
UK at the end of March 2023 [5]. Wales was the first
to make the legislative change in December 2015, fol-
lowed by Scotland in March 2021 and lastly Northern
Ireland in June 2023 [2]. Following the change in Wales,
consent rates had increased from 58% in 2015/16 to
77% in 2018/19 [6], suggesting the opt-out system can
significantly increase consent, though it further sug-
gests that it might take a few years to fully appreciate
the impact [7, 8]. Spain, for example, has had an opt-
out legislation since 1979 with increases in organ dona-
tion seen 10 years later [9].

Research, however, has raised concerns from both the
public and healthcare staff regarding the move to an
opt-out system. These concerns predominantly relate to
a loss of freedom and individual choice [9, 10], as well
as an increased perception of state ownership of organs
[10-12] after death. Healthcare staff additionally fear
of a loss of trust and a damaged relationship with their
patients [9, 11]. These concerns are frequently linked to
emotional and attitudinal barriers towards organ dona-
tion, understanding and acceptance [9]. Four often ref-
erenced barriers include (1) jinx factor: superstitious
beliefs [13—15]; (2) ick factor: feelings of disgust related
to donating [13-15]; (3) bodily integrity: body must
remain intact [13-15]; (4) medical mistrust: believing
doctors will not save the life of someone on the ODR
[13-15]. The latter barrier is mostly reported by the
general public in countries with opt-out systems [13,
14, 16] although medical mistrust does feature as a bar-
rier across all organ donation systems. In addition, it is

a reported barrier healthcare staff believe will occur in
the UK under an opt-out system [9, 16].

Deceased donation from ethnic minority groups is
low in the UK, with family consent being a predomi-
nant barrier in these groups. Consent rates are 35%
for ethnic minority eligible donors compared to 65%
for white eligible donors [5]. The reasons for declin-
ing commonly relate to being uncertain of the person’s
wishes and believing it was against their religious/cul-
tural beliefs. Healthcare staff, particularly in the inten-
sive care setting, have expressed a lack of confidence
in communication and supporting ethnic minority
groups because of language barriers and differing reli-
gious/cultural beliefs to their own [17]. However, one
study has highlighted that generally all religious groups
are in favour of organ donation with respect to certain
rules and processes. Therefore, increasing knowledge
amongst healthcare staff of differing religious beliefs
would improve communication and help to sensitively
support families during this difficult time [18, 19].
However, individually and combined, the attitudinal
barriers, concerns towards an opt-out system, and lack
of understanding about ethnic minority groups, can
have a significant impact within a soft opt-out system
whereby the family are still approached about donation
and can veto if they wish [11, 12, 20].

The #options survey [21] was completed online by
healthcare staff from National Health Service (NHS)
organisations in North-East and North Cumbria (NENC)
and North Thames. The aim was to gain an understand-
ing of the awareness and support to the change in leg-
islation. The findings of the survey suggested that NHS
staff are more aware, supportive, and proactive about
organ donation than the general public, including NHS
staff from religious and ethnic minority groups. However,
there were still a number who express direct opposition
to the change in legislation due to personal choice, views
surrounding autonomy, misconceptions or lack of infor-
mation. This paper will focus on the qualitative analysis
of free-text responses to three questions included in the
#options survey. It aims to explore the reasons for being
against the legislation, what additional information they
require to make a decision, and why had they not dis-
cussed their organ donation decision with their family.
It will further explore a subset analysis of place of work,
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ethnicity, and misconceptions. The findings will aid sug-
gestions for future educational and engagement work.

Methods

Design, sample and setting

The #options survey was approved as a clinical research
study through the integrated research application system
(IRAS) and registered as a National Institute of Health
Research (NIHR) portfolio trial [IRAS 275992]. The sur-
vey was based on a previously used public survey [22] and
peer reviewed by NHS Blood and Transplant (NHSBT).
The free-text responses used in #options were an addi-
tion to the closed questions used in both the #options
and the public survey. Due to the COVID-19 pandemic,
the start of the survey was delayed by 4 months, open-
ing for responses between July to December 2020. All
NHS organisations in the NENC and North Thames were
invited to take part. Those that accepted invitations were
supplied with a communication package to distribute to
their staff. All respondents voluntarily confirmed their
agreement to participate in the survey at the beginning.
The COnsolidated criteria for REporting Qualitative
research (COREQ) checklist was used to guide analysis
and reporting of findings [23], see Supplementary mate-
rial 1.

Data collection and analysis

The survey contained 16 questions, including a brief
description of the change in legislation. The questions
consisted of demographic details (age, sex, ethnicity, reli-
gion), place of work, and if the respondent had contact
with or worked in an area offering support to donors and
recipients. Three of the questions filtered to a free-text
response, see Supplementary material 2. These responses
were transferred to Microsoft Excel to be cleaned and
thematically analysed by DC. Thematic analysis was
chosen to facilitate identification of groups and patterns
within large datasets [24]. Each response was read mul-
tiple times to promote familiarity and initially coded.
Following coding, they were reviewed to allow areas
of interest to form and derive themes and sub-themes.
Additional subsets were identified and analysed to better
reflect and contrast views. This included, at the request of
NHSBT, the theme of ‘misconceptions. The themes were
reviewed within the team (DC, CW, NK, NC, MJ) and
shared with NHSBT. Any disagreements were discussed
and agreed within the team.

Results

Overall, the #options survey received 5789 responses
from NHS staff. The COVID-19 pandemic further
impacted on NHS organisations from North Thames
to participate, resulting in respondents predominantly
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being from NENC (86%). Of the respondents, 1404 indi-
viduals (24%) left 1657 free-text responses for analysis.
The family discussion question elicited the largest num-
ber of responses, accounting for 66% of the responses
(n=1088), followed by against the legislation at 19%
(n=316) and more information needed at 15% (n=253).
The responses to the against legislation question pro-
vided the richest data as they contained the most infor-
mation. Across the three questions, there were six main
themes and 22 sub-themes, see Table 1. The large num-
ber of free-text responses illustrate the multifaceted
nature of individuals views with many quotes containing
overlap between themes and sub-themes.

Respondent characteristics

In comparison to the whole #options survey respond-
ents, the free-text response group contained proportion-
ally more males (21% vs 27%), less females (78% vs 72%),
and marginally more 18-24year-olds (7% vs 8%), respec-
tively. There were 5% more 55+ year olds in the free-text
group, however all other age groups were between 2—-3%
lower when compared to the whole group. Additionally,
the free-text group were more ethnically diverse than
the whole group (6.9% vs 15.4%), with all named reli-
gions also having a higher representation (3.9% vs 7.3%),
respectively.

Question one: | am against the legislation — Can you help
us understand why you are against this legislation?

Of the three questions, this elicited the largest number
of responses from males (n=94, 30%), those aged over
55 years (n=103, 33%), and ethnic minority respond-
ers (n=79, 25%). Subset analysis of place of employment
indicates 27% were from the transplant centre (n=284),
8% were from the mental health trust (z=26), and 4%
from the ambulance trust (n=14). Thematic analysis
uncovered four main themes and 12 sub-themes from
the responses, with the predominant theme being a per-
ceived loss of autonomy.

Theme one: loss of autonomy

Respondents’ reasons for a loss of autonomy were catego-
rised into four sub-themes. Firstly, calling into question
the nature of informed consent and secondly, peoples’
awareness of the legislative change. One respondent
stated individuals need to be “fully aware and informed”
[R2943] in order to have consented to organ donation.
However, one respondent stated that they believe indi-
viduals have “not [been] informed well” [R930] and thus
“if people are not aware of it, how are they making a
choice on what happens to their organs” [R1166]. It was
suggested that awareness of the change may have “been
overshadowed by COVID” [R4119].
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Furthermore, there was concerns regarding the means
to record an opt-out decision, specifically to those that
are “not tech savvy” [R167], “homeless” [R5721], “vulner-
able” [R4553], and ‘elderly” [R2155]. Therefore, remov-
ing that individual’s right to record their decision due to
being at a disadvantage.

Finally, respondents expressed concerns of a move to
an authoritarian model of State ownership of organs. This
elicited strong, negative reactions from individuals under
the belief the State would own and “harvest” a person’s
organs under a deemed consent approach, with some
removing themselves as a donor consequently, “I am furi-
ous that the Government has decided that my organs are
theirs to assign. It is MY gift to give, not theirs. I have now
removed myself as a long-standing organ donor” [R593].

Theme two: consequences

Following respondents stating their reason for being
against the legislative change, they discussed further what
they believed to be the consequences of an opt-out legis-
lation, with a focus on trust. Respondents cited a lack of
trust towards the system, ‘I have no Trust in the UK gov-
ernment” [R5374], with some surprisingly citing a lack of
trust towards healthcare professionals, “Don’t trust doc-
tors in regard to organ donation” [R3010], as well as a fear
of eroding trust with the general public, “This brings the
NHS Organ Donation directly into dispute with the pub-
lic” [R1237]. Respondents additionally believed the legis-
lative change would lead to an increase in mistakes i.e.,
organ’s being removed against a person’s wishes by pre-
suming, “not convinced that errors won’t be made in my
notifying my objection and that this won'’t be dealt with or
handed over correctly” [R3018]. Finally, it is believed this
change would also lead to, ‘additional upset” [R587], for
already grieving families.

Theme three: legislation

Respondents were additionally against the legisla-
tion itself as they believed it lacked an evidence-base to
prove it is successful at increasing the numbers of organs
donated. As well as this, respondents perceived the legis-
lation as one that removed the donor’s choice as to which
organs they want to donate, some with a religious attrib-
ute “I don’t mind donating but would like choice of what
I like to i.e., not my cornea as for after life I want to see
where I am going” [R5274].

Theme four: religion and culture

Religion and culture was another common theme with
sub-themes relating to maintaining bodily integrity fol-
lowing death and the lack of clarity around the definition
of brain death. Many others stated that organ donation
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is against their religion or, were “unsure whether organ
donation is permissible” [R1067].

Question two: | need more information to decide—What
information would you like to help you decide?

This question elicited the most responses from females
(n=188, 74%), those aged over 55 years (n=80, 32%),
with 19% being from ethnic minority groups (n=49).
Subset analysis of place of employment indicates 18%
were from the transplant centre (n=46), 8% were from
the mental health trust (#=18), and 9% from the ambu-
lance trust (n=23). Thematic analysis uncovered a main
theme of ‘everything”. There were many responses that
did not specify what information was required, but indi-
cated that more general information on organ donation
was required, within this there were five sub-themes.

Sub-themes:

The first sub-theme identified a request for informa-
tion around the influence a family has on the decision
to donate and the information that will be provided to
families. This included providing ‘emotional wellbeing”
[R162] support, and information on whether families
can ‘appeal against the decision” [R539] or “be consulted”
[R923] following their loved one’s death. This was mainly
requested by those employed by transplant centres.

The second request was for information on the “process
involved after death for organ retrieval” [R171], predomi-
nantly by ethnic minority groups and those employed by
the mental health trusts, with specific requests on con-
firming eligibility. Other examples of requested infor-
mation on the process and pathway included “how the
organs will be used” [R1086], “what will be donated”
[R1629], and “who benefits from them” [R3730].

The third request was information regarding the pub-
licity strategy to raise awareness of the legislative change.
Many of the respondents stated they did not think there
was enough ‘coverage in the media” [R3668]. Additional
considerations of public dissemination were to ensure it
was an “easy read update” [R1373], specifically for “the
elderly or those with poor understanding of English who
may struggled with the process” [R1676].

The fourth request was information around the sys-
tems in place to record a decision. There were additional
requests for the opt-out processes if someone was within
the excluded group and “what safeguards are in place”
[R3777], as well as what if individuals change their mind
and the ease of recording this new decision.

Finally, and similarly to the first question, the fifth
request was information for an evidence-base. Respond-
ents stated that they, “would like to know the reasons
behind this change” [R3965], believing that if they had a
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greater understanding then this might increase their sup-
port towards the legislative change.

Question three: Have you discussed your decision

with a family member? If no, can you help us understand
what has stopped you discussing this with your family?
The free-text responses to analyse were from those who
responded “No” to, “Have you discussed your decision
with a family member?”. This received 1430 responses
with females (n=1025, 27%) predominantly answering
“No” However, not everyone left a free-text response,
leaving 1088 comments for analysis. These were predom-
inantly made by those aged over 55 years (n=268, 24%),
with 5% being from ethnic minority groups (n=49).
Subset analysis of the 1088 responses regarding place
of employment indicated 14% were from the transplant
centre (n=147), 7% were from the mental health trust
(n=78), and 9% from the ambulance trust (#=96). The
analysis uncovered a main theme of priority and rele-
vance made up of five sub-themes.

Sub-themes:
The first sub-theme identified one reason to be that it
was their “individual decision” [R3] and there would be
“nothing to be gained” [R248] from a discussion. Some
respondents stated that despite a lack of discussion, their
family members would assume their wishes in relation to
organ donation and support these, “I imagine they are all
of the same mindset” [R4470]. However, some stated their
reasons to be because they ‘don’t have a family” [R1127]
to discuss this with or have “young ones whose under-
standing is limited about organ donation” [R356]. Posi-
tively, there were several respondents who suggested the
question had acted as a prompt to speak to their family.
Another reason stated by respondents was that they
found the topic to be too difficult to discuss due to “recent
bereavements” [R444], “current environment” [R441], and
‘a reluctance to address death” [R4486]. As evident in
the latter quote, many respondents viewed discussions
around death and dying as a “taboo subject” [R3285],
increasing the avoidance of having such conversations.
Finally, the fifth reason was that several respondents
“had not made any decision yet” [R2478]. One respondent
wanted to ensure they had reviewed all available informa-
tion before deciding and having a well-informed discus-
sion with them.

Misconceptions

A further subset analysis of responses coded as miscon-
ceptions was reviewed at the request of NHSBT, with
interest in whether these occurred from healthcare
staff working with donors and recipients. Misconcep-
tions were identified across the three questions, with
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misconceptions accounting for 24% of the responses to
the against the legislation question. Responses used emo-
tive, powerful words with suggestions of State ownership
of organs, abuse of the system to procure organs, change
in treatment of donors to hasten death, religious and cul-
tural objections, and recipient worthiness.

I worked in organ retrieval theatre during my career
and I was uncomfortable with the way the opera-
tions were performed during this period. Although
the ’brain dead’ tests had been completed prior
to the operation the vital signs of the patient often
reflected that the patient was responding to pain-
ful stimuli. Sometimes the patient was not given
the usual analgesia that is often given during rou-
tine operations. This made me rethink organ dona-
tion therefore I am uncomfortable with this. I always
carried a donation card prior to my experience but
subsequently would not wish to donate. This may be
a personal feeling but that is my experience. [R660)].

I think that this is a choice that should be left to
individuals and families to make. After many years
in nursing lots of it spent with transplant patients
not all recipients embrace a ’healthy lifestyle’ post-
transplant with many going back to old lifestyle
choices which made a transplant necessary in the
first place. [R867].

Additional comments suggested certain medical con-
ditions and advancing age precludes donation and that
the ability to choose which organs to donate had been
removed.

Most of them will be of no use as I have had a heart
attack, I smoke and have Type 2 diabetes. [R595]

Further analysis indicated that 27% (n=24) of these
comments were made by individuals who worked with or
in an area that supported donors and recipients.

Discussion

In summary, this qualitative paper has evidenced that
the ability to make an autonomous informed deci-
sion is foremost in the respondent’s thoughts regard-
ing an opt-out system. This has been commonly cited
as a reason throughout the literature by those against
an opt-out system [9, 10, 25, 26]. The loss of that ability
was the primary reason for respondents being against
the change in legislation with the notion that the deci-
sion is a personal choice cited as a reason for lack of
discussion with family members. Respondents stated
that the ability to make autonomous decisions needs to
be adequately supported by evidence-based informa-
tion that is accessible to all. If the latter is unavailable,
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they expressed concern for negative consequences.
This includes an increase in the perceived belief of the
potential for mistakes and abuse of the system, as well
as family distress and loss of trust in the donation sys-
tem and the staff who work in it, as supported by previ-
ous literature [9, 11].

Our findings further coincide with that of previous
literature, highlighting views suggesting that the opt-
out system is a move towards an authoritarian system,
illustrating the commercialisation of organs, and a sys-
tem that is open to abuse and mistakes [10-12, 27-29].
Healthcare staff require reassurance that the population,
specifically the hard-to-reach groups like the elderly and
homeless, have access to information and systems in
order to be able to make an informed decision [30, 31].
Whilst the findings from the overall #options survey
demonstrated awareness is higher in NHS staff, there was
a significant narrative in the free-text response regard-
ing a lack of awareness and a concern the general public
must also lack the same awareness of the system change.
Some responses also reflected medical mistrust concerns
of the general public [13, 14, 16] as well as expressing a
fear of losing trust with the public [9, 11, 16], as found
within previous work. Additional research articles rais-
ing awareness of the opt-out system in England suggest
that despite publicising the change with carefully crafted
positive messaging, negative views and attitudes are likely
to influence interpretation leading to an increase in mis-
information [28]. Targeted, evidence-based interventions
and campaigns that address misinformation, particularly
in sub-groups like ethnic minorities, is likely to provide
reassurance to NHS staft and the general public, as well
as providing reliable resources of information [28].

Respondents also requested more detailed informa-
tion about the process of organ donation. The disparity
of information and the knowledge of the processes of
donation includes eligibility criteria, perceived religious
and cultural exclusions, practical processes of brain and
circulatory death, and subsequent organ retrieval. As
well as, most importantly, more information on the care
provided to the donor before and after the donation pro-
cedure. The gap of available factual knowledge is instead
filled by misconceptions and misunderstandings which
is perpetuated until new information and knowledge
is acquired. It may also be attributed to the increased
awareness of ethical and regulatory processes. These
attitudes and views illustrate the complexity of opinions
associated with religion, culture, medical mistrust, and
ignorance of the donation processes [11, 15, 32]. There is
evidently a need for healthcare staff to display openness
and transparency about the processes of organ donation
and how this is completed, particularly with the donor’s
family. It further reinforces the need to increase the
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knowledge of differing religious and cultural beliefs to
support conversations with families [18, 19].

Both healthcare staff and the public would benefit from
educational materials and interventions to address atti-
tudes towards organ donation [19, 28, 33]. This would
assist in correcting misconceptions and misunderstand-
ings held by NHS staff, specifically those who support
and work with organ donors and recipients. Previous
work illustrates support for donation being higher in
intensivists, recommending educational programmes
to increase awareness across all healthcare staff [34].
The quantitative and qualitative findings of the #options
survey would support this recommendation, adding
that interventions need to be delivered by those work-
ing within organ donation and transplantation. This
would build on the community work being conducted by
NHSBT, hopefully leading NHS staff to become trans-
plant ambassadors within their local communities.

A further finding was that of confusion and misunder-
standing surrounding the role of the family, a finding also
supported by the literature [11]. It was suggested that
family distress would be heightened, and families would
override the premise of opt-out. Literature also supports
this could be further impacted if the family holds negative
attitudes towards organ donation [20]. The uncertainty
of the donors’ wishes was the most common reason for
refusing from ethnic minority groups [35], further high-
lighting the need for family discussions. Without this,
families feel they are left with no prior indication so
they opt-out as a precaution. Making an opt-in decision
known can aid the grieving process as the family takes
comfort in knowing they are fulfilling the donors wishes
[26] and reduces the likelihood of refusal due to uncer-
tainty about their wishes [36]. The ambiguity around the
role of the family, coupled with not explicitly stating a
choice via the organ donor register or discussions with
family can make it problematic for next of kin and NHS
staff.

Limitations

It is acknowledged that the findings of this study
could have been influenced by the COVID-19 pan-
demic beyond the changes to the research delivery
plan including a shift in critical care priorities, initial
increase of false information circulating social media,
delayed specialist nurse training, and removal of
planned public campaigns [37, 38]. The degree of the
impact is unknown and supports the view that ongo-
ing research into healthcare staff attitudes is required.
Additionally, the survey did not collect job titles and
is therefore limited to combining all healthcare staff
responses. It is understood not all staff, such as those
working in mental health, would know in depth details
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of organ donation and legislation, but it is expected
that their level of knowledge would be greater than that
of the general public.

Conclusions

The quantitative analysis [21] of the #options survey
showed that overall NHS staff are well informed and
more supportive of the change in legislation when com-
pared to the general public. This qualitative analysis of
the free-text responses provides a greater insight into
the views of the healthcare staff who against the change.
The reasons given reflect the known misconceptions and
misunderstandings held by the general public and evi-
denced within the literature [9-16]. There are further
concerns about the rationale for the change, the nature
of the informed decision making, ease of access to infor-
mation including information regarding organ donation
processes. We therefore propose that educational mate-
rials and interventions for NHS staff are developed to
address the concepts of autonomy and consent, are trans-
parent about organ donation processes, and address the
need for conversations with family. Regarding the wider
public awareness campaigns, there is a continued need to
promote the positives and refute the negatives to fill the
knowledge gap with evidence-based information [39] and
reduce misconceptions and misunderstandings.
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