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ABSTRACT

Objectives People receiving end-of-life care
often require assistance with decision-making.
We aimed to ascertain from the perspective of
palliative care healthcare professionals in Ireland,
the impact of the Assisted Decision-Making
(Capacity) Act 2015 (as amended) in Ireland

on their practice for end-of-life care decision-
making with patients and family caregivers.
Methods A qualitative study comprising focus
groups was conducted with 22 healthcare
professionals from different healthcare
professions. Participants were recruited from a
large regional specialist palliative care service in
Ireland comprising two hospice sites. Data were
analysed using thematic analysis.

Results Participants reported uncertainty about
the Assisted Decision-Making (Capacity) Act
2015 (as amended) and emphasised a need for
more public education to avoid misinterpretation
of the Act. Participants felt that patients who
need assistance with decision-making should be
autonomous in decision-making but expressed
concerns when patients made decisions about
care that participants considered unwise.
Participants considered that the Act would

be beneficial in situations to support early
communication between patients and their
family caregivers about patient preferences for
care.

Conclusions Larger scale multicentre
examination of the Assisted Decision-Making
(Capacity) Act among specialist palliative

care providers in Ireland is needed to better
understand its utility for practice.

INTRODUCTION

In healthcare, decision-making capacity
is understood as a person’s ability to
make decisions about their care. People
receiving palliative care including end-
of-life care often require assistance with
decision-making, particularly if their
decision-making capacity is impaired.' *

.2 Regina McQuilllan,™?
,* Geraldine Foley
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WHAT IS ALREADY KNOWN ON THIS TOPIC

= People receiving end-of-life care often
require assistance with decision-making.

WHAT THIS STUDY ADDS

= Healthcare professionals in palliative care
can proceed with advance care planning
despite uncertainty about legislation that
is relevant to decision-making in practice.

= Some healthcare professionals who
provide specialist palliative care in Ireland
may not necessarily refer to supported
decision-making legislation for their
practice.

HOW THIS STUDY MIGHT AFFECT
RESEARCH, PRACTICE OR POLICY

= Healthcare professionals’ understanding of
patient autonomy when patient decision-
making capacity is impaired warrants
further investigation in palliative care.

Decision-making capacity legislation can
be lacking across jurisdictions.” * The
Assisted Decision-Making (Capacity) Act
(ADMCA)’® was enacted in the Republic
of Ireland in December 2015 amended
in 2022, and fully commenced in April
2023. Under the new law, capacity refers
to the person’s ability to make a specific
decision at a specific time. Capacity is
presumed unless proven otherwise.

The legislation comprises a frame-
work of supported decision-making.’
Where a person needs assistance with
making  decisions,  decision-making
supporters in the form of a decision-
making assistant or a codecision-
maker can be appointed by the person
(through a written and signed decision
support agreement, as appropriate) to
assist them to make decisions of their
own choice. In circumstances where a
person is unable to make a specific deci-
sion even with appropriate supports, a
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decision-making representative can be appointed by
the courts to make decisions on behalf of the person.
The 2015 Act also provides a legislative basis for
advance healthcare directives under which a person
can appoint a designated healthcare representative
who will have the power to advise on and interpret
a person’s will and preferences regarding treatment.
Family members may occupy any of the above roles,
but otherwise do not have decision-making authority
in respect of the patient. We sought to examine from
the viewpoint of healthcare professionals in pallia-
tive care, the impact of the above legislation on their
practice for end-of-life care decision-making with
patients and their family caregivers.

METHODS

We used a qualitative study design incorporating
thematic analysis® in conducting the study. We
recruited 22 healthcare professionals from a large
regional specialist palliative care service in Ireland,
which covers a catchment of approximately 700 000
people. The regional service comprises two hospice
sites and provides inpatient, outpatient, day and
home-based care. Sampling was purposive to capture
participants of different healthcare professions and
variation in clinical expertise and professional and/
or clinical grade. Eligibility criteria included having
at least 1-year experience working in specialist palli-
ative care with direct engagement with patients and
family caregivers. Table 1 outlines further detail on
participants.

Data collection comprised a total of five focus
groups’ with doctors, nurses and allied health profes-
sionals conducted by the first author between August
2023 and April 2024. A schedule containing a set of
open-ended questions on the topic of investigation was
developed by the first and last author (please see online
supplemental material for focus group questions).
Four of the focus groups were conducted in-person
and the fifth via Zoom. Focus groups ranged in dura-
tion between 46 min and 78 min with an average dura-
tion of 65 min. Field notes were compiled to record
key observations and aided contextualisation of the
data. Member checking was performed by clarifying
and confirming participants’ accounts during and at
the end of each focus group. All focus groups were
audio-recorded and transcribed verbatim. Braun and
Clarke’s framework for analysing qualitative data®
was used to analyse the data. Cross-checking of the
data between two authors (HJF and GF) allowed for
refinement of coding and the subsequent themes that
derived from the data.® Data saturation was reached
after analysing data from 22 participants (ie, when the
fifth focus group did not result in any new significant
findings).

RESULTS

Four key findings (themes) were identified from the
data and are presented here. The data extracts are
tagged with a unique identifier with ‘P#’, indicating
participant number and their corresponding focus

group.

Table 1 Summary of participants Uncertainty about ADMCA
Men 1 Participants felt that they did not have full knowledge
Women 21 of the ADMCA and some had questioned whether the
(n=22) legislation had been commenced:
D|SC|.p|.|ne I think we need to know a bit more about the
Medicine .
: changes in the Act (P8, focus group 2)
Consultant medical doctor ! I don’t think that [Act] comes in for us until
Non-consultant medical doctor 3 December [2023] is it? (PS5, focus group 1)
Allied health professional
Occupational therapist 1 Participants expressed concern that palliative health-
Physiotherapist 2 care professionals in Ireland could be initially hesitant
Medical social worker 1 to advise patients and family caregivers about assisted
Nursing decision-making because of their own uncertainty
SiE U 1 about the Act:
Clinical nurse specialist 10 I wonder now that it [assisted decision-making] has
Clinical nurse manager 3 become more formalised, will there be a hesitation
Specialist palliative care setting amongst staff, who are aware that something has
Inpatient hospice 6 changed but not quite sure what that means (P14,
Community-based care 12 focus group 3).
Outpatle.nts .and da‘y SEIVIces 4 Participants suggested that there was a lack of public
VBRI et IR EIE awareness of the Act, which included patients and
1= years family caregivers. They emphasised a need for more
>~10years public education to avoid misinterpretation of the
> JDYEELS UL Act and unnecessary decisional conflict in practice:
e2528 Featherstone HJ, et al. BMJ Supportive & Palliative Care 2024;14:e2527-e2531. doi:10.1136/spcare-2024-005065

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw elep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Aq paloslold

" jooyasaboysnwselg
V11-739 1uawitedaq 1e 5202 ‘6 AelN uo ywoo fwg-ateadsy/:dny woly papeojumod 20z 1ISNBNy £ U0 G90500-20Z-21e2ds/9eTT 0T Se paysiignd 1s.1) :a1e) Jeljed 1oddns ciNg


https://dx.doi.org/10.1136/spcare-2024-005065
https://dx.doi.org/10.1136/spcare-2024-005065
http://spcare.bmj.com/

Sometimes they [public] are not fully informed
on what the Act is ... They don’t actually have
the proper education. That’s when it can backfire
because [even] I won’t know enough about the Act
(P21, focus group 5)

Perceived impact of ADMCA on practice

When asked about the impact of the ADMCA on their
practice, most participants reported that they did not
foresee significant change to their practice. A reason
for this was that participants felt they already placed
patients at the centre of the decision-making process:

We have always put the patient at the centre anyhow,
and I think the act is very much that the patient is
the centre ... That is also part of our values (P4,
focus group 1).

Some participants reported that they had not needed
to refer to the Act because they had not encountered
significant problems in supported decision-making
when patients needed assistance to make decisions
about end-of-life care:

I think I haven’t really had to address it [refer to
Act] because any of the decision-making I have
been involved in, it hasn’t become particularly
contentious if you like (P12, focus group 3).

Others suggested that regardless of legislation for
assisted decision-making, it is not always possible to
fully mediate between patient preferences and the
actions of an individual who is already intrinsically
involved in decision-making about patient care. Partici-
pants felt that with or without assisted decision-making
legislation, psychological and emotional factors at play
in palliative care can unexpectedly negate previously
stated preferences for care. For example, a participant
recounted:

There was one particular lady and there were so
many conversations about her decisions ... she did
not want to be resuscitated, this was the big thing she
didn’t want... When she died at home ... the children
got such a shock ... that he [husband] started giving
her CPR [cardiopulmonary resuscitation] because he
didn’t want his children to think that he didn’t try
(P10, focus group 2)

The ADMCA ensures the rights of patients to make
decisions about their care that they feel is best for
them. However, participants expressed concerns for
patients when they thought that decisions made by the
patient (with or without family caregivers) were ill-
advised and contrary to their clinical advice. In these
situations, participants hoped for patients and family
to follow their advice:

It is about what the patient and family want ... but
I suppose we are their [patients] advocates and best
practice is that we fully inform them. If they don’t
want to listen to us that’s one thing. But unless
they’re making very educated guesses, they are only

Short report

going to suffer then. Like when is the point where
we have to be more assertive? (P19, focus group 5)

Perceived benefits of ADMCA for practice

While participants did not envisage significant change
in their practice since the introduction of the Act, they
perceived benefits to the Act. First, participants were
pleased that patients who had difficulty making deci-
sions were now no longer subjected to Ward of Court
proceedings (ie, when the High Court in Ireland decided
a person was unable to make any decisions about
their affairs) but instead were supported by people
who patients themselves preferred to assist them with
decision-making;:

Before when someone did have difficulty in
cognition, the only avenue to us at that point was
ward of court ... But [ mean that was very archaic
(P15, focus group 4).

Second, participants felt that the Act could ultimately
serve to ensure earlier discussion between patients and
family caregivers about the patient’s preferences given
the necessity for family caregivers to be clear about
patients’ preferences if appointed as a decision-making
supporter:

To help the person as well who has been asked to
be for instance their co-decision maker or [decision-
making] assistant, to help support them as well and
give them an idea about what they [patient] want to
do (P18, focus group 4).

Perceived limitations of ADMCA for practice

Participants perceived two main limitations of the
Act. First, participants felt that decision support
agreements with family caregiver(s) could (inadver-
tently) make it difficult for some patients and family
caregivers to manage their own expectations of and
preferences for care. For example, a participant
explained:

If somebody [patient] was saying they want to
pursue active treatment, and full resuscitation
is documented but actually the person was
beginning to die in the bed, possibly families would
be more attached to wanting to pursue this active
treatment even though that moment in time is gone
(P20, focus group 5)

Second, participants suggested that the Act could
potentially impede their ability to support the
patient’s wider family unit if the responsibility to
assist the patient in making decisions about their care
was delegated by the patient to only a single family
member:

If somebody has been nominated [to assist patient
with decision-making], I wonder will there be a
little bit of confusion? ... Do they then feel they
have to make every single decision. That’s a lot
of pressure on one person in the family when in
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reality it might still be possible to have the family
come along together as a unit (P13, focus group 3).

DISCUSSION

To our knowledge, this is the first study to report
on palliative care healthcare professionals’ perspec-
tive on the ADMCA in Ireland. The Act was fully
commenced 4 months before the study started.
However, by the completion of the study, some of
the structures to support it were not in place and
very few decision support agreements had been
registered.” Although participants felt principles
underpinning the Act were already central to their
practice, they also reported that they were not fully
knowledgeable of the legislation. Overall, partic-
ipants expressed uncertainty about the ADMCA.
Our findings pertaining to healthcare professionals’
uncertainty about decision-making capacity legis-
lation for practice resonates with studies in other
countries.'* !

Early discussion about patients’ preferences for
end-of-life care was strongly advocated by partici-
pants; healthcare professionals’ perspective in pallia-
tive care on the benefits of advance care planning has
been documented elsewhere.'? '* However, healthcare
professionals’ facilitation of advance care planning for
patients in the context of the assisted decision-making
legislation necessitates further attention. It is worth
noting that advance healthcare directives in Ireland do
not require capacity assessment or healthcare involve-
ment; and although the legislation allows for a register
of advance directives, it is not intended to set up such

a register.
Consistent with other studies in palliative
care," ¥ we found that healthcare professionals

wished for patients to adhere to what they consid-
ered best for the patient even though they valued
patient autonomy. Participants praised the Act for
ensuring that the patient’s right of autonomy and
self-determination is respected. However, they
still expressed concern for when patients made
decisions about their care that were deemed by
participants to be unsafe or ill-advised. Healthcare
professionals’ understandings of patient autonomy
when decision-making capacity is impaired warrant
further investigation in palliative care.

CONCLUSION

This study reports from a purposive sample of health-
care professionals in one (although large) specialist
regional palliative care service in Ireland, and so the
generalisability of the findings to all healthcare profes-
sionals in specialist palliative care in Ireland is limited.
Nonetheless, the findings are informative for those
tasked with implementing policies arising from new
legislation. Larger-scale multicentre examination of
the ADMCA among specialist palliative care providers

in Ireland is needed to understand its implications for
practice.

X Geraldine Foley @foleyg31
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