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Abstract 

Background Assessing and measuring the experience and quality of care provided is central to the improvement of 
care delivery of all healthcare systems. This paper reports on the development of a survey instrument to capture the 
experiences of care at end of life from the perspective of bereaved relatives in the Republic of Ireland.

Methods A multi-method, multi-stakeholder, sequential approach was adopted for this study. Items for inclusion 
in the survey instrument bank were identified through (1) a feasibility study and scoping literature review, (2) expert 
panel programme board review, (3) focus groups and (4) gap analysis. The following steps were undertaken to 
prioritise the items for inclusion in the final survey instrument: (1) a Delphi study (2) technical expert panel review (3) 
cognitive interviews with bereaved relatives and an (4) expert panel programme board review.

Results Following an iterative process with key stakeholders, a survey instrument was developed with sections focus-
ing on the provision of care at home, in the last nursing home / residential care facility, hospice and hospital, as well 
as care experience in the last 2 days of life, the relative’s experiences of care and support, the circumstances of care 
surrounding death and demographic information. In total, a bank of 123 questions were prioritised to be included in 
the National End of Life Survey instrument.

Conclusion The survey will provide a standardised national approach to capturing the experience of care of those 
who have died, from the perspective of bereaved relatives in the Republic of Ireland. This will allow health service 
providers, policy makers and regulators to gather important insights into the experiences of care at end of life and will 
help fulfil the requirement of healthcare services to ensure they are providing high-quality care.

Keywords End-of-life care, Palliative care, Quality of care, Bereaved relatives, Bereavement, Dying, Survey of bereaved 
people, Mortality feedback survey

Background
Context
Palliative care is an approach to improving the quality 
of life of people facing a life-threatening illness and of 
their families. Palliative care focuses on four domains of 
care: the treatment of pain; symptoms experienced other 
than pain, as well as addressing and supporting psycho-
social and spiritual needs [1]. Assessing and measur-
ing the experience and quality of care provided is a key 
component of healthcare systems. However, there is no 
standardised national approach in Ireland to capturing 
the experience of care of those who have died and that 
of their relatives [2, 3]. Surveying people who are likely 
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to die or who are actively dying poses significant chal-
lenges for numerous reasons, including the difficulty 
associated with predicting death [4, 5] as well as the sen-
sitivity and ethical issues related to burdening a person 
dying in participating in a survey [6]. Other matters that 
have precluded people’s ability to participate centre on 
the frailty of the individual or inability due to being in a 
semi-conscious state and deterioration in condition [7–
9]. Instead, surveying bereaved relatives has been recom-
mended to provide important insights and understanding 
of the experiences and quality of care delivered at end of 
life [10–12]. Given this, studies concerned with the expe-
rience of end-of-life care have focussed on ascertaining 
the views of bereaved relatives on the care delivered to 
the person that died and those closest to them [13–17]. 
Internationally, surveying bereaved relatives is a recog-
nised way of capturing care experiences to inform quality 
improvements in healthcare in England [14, 15, 18], the 
United States and Japan [19, 20].

Policy context in Ireland
In 2020, 31,765 deaths were registered in Ireland, with 
26,440 deaths of persons aged 65 years and over, account-
ing for 83% of all deaths registered that year [21]. More 
than two thirds of all people being cared for at end of life 
will die in a healthcare facility, with 43% dying in hospi-
tals in Ireland [22]. National guidance, reports and policy 
documents recognise the importance of the provision 
of good care at end of life in Ireland [23–29]. Surveying 
bereaved relatives is recommended as a means of evalu-
ating the experience of care delivered as outlined in the 
Irish Health Service Executive, National Clinical Care 
Programme for Palliative Care. This Programme makes a 
number of recommendations including seeking feedback 
from service users and relatives to inform improvement 
plans [30]. The Programme’s Adult Model of Care report 
recommends surveying bereaved relatives to measure 
the quality of life and death with a view to having ‘an 
improved patient experience and better quality of life and 
death’ and also to ascertain if people are ‘cared for in a place 
of care that is acceptable to them and their families’ [23].

The Irish Government commissioned a report in 2016 
to examine how state services dealt with issues of dying, 
death and bereavement, which proposed that the State 
should conduct a national dialogue of end of life issues 
and noted the importance of engaging in a ‘listening 
exercise to learn about people’s direct experience of end 
of life’ [31]. The Programme for Government stressed the 
importance of service user engagement and committed 
under the heading ‘More Compassionate Care’ to ensur-
ing ‘patients’ voices are heard’. The Programme commits 

to developing end of life services, noting ‘the care and 
dignity of a dying person and their family must be our 
focus’ [32]. Sláintecare, the cross-party strategy for health 
reform in Ireland, advocates the use of standardised 
national experience surveys to inform improvements and 
shape policy [33].

The National Care Experience Programme (NCEP) 
is a partnership between a health services regulator 
(Health and Information Quality Authority, HIQA), the 
Irish national healthcare service provider (Health Ser-
vice Executive, HSE), and the Department of Health, the 
government’s principal advisor on health policy, govern-
ance, and performance oversight of the health sector. The 
NCEP undertakes surveys to systematically gather data 
on the experiences of health and social care service users 
in Ireland.

This paper describes the process used to develop a sur-
vey instrument for the first National End of Life Survey. 
The National End of Life Survey will aim to establish the 
quality of healthcare delivered by health and social care 
services to people approaching the end of their life and 
their relatives in Ireland. The findings of the National End 
of Life Survey will inform quality improvement initia-
tives, national standards, and monitoring programmes, 
as well as national policy and legislation.

Methods
Survey instrument development
A structured approach to the development of the 
National End of Life survey instrument was undertaken 
mirroring established methods utilised in the develop-
ment of the National Inpatient Experience Survey and 
National Maternity Experience Survey [34–36]. Central 
to this work was the involvement and exploration of the 
experiences of key stakeholders involved in care at end of 
life in Ireland.

The content and design of the survey instrument were 
informed by eight sequential steps. The initial steps iden-
tified items for inclusion in the survey bank and explored 
the policy context and different methodologies used to 
date through a feasibility study, scoping literature review, 
expert panel review, focus groups and a gap analysis. The 
next steps centred on prioritising the items for inclusion 
in the final survey instrument through a Delphi study and 
cognitive interviews with bereaved relatives and a review 
by a technical expert panel, NCEP team and programme 
board members.

The development of the National End of Life Survey 
was governed by a Programme Board whose member-
ship is made up of representatives of the NCEP part-
ners, along with representatives of bereaved people, 
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family carers and subject matter experts in palliative 
and bereavement care. The Programme Board recom-
mended the development of a survey instrument specifi-
cally for use in the Republic of Ireland, to ensure that the 
policy and priorities of palliative care and end of life and 
bereavement care in the Republic of Ireland are reflected 
in the survey instrument. The development of the survey 
was led by an NCEP team whose membership included 
but is not limited to the authors of this paper.

Participant recruitment
Participants recruited for focus groups and Delphi study 
were sampled purposively from a range of professional 
backgrounds with a broad array of roles and sectors 
represented, including bereaved relatives, specialist pal-
liative care staff in direct care and management roles, 
general practitioners, medical consultants and clini-
cal medical directors, nursing staff based in the com-
munity, nursing homes, hospices and acute hospitals in 
direct care and management roles, home care support 
staff, health and social care professionals, academic staff 
with a knowledge of palliative and end of life care, policy 
makers, funders and regulatory staff. Organisations sup-
porting ethnic minority communities’ participation in 
health planning and delivery were also asked to nominate 
representatives, thereby ensuring participants recruited 
were from a range of diverse cultural and demographic 
backgrounds. An overview of the key stakeholders who 
participated, their backgrounds and roles within their 
organisations in the different stages of the survey’s devel-
opment is outlined in supplementary information table 1. 
Participants for the focus groups, Delphi study and the 
individual cognitive interviews received an invitation by 
email, which included a comprehensive Participant Infor-
mation Leaflet that provided details on the context and 
background of the study, aims of the work, what taking 
part in the study involved. In view of the potentially emo-
tive nature of the subject, all participants received infor-
mation on bereavement supports and participants were 
aware of the voluntary nature of participation and the 
right to withdraw from the study at any point. In the 
case of the Delphi study, the invitation email contained 
an electronic link to the information and consent page 
of the Delphi study. Participants were asked to tick a 
box to indicate their consent to participate, without 
which they were unable to proceed to the Delphi study 
questions. The inclusion of a wide range of stakehold-
ers and particularly bereaved relatives ensured that the 
instrument reflected the experiences and aspects of 
care that were identified as being most important by 
all groups.

Identification of possible items for inclusion in the survey 
instrument
Feasibility study
The first step involved in the development process cen-
tred on an exploration of Ireland’s national policies, guid-
ance, standards, and regulatory standards relating to the 
provision of palliative and end-of-life care and which 
recommended utilising experience of care or surveys of 
bereaved relatives for the purposes of quality improve-
ment. This step explored the feasibility of different mech-
anisms for gathering information about care at end of life 
from bereaved relatives in the Republic of Ireland. Com-
prehensive searches were undertaken to identify surveys 
of bereaved relatives conducted in Ireland, including the 
aims of the surveys, methods adopted, and inclusion and 
exclusion criteria. The feasibility study also explored and 
consulted with a wide range of stakeholders to examine 
the possibility of accessing a national data set with details 
of those who have died and contact details of their rela-
tives. The methods used to identify the target population 
for the survey as well as the most appropriate methodo-
logical approach to inform the survey design and scoping 
literature review were also examined.

International literature review
A scoping review of international literature on bereaved 
relatives’ experience surveys was undertaken to inform 
the development of the survey instrument. This review 
consisted of a comprehensive electronic search of the 
PubMed Database, internet sources and a limited fol-
low-up of cited references. Literature including techni-
cal reports and national policy documentation were also 
reviewed. This review found that surveying bereaved 
people is undertaken by many national public health 
agencies, healthcare providers and academic institutions 
internationally. Most surveys use data from bereaved rel-
atives’ experiences of care for the purpose of evaluation 
of care at end of life. Surveys from several countries were 
reviewed. Four countries (the USA, England, New Zealand 
and Japan) were selected for this review based on the cri-
teria that the country conduct surveys of bereaved rela-
tives that are underpinned by legislation or health policy 
and/or undertake such surveys to evaluate the provision 
palliative care or care at end of life on a national basis. 
Findings for this scoping review were compiled on each 
country, from literature including technical reports, 
national policy documentation and peer reviewed journal 
articles. Detailed discussions with key personnel with 
responsibility for management of bereaved relatives 
experience surveys within each country, where available 
also took place.
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The review examined the model and methodology 
associated with surveys of bereaved relatives developed 
and utilised internationally to ascertain the experience 
of care at end of life. This review focused on the context, 
key themes assessed, and methods employed to provide a 
synthesised knowledge of existing approaches and instru-
ments for assessing the quality of end of life care from the 
perspective of bereaved relatives. The review examined 
the governance structures, model, and methodology and 
reporting processes.

Expert panel programme board review
An expert panel was convened, which consisted of mem-
bers of the NCEP partners, including experts and repre-
sentatives of palliative and bereavement care, bereaved 
relatives, policy makers, funders, and regulation staff. This 
panel met on two occasions to discuss and consider the 
findings of the feasibility study and literature review to 
inform the next steps of the survey instrument’s develop-
ment and decide on the survey population and proposed 
methods of data collection for the National End of Life Sur-
vey in advance of the focus groups with key stakeholders.

Focus groups
Eleven focus group interviews were undertaken with 
stakeholder groups to explore the aspects of care con-
sidered to be most important for inclusion within the 
National End of Life Survey instrument. Focus group 
participants were sampled purposively from a range of 
professional backgrounds with a broad array of roles 
and sectors represented, including bereaved relatives. 
Due to restrictions on meeting in person as a result of 
the COVID-19 pandemic in March 2021, participants 
were informed from the outset that the focus groups 
would be held online by video conference call. Partici-
pants were allocated to homogenous groups to enhance 
group interaction, dynamics and confidence in sharing 
knowledge and understanding [37].

Focus groups were undertaken online through 
video conferencing call and lasted between 1 hour and 
30 minutes to 1 hour and 45 minutes and were facili-
tated by the NCEP study team. The focus group discus-
sions centred on the following two questions:

• What aspects of care during the last 3 months of 
life are the most important for inclusion in a survey 
of bereaved relatives?

• What aspects of care during the last 2 days of life 
are the most important for inclusion in a survey of 
bereaved relatives?

The facilitator presented a list of themes and domains 
of care that were identified through the scoping review 

of surveys of bereaved relatives. Based on this list, par-
ticipants were asked to identify the most important 
theme to be included in the proposed survey instru-
ment. Prior to the conclusion of each focus group, an 
open-ended question was asked to ascertain if partici-
pants had anything further to add or anything else that 
should be included in the survey instrument. These dis-
cussions clarified what matters most in the provision of 
end-of-life care in the Republic of Ireland from the per-
spective of key actors in that process.

Comments were transcribed verbatim for analysis. 
Transcripts were anonymised and checked with NCEP 
team members present at the focus groups for accuracy. 
Qualitative data were managed in Microsoft Excel and 
analysed using thematic analysis [38]. Initially 28 codes 
relating to various domains and themes of care at end of 
life were identified by the lead author. Similar codes were 
then merged, resulting in 7 overarching themes. This data 
was reviewed and confirmed by the authors as being the 
domains and themes of care that focus group participants 
identified as being most important for inclusion in the 
survey instrument.

Gap analysis
The next stage of the survey instrument’s development 
centred on mapping the suite of international ques-
tions identified in the literature review against Ireland’s 
national policies, guidance and standards relating to the 
provision of palliative and end-of-life care [23,  30, 39], 
national regulatory standards [40, 41], and the findings 
from the focus groups. The purpose of the gap analysis 
was to identify areas that were not captured within the 
international suite of questions or themes from focus 
groups but identified as important within the context of 
palliative care policy, standards, or service provision in 
the Republic of Ireland. In cases where themes were not 
sufficiently addressed by the questions from international 
surveys, a gap was identified. To address the gap, new 
survey questions were developed.

Prioritising items for inclusion in the final survey instrument
The prioritisation of items for inclusion in the final sur-
vey instrument centred on four sequential stages: 1. a two 
round Delphi study, with consensus on the final survey 
instrument bank of questions achieved through 2. a tech-
nical expert review, 3. cognitive interviews with bereaved 
relatives; and 4. a review by the NCEP study team and 
expert programme board members.

Delphi study
A two round Delphi study was undertaken with key 
stakeholders to prioritise the questions for inclu-
sion in the final survey questionnaire. This technique 
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is commonly used to gain consensus among an expert 
panel through an iterative process involving a number 
of rounds, with information and results synthesised and 
fed back to panel members between rounds [42]. Delphi 
studies are particularly useful for problems that benefit 
from subjective judgements on a collective basis, when 
experts are not directly in contact with each other, where 
the number of experts is too large to interact face-to-face 
or where ethical or social dilemmas dominate economic 
or technical ones [43, 44]. The purpose of the Delphi 
study was to ensure that the most important areas of care 
were included, while maintaining a reasonable survey 
length to avoid overburdening respondents. The Delphi 
study was undertaken using an online structured ques-
tionnaire, administered using web-survey software. Par-
ticipants were also afforded the opportunity to provide 
qualitative feedback on the content and wording of items 
[45]. Potential participants were recruited by the lead 
author and sampled purposively from all key stakeholder 
groups involved in the focus groups.

For round one, participants were asked to rate each 
potential survey question on its importance for inclusion 
in the final National End of Life Survey instrument on a 
5-point Likert scale (from ‘strongly disagree’ to ‘strongly 
agree’ that the item should be included). The first round 
contained 145 items, of which 21 routing or demographic 
questions were deemed essential and included for the 
participants’ information only. Following round one, 
items that failed to reach a threshold of 77% or above of 
‘agree’ or ‘strongly agree’ responses were removed. For 
the second round, participants were asked to rate ques-
tions based on whether or not each question should be 
included in the final questionnaire on a 10-point rating 
scale (from ‘definitely no’ to ‘definitely yes’). Questions 
that achieved a mean rating of < 8 were removed. Given 
the high degree of agreement among stakeholders on the 
importance of each remaining survey item (all remaining 
questions had a median score of 9 or 10), further rounds 
were deemed unnecessary.

Technical expert review
The next stage in the prioritisation and selection of items 
to be included in the survey instrument centered on a 
technical expert review of the questions. Picker Insti-
tute Europe, a leading healthcare agency with technical 
knowledge and expertise in developing and researching 
patient and staff experience of care, were commissioned 
by the study team to review the survey instrument prior 
to cognitive testing with bereaved relatives.

Cognitive interviews
The aim of the cognitive interviews with bereaved rela-
tives was to ensure sequence, flow and clarity of questions 

and responses. Participants were recruited by the lead 
author and sampled purposively from bereaved relatives, 
some of whom had participated in other elements of the 
survey instrument development such as the focus groups 
or Delphi study and had consented to be contacted to 
participate in the cognitive testing. Others were recruited 
through an open call to voluntary agencies representing 
bereaved relatives.

Cognitive interviews were undertaken by videoconfer-
ence call and lasted between sixty and ninety minutes. 
Potential participants received an invitation by email, 
including a detailed Participant Information Leaflet and 
bereavement support information. All participants gave 
written informed consent prior to interviewing. Partici-
pants were asked to read through the survey questions 
and response options and comment on their interpreta-
tion and understanding of questions including whether 
the list of response options was exhaustive. Participants 
were also asked their views on the layout, length and its 
acceptability for completion, and overall views of the sur-
vey instrument. Participants were also asked to identify 
what if any improvements could be made to the survey 
instrument. The lead author transcribed comments ver-
batim for analysis. Transcripts were anonymised and 
checked with a co-author present at the cognitive inter-
view for accuracy. Responses were analysed using the-
matic analysis [38]. Qualitative data were managed in 
Microsoft Excel and coded by one author. Four codes 
were identified by the NCEP study team.

Results
An overview of the survey development process and 
results of this work are presented in Fig. 1.

Identification of possible items for inclusion in the survey 
instrument
Feasibility study
A number of hospitals and hospices have under-
taken surveys of bereaved relatives through collabora-
tion with voluntary agencies or academic partners for 
research or quality improvement purposes [16, 46–48]. 
Previous surveys of bereaved relatives in Ireland were 
developed to evaluate care at end of life for adults who 
died in specific settings such as hospitals [16, 46], while 
some instruments were developed for adult popula-
tions outside of the Republic of Ireland, for example in 
hospices with different health care policy, regulations 
and national standards [47, 48]. The Survey of Bereaved 
Relatives: VOICES MaJam was the largest survey of 
bereaved relatives in Ireland, undertaken in two adult 
acute hospitals for the purposes of quality improve-
ment. The VOICES MaJam report specifically rec-
ommended that surveys should be undertaken on a 
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national basis to aid understanding of the experiences 
of care provision at end of life and support benchmark-
ing of end-of-life quality improvement initiatives in 
Ireland. The report also suggested that the structures 
and expertise to undertake this work already existed 
within the Irish healthcare system, identifying the 
National Care Experience Programme as one source 
that could lead on this work [2, 3, 16]. The Office of the 

Ombudsman, whose role is to examine complaints from 
members of the public, recommended health service 
providers to proactively undertake surveys of bereaved 
relatives to provide insight into service provision and 
care at end of life for the purposes of quality improve-
ment in Irish healthcare services [24, 49]. Government 
and health policy, and research has therefore endorsed 
engaging bereaved relatives to improve the quality of 

Fig. 1 Overview of the survey instrument development process
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care at end of life provided by health and social care 
staff [2, 16, 23–25, 28].

Literature review
The review found that surveys of bereaved relatives are 
undertaken by many national public health agencies, 
healthcare providers and academic institutions interna-
tionally [50]. Most surveys use data from bereaved rela-
tives’ experiences of care for the purpose of evaluation of 
care delivered at end of life to adults [6, 10, 13, 14, 50–52]. 
Some surveys of bereaved relatives are solely focussed on 
the provision of care of the family and adult in the last 
days of life [53, 54]. Other surveys take a broader out-
look, focussing not only on the provision of good pallia-
tive care in the days immediately preceding the time of 
death, but also care experiences in the weeks and months 
before the person dies, including care of their relatives at 
this time [19, 55–58].

The quality of care and the time period assessed var-
ied across the survey instruments reviewed, with some 
focused on the quality of care delivered during the last 
admission within a particular healthcare setting such as a 
hospice or hospital, while other instruments focussed on 
the care provided by a particular service such as palliative 
care [19, 20, 55–61]. Some surveys took a wider popula-
tion-based approach and included all bereaved people of 
those who died within a particular time frame, for exam-
ple the last 3 months of life, using death registration or 
a national health data set to access the sample popula-
tion [15, 50, 51, 62–64]. The mode of administration 
varied across surveys reviewed, with the majority utilis-
ing a questionnaire and postal mode of administration 
including reminders to non-responders [15, 20, 59–61, 
64, 65]. An exception to this is the National Audit of Care 
at End of Life in England, where the method of response 
is online only with no reminders being sent [13]. Some 
surveys also offered the opportunity to respond by tel-
ephone [19, 66]. An overview of international surveys of 
bereaved relatives, their objectives, population surveyed, 
reporting outputs of each survey and their operational 
status is outlined in supplementary information Table 2. 
Further details on the methods and results of this review 
are published elsewhere [50]. The review informed the 
identification of the target population for the survey, as 
well as the most appropriate methodological approach.

Expert panel Programme board review
Prior to undertaking further work on the survey instru-
ment development, the expert panel Programme Board 
was convened and met on two occasions to review the 
next steps and recommended based on the evidence of 
the work undertaken that the survey instrument should:

• be a population based survey if access to the national 
death registration data set is made available to under-
take this work, similar to surveys undertaken in Eng-
land [15, 64], Japan [20, 59–61] and New Zealand 
[50, 62, 65–67].

• seek to evaluate the experience of care delivered in 
the last 3 months of life as this is a defined period 
which is viewed as important for people approaching 
end of life and also care in the last days of life [6, 15, 
50, 62, 64–69]

• seek to evaluate the experience of care in all settings 
of care at end of life; that is home, hospital, nursing 
home / residential care facilities and inpatient hos-
pice [15, 50, 62, 64–69]

• seek to review the experiences of care associated 
with the deaths of adults only, therefore excluding 
the deaths of children. This was based on the inter-
national evidence that all surveys reviewed excluded 
children [15, 19, 20, 50, 59–61, 64, 65]. Exclusion 
of children also centred on the rationale that adult 
health service provision, health policy and bereave-
ment supports services differ significantly to those of 
children in the Republic of Ireland [70, 71].

• exclude people who died suddenly and unexpectedly, 
due to the late registration of people who died 
suddenly or traumatically by suicide or homi-
cide due to coronial investigations, as well as the 
fact that questions focussed on the quality of care 
delivered in the time leading up to the death would 
be irrelevant to this population [6, 15, 21, 50, 64, 
65, 68, 69].

Based on the scoping review and feasibility study, 
the expert panel proposed the following with regard to 
mode of administration based on the international [50] 
and national [2, 46] evidence that this is acceptable to 
bereaved relatives noting the sensitive nature of such a 
survey:

• adopt a questionnaire and postal mode of adminis-
tration to bereaved relatives

• no active solicitation or contact with bereaved rela-
tives that registered the death would take place until 
3 months after the death

• the inclusion of bereavement support information in 
all correspondence related to the survey’s administra-
tion

• to increase response rates, include two reminders 
to non-responders with a survey questionnaire also 
included with the second reminder

• include an option for participants to complete an 
online version of the questionnaire.
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Focus groups
Eleven Focus group interviews were undertaken with 
a purposive sample of key stakeholders to explore 
the aspects of care considered to be most important 
for inclusion within the National End of Life Survey 
instrument. Sixty eight people took part from a broad 
range of roles, professional backgrounds and sec-
tors as outlined in outlined in supplementary infor-
mation table  1. Numerous themes were identified 
as being important for inclusion in each of the dif-
ferent settings of care (home, acute hospital, nursing 
home / residential care facility and inpatient hospice 
unit). Table  1 outlines the overarching themes and 
subthemes, the frequency with which subthemes were 
mentioned by focus group participants relating to what 
matters most for inclusion in the survey instrument 
according to the key stakeholders who participated in 
the focus groups.

Gap analysis
In total, 12 survey instruments were reviewed within the 
gap analysis with a total of 588 survey items:

• End of Life Care Provision by South Island Health 
Care Services survey and Auckland District Health 
Board, Survey of Bereaved People (VOICES 2017), 
New Zealand, (2018)

• National Audit of Care at the End of Life (NACEL), 
England, (2021)

• National Survey of Bereaved People (VOICES), England, 
(2015)

• Care of the Dying Evaluation (CODE) survey, England, 
(2013)

• FAMCARE survey, Association for Palliative Medicine 
of Great Britain and Ireland, (2019)

• Consumer Assessment of Healthcare Providers and  
Systems (CAHPS) Hospice survey, Centers for 

Table 1 Themes identified by focus group members

Major theme Sub themes N

1. Physical care and comfort 1 Symptom management 10 out of 11 focus groups

2 Pain management 11 out of 11 focus groups

3 Personal care and nutrition 8 out of 11 focus groups

4 Unnecessary medical interventions 3 out of 11 focus groups

5 Community services and practical resources 7 out of 11 focus groups

6 Urgent care out of hours 2 out of 11 focus groups

2. Psychosocial care 7 Emotional care and support 11 out of 11 focus groups

8 Psychosocial care and support 10 out of 11 focus groups

9 Financial or legal matters 9 out of 11 focus groups

3. Spiritual and Cultural Care 10 Spiritual and religious care and support 11 out of 11 focus groups

11 Cultural care 2 out of 11 focus groups

4. Person centred care and support 12 Holistic care and support 11 out of 11 focus groups

13 Person treated with compassion and kindness, dignity and respect, 10 out of 11 focus groups

14 Confidence in staff skills and knowledge 4 out of 11 focus groups

15 Continuity of care between care settings 9 out of 11 focus groups

16 Route of admission 7 out of 11 focus groups

17 Coordination of care 2 out of 11 focus groups

5. Communication 18 Importance of clear and comprehensive communication of information 11 out of 11 focus groups

19 Communication about impending death 11 out of 11 focus groups

20 Access to palliative care 2 out of 11 focus groups

21 Care after death 6 out of 11 focus groups

22 Advance care planning 9 out of 11 focus groups

23 Preferred place of care /preferred place of death 9 out of 11 focus groups

6. Physical Environment 24 Importance of care in a single room compared to multi-occupancy room 9 out of 11 focus groups

25 Facilities for relatives - family rooms 8 out of 11 focus groups

7. Support for relatives 26 Support and services for relatives including bereavement support 10 out of 11 focus groups

27 Family presence - being able to visit at any time 10 out of 11 focus groups

28 Family provision of care and support 4 out of 11 focus groups
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Medicare & Medicaid Services, United States Depart-
ment of Health and Human Services, USA, (2020)

• Bereaved Family Survey (BFS) United States Depart-
ment of Veterans Affairs, USA, (2019)

• Japan Hospice and Palliative Care Evaluation (J-HOPE) 
surveys consisting of the Care Evaluation Scale (CES) 
and the Good Death Inventory (GDI), Japan, (2020)

• Survey for Relatives / Friends on End of Life Care, 
Ireland, (2014)

• Survey of Bereaved Relatives: VOICES MaJam, Ireland, 
(2017)

Using a tabular format, analysis was undertaken 
through the identification of all aspects of care that must 
be included within the Irish survey instrument as per five 
documents related to the provision of palliative and end-
of-life care in Ireland and HIQA regulatory standards (as 
above) and the themes from the focus groups (Table 1).

A number of specific areas raised by focus group partic-
ipants were partially reflected in the international survey 
instruments reviewed. In cases where themes were not 
sufficiently addressed by the questions from the survey 
instruments reviewed, a gap was identified. To address 
these gaps, new survey questions were developed, includ-
ing questions on the provision of care in a single room or 
multi-occupancy room at end of life, facilities for fami-
lies such as designated family rooms to meet healthcare 
staff in privacy, open visitation of relatives in healthcare 
settings, and questions related to the support provided to 
relatives in the last days of life and at the time of death.

Questionnaire compilation
The first step in compiling the questionnaire centred on 
collating the themes identified through the focus group 
interviews, international review and identified policy, 
standards, and gap analysis. In line with the recommen-
dations of the expert panel, the questionnaire covered the 
main places of care where a person with a life limiting ill-
ness may have been cared for during the last 3 months 
of life, with domains of care replicated across each place 
of care. The survey instrument uses skip logic as not all 
items are relevant to all bereaved relative respondents, 
thereby minimising the burden on respondents.

The questionnaire sections were structured to follow a 
logical sequence:

 1. Background information
 2. Care at Home
 3. Care in the last nursing home / residential care facility
 4. Care during the last hospital stay
 5. Care during the last hospice stay
 6. Coordination of care during the last 3 months of life

 7. Care experience in the last 2 days of life
 8. Care experience in the last 2 days of life in a health-

care facility
 9. Your experience of care and support
 10. Circumstances surrounding death
 11. Other comments
 12. Information about you both

Three free text open-ended questions were included in 
the section titled ‘other comments’ based on the experi-
ence of previous research and other survey instruments, 
which have reported that the inclusion of open-ended 
questions facilitated and provided rich insights into the 
quality of care at end of life from respondents for the 
purposes of quality improvement [2, 3, 72].

Based on the international review of surveys of 
bereaved relatives and to reflect the sensitivity of the 
questionnaire’s content, the sample questionnaire used 
the third person pronoun (e.g., he / she) to avoid confu-
sion and differentiate between the person that died and 
the person responding. This has been adopted in several 
studies and mirrors the work of the VOICES survey, the 
Bereaved Family Survey and CaregiverVoice survey and 
is deemed to be sensitive to bereaved relatives [6, 15, 50, 
55–58, 64, 65, 68, 69, 73].

Prioritisation of items for inclusion in the survey 
instrument
Delphi study
A two round Delphi study was undertaken with key 
stakeholders to prioritise the questions for inclusion in 
the final survey instrument. One hundred sixty three 
people participated in round one, with 82% of people 
(n = 134) indicating that they had experienced the death 
of a close family member and 37% (n = 61) stating they 
worked in a specialist palliative care service. In round 
two, 141 people took part, with 85% of people (n = 121) 
indicating that they had experienced the death of a close 
family member and 34% (n = 61) stating they worked in a 
specialist palliative care service. Participants came from 
a broad range of roles, professional backgrounds and 
sectors as outlined in outlined in supplementary infor-
mation table  1. Fourteen items were removed following 
round one, including two questions related to the provi-
sion of night nurse services at home and three questions 
relating to transitions of care and advance care planning. 
A further five items were removed following Delphi study 
round 2, including questions relating to the provision of 
home help support at home (e.g., ‘During the last three 
months of her life, while she was cared for at home, 
did she get enough help and support from a paid carer 
(sometimes called home help or care assistants’).
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Qualitative feedback was provided by ten people fol-
lowing round one and six people on completion of Del-
phi study round two. Participants strongly endorsed the 
content and clarity of questions. Some participants sug-
gested minor rewording of questions to enhance par-
ticipants’ understanding. For example, use of the term 
‘member of public health nursing team’, which captures 
the care provided by public health nurses and community 
based registered nurses instead of the term ‘public health 
nurse’. The authors (DÓC and CF) discussed the qualita-
tive feedback and questions were reworded in advance of 
the expert review and cognitive interviews with bereaved 
relatives.

Technical expert review
The Picker Institute Europe team reviewed the structure, 
content and flow of the questionnaire and made a number 
of suggestions to enhance the survey instrument ques-
tions. Two authors (DÓC and CF) discussed the feedback 
from the Picker team technical expert review, and ques-
tions and responses in the instrument were amended or 
reworded to reflect this feedback. This included simpli-
fying questions that originally had two interlinking ques-
tions into separate individual questions and responses to 
aid understanding and completion by participants. Other 
suggestions centered on the alignment of responses with 
other National Care Experience Programme surveys. 
A number of questions were reorganised in the survey 
instrument to separate items specifically focusing on the 
care experience of the respondent to that of the experi-
ences of the person that died to avoid confusion.

Cognitive interviews
Two rounds of cognitive interviews of the questionnaire 
were conducted to assess the clarity and appropriate-
ness of the content and length of the proposed National 
End of Life Survey instrument and associated documents 
(invitation letters and bereavement support information). 
Eight bereaved relatives took part in the interviews. The 
first round consisted of five participants with the second 
round being undertaken with three different participants 
who had not taken part in the first round. Participants 
represented the relatives of people who were cared for in 
the last months of life at home, in a nursing home, hospi-
tal and hospice or in multiple settings in the last months 
of life e.g., nursing home and hospital.

Participants in the cognitive interviews reviewed the 
content, length and comprehension favourably com-
menting on the clarity and sensitivity of questions and 
responses, the logical flow of the questions and ease of 
completion. Cognitive interview participants deemed 
the length and number of questions in the survey instru-
ment as being acceptable for completion by bereaved 

people. Participants supported the sensitive use of pro-
nouns which personalised the questionnaire and recom-
mended the survey administration process including the 
receipt of a hardcopy questionnaire for those who may 
have difficulty with completing a survey online. Partici-
pants viewed the supporting documentation such as invi-
tation letters and bereavement support information very 
positively commenting on the ease of understanding and 
conciseness of the bereavement information and its ade-
quacy to meet a bereaved relatives needs and signposting 
to bereavement support services.

Interviewees also made a number of suggestions to 
improve the content of the survey instrument. For exam-
ple, in round one, participants suggested that some of the 
demographic questions be moved to the beginning of the 
questionnaire as they felt that commencing the instru-
ment with a question related to ‘duration of illness is too 
blunt and stark’. Participants also provided feedback on 
the invitation and reminder letters. A number of changes 
were made to the survey instrument following round 
one of cognitive testing. No significant modifications or 
additions were suggested following round two of test-
ing, with a few minor changes suggested to the wording 
of responses. The questionnaire was amended and final-
ised, with a third round of cognitive interviews deemed 
unnecessary as no new issues were raised by the partici-
pants or suggestions made to modify the content of the 
survey instrument or the associated documentation. A 
copy of the National End of Life Survey final question 
bank is included in supplementary information Table 3.

Expert panel Programme board review
A final review was undertaken by the expert panel Pro-
gramme Board. The panel members endorsed the key 
domains and themes of care experience proposed in the 
National End of Life Survey instrument.

Discussion
Surveys of bereaved relatives are widely utilised by poli-
cymakers, funders, and healthcare service providers to 
ascertain the quality of care delivered at end of life for the 
purposes of quality improvement [7, 74]. The aim of this 
study was to develop a survey instrument to capture the 
experiences of care at end of life from the perspective of 
bereaved relatives with a view to providing insights into 
the care delivered in all settings of care for the purposes 
of quality improvement. Whilst several studies have 
developed or utilised survey instruments to report on 
the perceptions and experiences of care experience from 
bereaved relatives, they were focused on care within spe-
cific settings such as hospices [47] and hospitals [16, 46, 
48]. This survey instrument was designed specifically to 
review the experiences of care on a population wide basis 
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in all settings of care and is the first population based 
survey instrument designed to ascertain the experience 
of care at end of life in the Republic of Ireland, meet-
ing national policy and strategy set out by the National 
healthcare services provider [23,  30] to undertake such 
surveys for quality improvement.

A structured sequential approach was adopted in the 
development of the survey instrument. The feasibil-
ity study and scoping literature review established the 
widespread use of such surveys internationally and the 
different contexts within which surveys of bereaved rela-
tives were undertaken [50]. The literature revealed the 
significant variation of how bereaved relatives are identi-
fied, for example through the healthcare records of health 
care providers [13, 20, 58, 63] or accessing the details of 
bereaved relatives through a national death registration 
data set [6, 59, 64, 73]. It also identified the considerable 
variation regarding survey objectives, populations sur-
veyed, the timing of survey instrument administration, 
reporting outputs of each survey and their operational 
status.

The feasibility study and review of articles informed 
the expert panel programme board decisions on the 
population to be surveyed including inclusion and exclu-
sion criteria, the points in time of care to be evaluated, 
survey administration including methods of identifying 
bereaved relatives and methods to maximise response 
rates [50]. Decisions made by the expert panel pro-
gramme board informed the next steps regarding the 
survey instrument’s development.

Seven overarching themes with 28 sub-themes were 
identified through the analysis of data from the focus 
groups, outlining the domains and aspects of care con-
sidered to be most important for inclusion within the 
National End of Life Survey instrument. The seven over-
arching themes centred on physical care and comfort, 
psychosocial care, spiritual and cultural care, person cen-
tred care and support, communication, physical environ-
ment and support for relatives. The focus group themes 
and subthemes reflect the themes and domains of care 
that have been identified in similar survey instruments 
[50]. While considerable heterogeneity in the content 
of such surveys was noted by Lendon et al. in their sys-
tematic review [7], the themes and domains of care con-
sistently included in survey instruments reflect the core 
themes of good palliative care provision including pain 
and symptom management, the provision of emotional 
and psychosocial care and support and spiritual care and 
support in line with the WHO definition of palliative care 
[1, 7, 50]. The overarching themes identified in the focus 
groups also reflect the domains of care reported in Vir-
dun et al.’s systematic review and Robinson et al.’s integra-
tive review of issues that were important to patients and 

their families relating specifically to care in the hospital 
setting such as effective communication and expert care 
such as good symptom management [74, 75].

Participants in the focus groups and Delphi study 
also noted the importance of the physical care environ-
ment and specifically the inclusion of questions relating 
to the provision of care in a single room and facilities 
for families such as access to family rooms to enhance 
the communication and provision of care at end of life. 
The Institute of Medicine endorsed six dimensions of 
patient-centered care. This framework does not explicitly 
reference the importance of the physical environment, 
however, it is consistent with the dimension of good 
communication, emotional support and more specifi-
cally the importance placed on the involvement of family 
and friends [76]. This domain of care has been identified 
as an important factor in good care provision in previ-
ous research nationally [2, 46, 77]. Interestingly, envi-
ronmental aspects of the healthcare settings were noted 
as important in the systematic reviews; however, were 
rarely assessed in the survey instruments reviewed and 
recommended for inclusion in future survey instruments 
[7, 74]. Building on the recommendation of the system-
atic reviews, findings from an integrative review and the 
data from the focus groups in our study, which strongly 
endorsed their inclusion, questions on the physical envi-
ronment were deemed important for inclusion in the 
National End of Life Survey instrument [7, 74, 75].

Other domains of care rarely assessed in international 
survey instruments centre on the subdomains of care 
identified in the focus groups relating to advice and sup-
port regarding financial and legal matters and bereave-
ment support for relatives. While there is a significant 
financial burden and impact for those diagnosed with a 
life limiting illness and their families [78], this domain of 
care is rarely captured by surveys of bereaved relatives, 
and has been recommended for inclusion [7, 74]. Based 
on the data from the focus groups and Delphi study, the 
National End of Life Survey instrument contains ques-
tions on both financial and bereavement support for rela-
tives. The data from the focus groups therefore adds to 
and builds on existing research and our understanding of 
what is important to include in such survey instruments 
[7, 50, 74, 75].

The National End of Life Survey instrument focusses 
on the elements of care that were identified by multiple 
stakeholders as being important across the different set-
tings of care and two different time points of care in the 
last 3 months of life and last days of life in an Irish con-
text. This builds on existing work and the findings of a 
systematic review of surveys of bereaved relatives which 
reported on 51 survey instruments, noting that only the 
VOICES survey instrument examined the experiences 
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of care across all settings of care and at two different 
time points [7]. This survey instrument’s development 
has generated important information and data from the 
perspective of multiple stakeholders including bereaved 
relatives’ views on what is important in the provision of 
care at end of life and what should be included in a sur-
vey instrument to capture the experiences of care at this 
time from bereaved relatives. International research has 
recommended enhancing palliative and end of life care 
through capturing information about the provision of 
care in homes, nursing homes and the increased provi-
sion of bereavement services [78]. Whilst this study is 
focused on the development of a survey instrument for 
use in the Republic of Ireland, it will support the captur-
ing of such information and is likely to be of interest to 
those working in end of life and bereavement care inter-
nationally as the themes identified through the struc-
tured sequential process reflect the themes and domains 
of care that have been identified in similar survey instru-
ments [6, 50, 64, 73]. In addition, it includes questions 
on theme of the physical environment in the provision 
of care at end of life which may inform the development 
of future surveys of bereaved relatives internationally. 
This work has generated an item bank of 123 questions 
that will be used as the basis of the National End of Life 
Survey. A copy of the National End of Life Survey final 
question bank is included in supplementary information 
Table 3, the data obtained through this surveys adminis-
tration will be utilised for the purpose of quality improve-
ment of healthcare services.

Strengths and limitations of this work
Strengths of the study include a comprehensive and 
robust method to the development of a survey instru-
ment containing the key elements identified by stake-
holders as central to the provision of good care at end 
of life. Findings from this work through an iterative 
consultation process with key stakeholders build on and 
increase our knowledge of what is important in the pro-
vision of health and social care service to people at end 
of life and their relatives. The final item bank of ques-
tions broadly reflects items in similar surveys of bereaved 
relatives with a number of additions to reflect domains 
of care that were identified as being important for inclu-
sion in the National End of Life Survey. This work there-
fore adds to and strengthens the international research 
in the context of surveying bereaved relatives for quality 
improvement purposes.

We acknowledge that the study is limited somewhat 
by representing the views of key stakeholders who were 
identified and subsequently chose to take part through 
convenience sampling. The limitations of convenience 

sampling are well versed in literature and acknowl-
edge that by including the same participants we may 
not have captured as wide-ranging a view as we would 
have done with ‘new’ participants for each element of 
the development process. This is mitigated somewhat 
by the number and range of people who took part in 
the different elements. However, focus group partici-
pants and Delphi study respondents were represented 
from all settings of care such as community services, 
hospices, hospital, and nursing homes with a wide 
variety of staff and bereaved people from across the 
Republic of Ireland taking part. Representatives of peo-
ple from ethnic minority groups were included in all 
stages of the survey instrument development, however, 
participants in focus groups, Delphi study and cogni-
tive interviews who did not have a competent level 
of English were excluded from participation. This is 
acknowledged as a limitation to the development of 
the survey instrument. There is a growing body of lit-
erature reporting on the implementation of experience 
surveys with concerns that such information is not 
always used to improve care, a significant limitation of 
such surveys. Important lessons have been learned on 
bridging the gap between measurement and implemen-
tation of improvements which need to be considered 
to enhance care experience by healthcare services [79, 
80]. Despite the above limitations, the data and result-
ing survey instrument represents the most important 
aspects of care to be included in a national survey of 
bereaved relatives in the Republic of Ireland.

Conclusion
This paper describes the sequential process utilised to 
develop the survey instrument for the National End of 
Life Survey, as recommended by national policy and 
research. The development of a survey instrument specif-
ically for use in the Republic of Ireland centred on ensur-
ing that the policy and priorities of palliative care, end 
of life and bereavement care in Ireland are reflected in 
the survey instrument given the different context of care 
provision in other countries. The National End of Life 
Survey instrument reflects the key elements of care that 
are deemed as most important from multiple stakehold-
ers including bereaved relatives. The survey will ensure a 
coordinated national approach to capturing the experi-
ence of care at end of life delivered by health and social 
care services for the purpose of quality improvement. 
The findings from the National End of Life Survey will 
inform quality improvement initiatives, national stand-
ards, and monitoring programmes, as well as national 
policy and legislation.
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