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ABSTRACT

Research involving adults who lack capacity to consent relies on proxy (or surrogate) decision-making.
Proxy decisions about participation are ethically complex, with a disparity between normative
accounts and empirical evidence. Co e s a out the a u a of p o ies de isio s a ise, i pa t, f o
the lack of an ethical framework which takes account of the complex and morally pluralistic world in
which proxy decisions are situated. This qualitative study explored the experiences of family members
who have acted as a research proxy in order to develop an understanding of the ethical concepts
involved, and the interactions between those concepts. Proxies described a complex process of
respecting the wishes and preferences of the person they represented, whist integrating preferences
with what they viewed as being in the interests of the person. They aimed to make a decision that was
best for the pe so a d p ote ted the f o ha ; the also ai ed to ake the ight de isio ,
viewed as being authe ti to the pe so s alues a d life. De isio s e e u de pi ed
the
relationship between the person and their proxy, in which both trust and trustworthiness were key.
Proxies de isio s, ased oth o respect for the person and the need to protect their interests, arose
out of their dual role as both proxy and carer. The findings raise questions about accounts which rely
on existing normative assumptions with a focus on accuracy and discrepancy, and which fail to take
account of the requirement for proxies to make authentic decisions that arise out of their caring
obligations.
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INTRODUCTION

Obtaining informed consent is considered to be a fundamental ethical requirement for medical
research [1, 2] derived from the principle of respect for autonomy [3]. Research involving adults who
lack capacity to consent relies on decisions about their participation being made by proxies or
surrogates on their behalf [4]. In England and Wales, there are legal provisions for a family member
or friend to provide informed consent on behalf of an adult who lacks capacity to participate in a
clinical trial [5] or, for other types of research studies, to provide advice about their likely wishes and
feelings regarding the matter [6]. However, the consent or advice provided by the proxy can never be
ethically equivalent to personal consent and, as a consequence, conducting research with those who
lack decisional capacity is ethically complex [7]. One area of difficulty arises from the substantial
variance between the normative standards of proxy decision-making and empirical research which
describes the ways in which proxies actually make ethical decisions in practice [8].
Disjuncture between normative and empirical accounts
Normative accounts of proxy decision-making have historically been based on an ethical framework
that p oposes a step- ise app oa h hi h starts by first turning to the person s ad a ed di e ti es
or statements about their wishes or, in the absence of any such directive, a substituted judgment,
asking what the patient would have wanted, lastly relying on the standard of best interests [9]. A
number of flaws with this theoretical bioethical hierarchy have been identified [9] including its
inconsistency with proxy decision-making for research in practice [10]. The involvement of those
lacking decisional capacity in research is ethically problematic - it may neither satisfy the known wishes
standard nor the substituted judgement standard, is hampered by the lack of a robust ethical
framework [11].
The findings from a recent systematic review of empirical research exploring proxy decision-making
for research challenged the accepted reductionist account of proxy decision-making [10]. It found that
the normative accounts are largely unsupported by the empirical data on proxy decision making [10].
However, as the studies included in the review were predominantly hypothetical or scenario-based
studies, further work to empirically explore proxy decisions about research participation in practice
was required [10]. Understanding how proxies translate these ethical principles into practice is
important as laws, policies, and research governance processes may rest on assumptions about proxy
decision-making, such as the notion that proxies are able to decide based on substituted judgment,
that are not manifested in practice [12].
Developing a more empirically grounded account
While empirical methods have support as a good way of grounding ethics, it is also important for
ethical analysis to be grounded in the facts and reality of a situation [13]. We conducted a qualitative
study to explore the experiences of family members in England and Wales who have acted as a
research proxy [14], using a multiple-analytic approach to examine the data through multiple lenses.
Pluralistic qualitative analyses have been found to be valuable in providing a multi-layered
understanding of phenomena which possess ontological and epistemological multiplicity and
multidimensionality [15]. This paper reports the use of a modified grounded theory (GT) approach to
analyse the data and reflectively refine a previously proposed framework of ethical considerations in

proxy decision-making developed following a systematic review of empirical studies in predominantly
hypothetical scenarios [10].
Empirical bioethics methodologies have been the subject of much vigorous debate in recent decades
[16]. In line with Hu ta le a d I es f a e o k of appi g, f a i g a d shapi g phases of e pi i al
bioethics research, the aim of this study is to explore specific areas of the previously mapped terrain
that have been identified as being in need of deeper exploration [10] in order to develop an
understanding of how these key issues are experienced (or framed ) by relevant stakeholders [17]..
Under this approach, the issues are framed by the lived experience of relevant stakeholders in order
to reveal further unanswered questions, and indicate possible ways forward as part of future work
[17]. The descriptive framework presented here is not intended to make direct, normative claims.
Instead, the aim is to articulate the range of relevant concepts and considerations that proxies use to
make decisions in practice in order to build an account that is grounded both empirically and
theoretically [19].

METHODS

Semi-structured interviews were conducted with family members who had acted as a research proxy
for a person who lacks capacity. Potential participants were identified through condition-specific
research networks, social media platforms, and research registries in England and Wales. The study
was approved by Cardiff University Research Ethics Committee (Ref 17/54). Informed consent was
given by each participant prior to conducting the interview.
Data collection
Whilst data used for this study were olle ted p i a il fo a the ati a al sis of the p o ies
experiences of decision-making which has been previously reported [14, 20], the aim of the interviews
was also to capture ethical concepts, critically examine the previously developed framework [10], and
further refine it based on updated concepts identified from the data. Interviews were conducted
either face-to-face or by telephone. A topic guide was developed (Supplementary file 1) which was
informed by findings from a recent systematic review and the resulting the resulting framework of
proxy decision-making [10]. The interviews were digitally audio-recorded with consent and
transcribed verbatim.
Data analysis
Grounded theory (GT) methods focus on building theory that is grounded in the data, with an
emphasis on understanding processes and actions [21]. GT methods have been widely used by
empirical researchers in bioethics [22] and legal research [23]. Using a modified grounded theory
approach [24] data were coded iteratively with a particular focus on actions and processes rather than
topics [25] to allow reconstruction of actions and facilitation of a theoretical framework development
[24]. The wider research team discussed the categories and the proposed conceptual relationships
between the categories, which then linked the categories into a coherent theoretical model [26].

RESULTS

Participants
Interviews were conducted with 17 family members who had acted as a research proxy for a relative
who had impaired or absent capacity, predominantly someone living with dementia (Table 1.). Proxies
included those who had agreed to research participation by the person they care for and those who
had declined, and some had made decisions about more than one study. The types of research
considered included clinical trials of investigational medicines, as well as observational and
questionnaire or interview-based studies.

Table 1. Characteristics of participants and interviews
Participants n (%)
Gender
Male
Female
Relationship
Adult son/daughter
Spouse
Other
Daughter-in-law
Daughter and spouse*
Interview
Face-to-face
Pa ti ipa t s ho e
Other location
Via telephone
Duration of interview

4 (24%)
13 (76%)
12 (70%)
3 (18%)
2 (12%)
1
1

8 (47%
4 (24%)
5 (29%)
19-90 mins (mean 44 mins)

*Participant was the spouse of a person with impaired capacity and also had a parent with impaired
capacity

Main findings
Six inter-related categories were identified which captured the relevant ethical concepts within proxy
decision-making for research, consisting of a number of following principles set within the context of
how research is viewed by proxies (Figure 1. Framework of proxy decision-making for research).
Figure 1. Framework of proxy decision-making for research

See Table 2 for illustrated descriptions.

Reflecting on research – its value, and difference from treatment or care
Proxies recognised that decisions about research were different to those about medical treatment.
They viewed participating in research as having value, beyond any potential benefits to the person,
which influenced their decisions about whether the person they cared for should participate. It was
recognised that this value judgement was an important requirement for the proxy to make a decision
about participation on behalf of another person.
Relationality, trustworthiness, and being trusted
Trust and having a trusting relationship was a fundamental value underpinning proxy decision-making
for research. Trust featured through both the trustworthiness of the proxy and the functions or roles
it played in decision-making. Trustworthiness determined who was chosen to act as proxy. Trust
provided the authority to make de isio s o the pe so s ehalf - where the proxy was trusted and so
their decision was trusted by the person - and it also provided the conditions for making the proxy
decision as it required the proxy decision-maker to make the right (or good ) choice for the person.
Table 2. Illustrated descriptions of categories
Reflecting on research – its value, and difference from treatment or care
A d just e og isi g that it s a good thi g to do esea h [08, adult daughter]
If ou e espo si le fo so e od ho a t ake those de isio s the sel es, the ou eed to
be sure that the thing that the e getti g i ol ed ith is o th hile. A d I thi k it s the
o th hile ess hi h is the i po ta t thi g. If the a e does t feel that the o k is o th hile,
the I do t see ho ou a
ake a de isio to put so e od i fo it. [05, adult son]
U de pi i g the p o de isio is a assu ptio that the pe so
ould sha e the p o s o
view about the value of taking part in research. This may also mean the proxy 'projects' their views
onto the person.
Fo the hole of so iet , e ause
other, if research, if she were eligible, could assist people in
the futu e, the that has got to e good has t it? [15, adult daughter]
Relationality, trustworthiness, and being trusted
You ha e to ha e the t ust do t ou, to ake a de isio fo somebody, you, they have to trust you
a d ou ha e to t ust the , the k o ou e doi g the ight thi g fo the [02, daughter-in-law]
Trusting a family member was not necessarily task-specific, it may have applied to trusting them in
all areas of the pe so s elfa e, a d so e p o ies a t joi tl o se e all
ith othe fa il
members.
I a tuall sig ed he e, ut e e of the sa e f a e of i d a
a a d I like just told her [referring
to he siste ]. Yeah, fi e. We e oth got the sa e thoughts o these little things. Yeah, we just trust
o e a othe [11, adult daughter]
Trust was considered to have moral weight by proxies, where the responsibility of being trusted
was felt by proxies, it was viewed as a heavy burden at times, but it was also considered an honour.
It s uite o e ous so eti es …I ea it is uite a thi g to ake so e od else s de isio s fo the
a lot of the ti e is t it? [08, adult daughter]
Trust was transitive in nature, which had particular relevance when those involved in approaching
the proxy regarding participation were known and trusted by them, or in cases where trusted care
home staff introduced researchers they trusted to the proxies.

It as ell goi g do the li es a d if the pe so ou t ust t usts that othe pe so , you trust that
pe so as ell. Yes a d I t ust this ho e o pletel …a d the t ust [ a e of esea he ] … so I
t ust [ a e of esea he ]. [10, adult daughter]
Respecting known wishes
He may not now make his decision what to do but I know from what he's said in the past that he
would do anything to help. Knowing what his previous thoughts were, and knowing that he actually
said, a d I'
ot su e he did t ite it do
[07, female spouse]
Fo he s ie e is i po ta t a d it al a s as, though she was an artist she studied science and
she did a lot of a st a t pai ti gs a out s ie e. [04, adult daughter]
P o ies also used hat the k e a out the pe so s alues a d i tues he de idi g o thei
behalf, particularly whether the person was altruistic or willing to help others. They knew whether
the person would wish to 'do good' generally, even if they did not know their specific wishes about
research participation.
I thi k k o i g
u a d [ a e of hus a d], the ould oth e helpful to e erybody. You
k o , the e ot led li es he e the e ee set a a f o so iet , the e al a s joi ed i ith
so iet if ou see hat I ea . I see it as a o al issue. U that so t of ei g a good itize so t of.
[14, female spouse]
Some proxies acted intuitively when making a decision, rather than deliberating over the relative
factors. In these cases decisions were considered to be easy and were made quickly or
automatically, perhaps because they knew the person well and so could come to a decision
relatively effortlessly.
I thi k that e ause I k o hi so ell, e e ee
a ied fo thi t
really well, e k o ea h othe eall ell. [14, female spouse]

ea s. Because I know him

Integrating preferences and interests
Proxies integrated the pe so s k o
ishes a d p efe e es and what is in their current and
futu e i te ests, hilst seeki g to espe t oth. “o e p o ies ie ed this e ti el f o the pe so s
perspective, where they tried to consider what the perso s assess e t a out thei o i te ests
would be.
I thi k the so t of go ha d i ha d eall e ause if ou put ou self i thei shoes the ou k o
hat the thi k ould e est fo the , so ou e so t of eadi g hat the e goi g to e doi g
themsel es a d ou a
o e o less so t of ead hat the e thi ki g a d I thi k it goes ha d i
ha d. K o i g hat he ould a t a d hat he ould thi k is est fo hi . [10, adult daughter]
The process of weighing up and deciding necessarily takes into account new information that wasn't
available at the time of any expressed wishes, particularly where the significance has changed given
the change in situation and therefore context.
The o l issue I ould ha e with those is these days gi i g lood te ds to hu t he a little it. I do t
know why, it never did before, but it does now. So, yeah. Whether pain is a different thing. She
usuall does t tell ou if she s i pai , ut gi i g lood does hu t. [11, adult daughter]
Respecting the person's values or preferences, even if they were strongly committed to them, could
be overridden if the proxy considered it would be against their interests to participate. The change
i thei i u sta es ea t that so e of the pe so s p efe e es ere now considered in light
of the need to protect their welfare.
He s al a s ee a it of a risk taker. But at this stage, he e efo e it ould e ee isk-taking,
now I see it as not risk-taki g. I ould see it as … it s all a out his elfa e o , ou k o . [09,
female spouse]

Proxies recognised that considering either interests or preferences may direct them to a decision
that directly conflicts with the other. They used a process of balancing or integrating both
preferences and interests to a greater or lesser extent, although concern for one aspect may
emerge as a priority.
The p i a thi g that I ha e to look at is ualit of life fo u . A se o da thi g is the e efits
to other people, you know, [that is why she would want] to do it in the fi st pla e….. But u dou tedl
o a thi g it s got to e the ualit of life fo he [06, adult daughter]
Aiming for the best and protecting from harm
Proxies sought to make decisions that were the best fo the pe so i ol ed, o
e ause the felt it as fo the est .

o e broadly

I a doi g it e ause I thi k that s the est. I do thi k it s the est that he takes pa t i the t ial
a d if he is … if it ill help i the futu e I thi k it s a good thi g. [01, adult daughter]
While the proxy might have anticipated some benefit from research participation, or at least a
neutral impact, when it came to the possibility of any harm or risk or a negative experience, they
put the person's welfare as uppermost. This same approach was used when making all decisions on
the pe so s ehalf.
With [ a e of hus a d] it s all a out his elfa e o , ou k o . Hopefull I a just ake his life
a little it ette f o the ise a le e iste e he s ee la ded ith eall . “o it is defi itel o a
basis of his elfa e fi st a d fo e ost [09, female spouse]
The p o a ts as a su stitute fo p ote ti g the pe so s i te ests, he e the need for protection
was viewed as arising out of their perceived vulnerability.
I ea o iousl I do t a t to put hi at a fu the isk. He s got li ited ti e, now … e ause
he s uite f ail, a d so I ould t a t to put hi i to a fo of da ge . Lu a pu tu e does
a a isk. I d p o a l sa o, it ould e e ause he ould do ithout the o pli atio s of
a thi g goi g o g. [13, adult son]
However, a protective role may also have harms associated with it through denying them the
benefit that comes from participating in research, either in terms of directly improving their health
and wellbeing, as well as from 'doing good'.
It s diffi ult e ause ou e s a ed of hat the ould … s a ed ight ot e the ight o d, ut
ou e o ied that ou ake the o g de isio … a d a tuall a I taki g a a a oppo tu it
fo he to e ette tha she is o ? [06, adult daughter]
The responsibility for decision-making is viewed by proxies as part of their role, arising out of their
responsibility to care for the person. So for some proxies, considering if the person would benefit
from research fell under their aim of looking after the person and maximising their health and
welfare.
If the e as a i di atio of e efit to
othe , the it s diffe e t, e ause the ou e seei g
it as pa t of ou a i g ole. Be ause if ou a
ake so e od s life ette as a esult of
e o i g i ol ed i a esea h thi g, the that s o iousl uite different, because there you see
it as part and parcel of p o idi g a e [05, adult so ]
Seeking authenticity – getting it right
Proxies also aimed for the decision to be the right decision, which meant one that would be
consistent with what the person would want or would have decided, rather than seeing it as being
a epli a of the pe so s de isio .
I

ould e p ett su e that the decision that I made, would be in line with what she would have
a ted. [15, adult daughter]

For some, this was a process of making a decision for the person and then comparing the person's
decision with it; others used what they thought would be the pe so s de isio a d t ied to
approximate it, as a way of making sure the decision was authentic to the person.
I thi k of hat
u
ight have a ted he she as … ou k o , hat decisions she would
have made prior to this disease taking over. And you know if I really thought she would want to do
this then I would do it. But you know with the head that she had prior to this she d look at this a d
… I su e she ould ake the sa e de isio s that I
aki g o he ehalf a out that esea h
[06, adult daughter]
In order to make a decision, some proxies described a process of consciously trying to stand in the
pe so s shoes a d atte pti g to ake the de isio that the thi k the pe so ould ha e a ted
to make, or wanted them to make, sought to involve the person themselves in the decision.
“o ou ha e to so eti es keep e i di g ou self this is t a out e, this is a out the a d
a tuall t i g to e e e to o e a k to that a d so eti es e i di g ou self to do that. It s
very easy to get a ied a a so eti es a d thi k ou e doi g it e ause ou a t to do it. That
does t ou t. [08, adult daughter]
I ki d of get a feeli g f o he I thi k, ut it ould depe d ho she said it, I thi k, e ause I k o
her, if there was enough feeling i it, o I ould t a t to do that, o , the I d e like ell ou
k o , she does t a t to do that, it s just judgi g he at that, at that ti e. [15, adult daughter]

Respecting known wishes
Proxies used what they knew about the person and their wishes and preferences about taking part in
research as part of their decision, sometimes usi g the pe so s iog aphi al a ati e as the p i a
source for knowing what they would wish. Some proxies had had specific conversations with the
person they represented, or they were aware of written statements about the person's wishes to take
part in research. Some proxies knew about the pe so s previous participation in research and used
this as a guide to knowing their likely wishes about taking part in the particular research study under
consideration.
Where there had not been previous discussions or statement that the proxy could use to determine
what the person would decide, they used other factors as the basis for their decision. These were
based on knowing the person s p e ious o upatio s a d interests, which indicates to the proxy
whether they would have wanted to participate or not. The weight given to these interests was
dependent on how committed to them the person was, for example they may have had a lifelong
interest in science or medicine. Proxies used these examples to provide justification for their decision.
Proxies also used hat the k e a out the pe so s alues a d i tues he de idi g o thei ehalf,
particularly whether the person was altruistic or willing to help others, even if they did not know their
specific wishes about research participation.
Integrating preferences and interests
The proxy considered a number of factors when making a decision about research participation, which
for some involved balancing or integrating the pe so s k o
ishes a d p efe e es and what was
considered to be in their current and future interests, whilst seeking to respect both. Some proxies
ie ed this e ti el f o the pe so s pe spe ti e, he e the t ied to o side hat the pe so s
assessment about their own interests and wishes would be. However, the proxy could override

respecting the person's values or preferences, even if they were strongly committed to them, if they
considered it would be against their interests to participate.
Aiming for the best and protecting from harm
Proxies sought to make decisions that were the best fo the pe so i ol ed, understood in its
broadest sense rather than viewed as making a decision that was in their est i te ests . This might
be in terms of achieving the best outcome, where the pe so s health or welfare could be improved
through participation, or where there was no detriment to them but they may have a positive
experience. P o ies a also ie it as best in terms of being a standard to achieve the best possible
decision, which may be heavily influenced by the proxy's perception about the value of participating
in research. The aim to make a good decision rested on a value judgement by the proxy that
contributing to research is a good thing, and so the proxy having a positive disposition or attitude
towards research alters how the proxy views research participation for the person and whether it is
for the est .
The p o a ts as a su stitute fo p ote ti g the pe so s i te ests, he e the need for protection was
viewed as arising out of their perceived vulnerability. Caring for the person involved protecting them
from 'threats' which could be from a number of directions, including: protecting them from invasion
of bodily integrity (where research may be seen as potentially invasive); protecting them from any
burden or negative impact from research; protecting them from the effects of the illness; and
protecting the integrity or continuity of the pe so s self th ough upholding their previous wishes or
the values they previously held.
The responsibility for decision-making, and the obligation to make good decisions, is viewed by proxies
as part of their role, arising out of their responsibility to care for the person. The proxy's role as carer
meant that they were looking after them (rather than just acting as their proxy) so for some proxies
considering if the person would benefit from research fell under their objective of looking after the
person and maximising their health and welfare.
Seeking authenticity – getting it ‘right’
Proxies also aimed for the decision to be the right decision, which meant one that would be consistent
with what the person would want or would have decided, rather than seeing it as being an accurate
or o e t replica of the perso s de isio . Fo so e, this was a process of making a decision for the
person and then comparing the person's decision with it; others used what they thought would be the
pe so s de isio a d t ied to approximate it. All proxies appeared to use what they knew about the
person and the values, wishes, and goals that were important to them, as a way of making sure the
decision was authentic1 to the person. Although participants did ot use the te
authe ti it , they

Whilst the o ept of authe ti it is the su je t of u h de ate hi h is e o d the s ope of this pape , it
is considered here to be the value of being a particular self, a distinctive individual. Whilst often conflated with
su stituted judge e t , authenticity can be distinguished from concepts of autonomy (or self-determination)
a d est i te ests. I deed, at ti es a pe so s est i te ests ight e o side ed to e at odds ith thei
authe ti it [B ud e D. Choosi g fo A othe : Be o d Auto o a d Best I te ests, Hasti gs Ce te
Report 39, no. 2 (2009): 31-37].

1

drew on the biographical narrative and long-held prior beliefs and values of the person they
represented to make a decision that reflected a kind of resonance ith that i di idual s life2.
As part of seeking authenticity, some proxies consulted with other people who also knew the person
well and who may have k o ledge that the did t ha e, although o e often it was just informing
them rather than involving them in the decision itself. Another form of seeking authenticity was
proxies involving the person themselves in the decision, irrespective of their ability to comprehend.
Proxies respected their personhood and actively sought their participation in the decision and to
incorporate their views, though this may mean seeking an emotional rather than necessarily a
cognitive response. However, their assent, or any sign that they objected, was only sought if the proxy
was already inclined to agree to their participation.

DISCUSSION

This study reveals how proxies decision-making for research is ethically complex in terms of the
underpinning concepts, the processes and principles followed by proxies, and the outcomes the
proxies are aiming to achieve. The study showed that, rather than the type of research involved or
nature of the decision being made (providing consent for a clinical trial or advice for other types of
research), of greater significance was whether participating would advance or harm the interests of
the person they represented, and whether the decision would be authentic to the person and their
values.
Enhancing the initial framework
The set of concepts, processes and principles used here was developed with reference to a previously
published framework [10]. The refinements are reflective of the methodological differences between
the empirical studies that contributed to the initial framework and this study, and the broader range
of contexts explored including across different types of studies, thus providing a richer account of the
concepts identified in the initial framework. The initial framework is not prescriptive and so is not
intended to determine the way in which proxies should make decisions on behalf of others. It is
intended to articulate the range of relevant concepts and considerations that proxies can and do use
to make decisions, and thus provide an empirically-informed and grounded account of proxy decisionmaking. The data presented here functions to enhance that account.
Integration of interests and preferences
Proxy decision- aki g i p a ti e does ot efle t the o ati e a ou ts of a hie a hi al o step
ise app oa h, a fi di g hi h is suppo ted p e ious studies [27]. However, findings from previous
studies which suggest that proxies use a combination of best interests and substituted judgment [28]
or an approach that also considers the interests of others [29], or that there is a continuum between
Authentic decisions, as described by Welie, are those considered to be in accordance with the i di idual s
personal values, dispositions, attitudes, and intentions. Unlike autonomy, authenticity is attentive to the
temporality of human life which cannot be reduced to a series of present decisions and actions [Welie, J. 1994.
Authenticity as a foundational principle of medical ethics. Theoretical Medicine 15:1211—225].
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substituted judgement and known wishes [8], are not well reflected in the pluralistic approach
identified in this study.
Integration is distinct from authenticity as it is ot li ited to the a it aptu es the pe so s ie .
Proxies described a process of integrating both thei fa il e e s preferences and interests into
a decision about research participation, that took account of what would be best for the person and
would be in line with what they themselves would have wanted. In some instances, the proxy
considered that they would agree to participation in a study that might result in some harm if that is
what the person would have decided, and in other circumstances the proxy would reject a proposal
that might lead to any negative impact on the person despite knowing that the pe so s de isio
would have been to proceed. This varied according to a number of contextual features (e.g study
design, ability to withdraw, convenience of study visits), which are determinants of research
participation more broadly [30], or may change over time where the proxy considered the person to
have been in an increasing precarious condition. This i teg atio
a ep ese t fa il
e es
attempts to reconcile their dual caring and representation roles. The challenging nature of attempting
to ake hat the pe ei e to e a good de isio that is est fo the pe so the a e fo is partly
reflected in the uncertainty expressed by proxies, and may contribute to the emotional and decisional
burden they experience [14].
However, even where there was a potential for their family member to derive some benefit from
participation (either a health or psychosocial benefit), or they felt that they would have wanted to
participate and help others, if the perceived risks were too great then proxies would decline
participation. The reverse was also found, where even if there were more-than-minimal risks to the
pe so s health, their long-standing altruistic values or willingness to accept risk led the proxy to agree
to participation on their behalf. These findings suggest that proxy decision-making may be affected by
a magnetism that draws the proxy to consider one or more factors which have a decisive influence on
the determination of the decision-making process. The concept of a ag eti fa to appears in a
number of court judgments concerning adults lacking capacity [31, 32]. Rather than meaning that an
element is given particular weight in the balance sheet of options, a factor that has magnetic
importance pulls the evaluation of all elements in a specific direction and thus determines the
outcome of the case [33]. For proxies, this may have been the importance of maintaining the pe so s
quality of life, or the primacy of respecting their preferences and values such as altruism, or some
other factor such as the overriding value of scientific advancement.
Focus on authenticity rather than decision accuracy
Proxies attempted to make a decision that was authentic to the person they represented, rather than
attempting to determine what would be in their best interests or attempting to make a substituted
judgement. Authenticity has been described as considering what the person would want done in the
current circumstances, or deciding what the person would choose, based on having lived a life that
expressed their individuality [34]. It is recognised that this is a hypothetical choice, made in the
absence of autonomous decision-making capacity and any suffi ie tl lea e p essio of the pe so s
actual choice [34]. Authenticity has been described as a sustained achievement that is exercised over
time, in comparison to agency which is considered a momentary one [35], and through the legal
o ept of consistency [6].

Authenticity can be viewed as operating at two levels in proxy decision-making. On one view, proxies
might seek to make a decision that replicates the decision the person themselves would have made,
and so the o e t ess of thei decisions could be straightforwardly measured through accuracy.
However, it was clear that proxies in this study were not ai i g at this epli a a ou t of authenticity.
Proxies alternatively described attempting to make decisions that were coherent with the values and
wishes of the person, which drew on a sense of authenticity as genuineness. Here, proxies attempted
to make a decision that was genuine to the person and their life and their values, and so sought to
ake the ight de isio . Importantly, whilst there is some affinity between these accounts, the
disconnect between proxies attempting to make right (cf. correct) decisions, emphasises the
connections to much broader questions seen through the ge ui e ess versus accuracy (replica)
model of authenticity.
Seeking authenticity, rather than making a substituted judgement, underlines that the proxy is not
morally neutral, and is not merely acting as a e pt o duit passi g o the pe so s known wishes
[36]. Acting as the decision-maker involves some transfer of responsibility to the proxy as a moral
agent [37]. This o ept is suppo ted p o ies ie s a out ha i g espo si ilit fo de isio -making
that arises out of their caring relationship with the person they represent and care for [14]. The legal
frameworks reflect that the person is selected to act as proxy by virtue of their relationship with the
person [5] as they are engaged in caring for them and interested in their welfare [6]. Their dual role
as both a proxy and carer result in a dual moral responsibility to represent the pe so s preferences
whilst promoting their interests. An authentic decision is one which is informed by knowledge of the
pe so s alues a d is oti ated
espe t fo the pe so [38]. These moral responsibilities, and
p o ies own reports of both respecting the pe so s alues a d p o oti g thei i te ests, are
o siste t ith the i te tio of i fo ed o se t, hi h seeks to oth espe t a i di iduals
autonomy and advance their welfare or well-being [39].
Fundamental role of trust
Participants spoke about trust as being a fundamental element in a number of different forms,
including the nature of the relationship between them and the person they represent, and their
qualities of trustworthiness as being the reason they were trusted to act as proxy. Proxies often cited
examples of being trusted by the person, perhaps using these qualities of trustworthiness as a
justification for being trusted to act as proxy, although this level of trust can inevitably only be
presented from the pro s pe spe ti e. The fu tio s of t ust elatio ships i the o te t of i fo ed
consent and research have previously been analysed, including awareness of entrustment being an
important component in decision making [40]. Similarly, characteristics of trustworthiness play a role
in decision-making, where a person can be characterised as trustworthy when she a k o ledges the
value of the trust that is invested in [her, and] uses that to help [her] rationally decide how to a t [41].
In this study proxies also spoke about the transitive properties of trust between themselves, the
organisation or individuals caring for their family member, and the research team. Other studies have
previously highlighted the role of trust between the proxy and the investigators, although they did not
identify the trust between the person and their proxy [28]. However, the relationship between the
proxy and the person they represent is fundamentally different in nature to that between the person,
their professional carers, and researchers. Alternatively the concept of reliance, which can be
understood as a form of dependence that does not necessarily feature the emotive relationship

necessary for trust between parties, or obligations of professional integrity, may differentiate these
particular relationships [40].

Strengths and limitations
The study built upon a previous systematic review and provided an opportunity to further develop an
initial framework that was based on studies exploring predominantly hypothetical proxy decisions [10]
whilst this study explored experiential accounts. Participants included those who had agreed, as well
as de li ed, to a fa il e e s pa ti ipatio i a a ge of diffe e t t pes of esea h.
Limitations include self-reported views from a relatively small sample of family members, almost all
of whom represented someone with dementia and who therefore experienced a progressive change
to their role in decision-making. Their views may not be representative of proxy decision-making in
different contexts, such as during an acute life-threatening medical event. The majority of participants
held some form of Power of Attorney for the person they represented. Although Lasting Power of
Attorney for health and welfare does not include decisions about research [20], family members who
are a legally designated attorney may have differing experiences of making proxy decisions. Other
family members may also have a less positive attitude towards research than those who participated.
The study should also be viewed within the context of a broader debate about the role of social
sciences and empirical research in (bio)ethics, and the accompanying methodological challenges and
limitations [42].

CONCLUSIONS

Follo i g a al sis of fa il
e e s e pe ie es ega di g aki g decisions about research
participation on behalf of someone who lacked capacity to provide consent, an account of proxy
decision-making for research has been developed. An illustrated account has been provided of the
way in which proxies make decisions that pa atte tio to the pe so s p efe e es a d i te ests,
whilst seeking to achieve a decision that is authentic to the person. Existing accounts of proxy decisionmaking which focus on accuracy and discrepancy, and the subsequent development of interventions
to i p o e a u a , fails to acknowledge the requirement for proxies to make authentic decisions
that arise out of their caring obligations. Understanding how, in practice, proxies can construct their
reasoning in terms of a full range of ethical concepts and principles may open up the space for future
exploration of whether the legal frameworks and research governance processes reflect the ethical
practice of proxy decision-making, as well as the normative accounts previously described. Further
exploration is needed to explore whether it contributes an account of proxy decision-making for
research that ette efle ts the dualit of p o ies oles a d ho ethical decisions are made in
practice.
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Table 1. Characteristics of participants and interviews
Participant demographic data and characteristics of interviews conducted

Table 2. Illustrated descriptions of categories
Description of categories identified from data analysis, illustrated with participant quotes

Figure 1. Framework of proxy decision-making for research
Framework depicting the ethical elements of proxy decision-making for research set within the
context of how research is viewed by proxies

