
Contents lists available at ScienceDirect 

Patient Education and Counseling 

journal homepage: www.elsevier.com/locate/pec 

Patient-centered innovation 

Developing country-specific questions about end-of-life care for nursing 
home residents with advanced dementia using the nominal group 
technique with family caregivers 

Laura Bavelaara, Maria Niculab, Sophie Morrisc, Sharon Kaasalainenb, Wilco P. Achterberga,  
Martin Louckad, Karolina Vlckovad, Genevieve Thompsone, Nicola Cornallyf, Irene Hartiganf,  
Andrew Hardingg, Nancy Prestong, Catherine Walsheg, Emily Cousinsh,  
Karen Harrison Deningh,i, Kay De Vriesh, Kevin Brazilc, Jenny T. van der Steena,j,⁎ 

a Department of Public Health and Primary Care, Leiden University Medical Center, Leiden, The Netherlands 
b School of Nursing, McMaster University, Ontario, Canada 
c School of Nursing and Midwifery, Queen’s University Belfast, Belfast, Northern Ireland, UK 
d Center for Palliative Care, Prague, Czech Republic 
e College of Nursing, University of Manitoba, Manitoba, Canada 
f Catherine McAuley School of Nursing and Midwifery, University College Cork, Cork, Ireland 
g Division of Health Research, Lancaster University, Lancaster, UK 
h School of Nursing and Midwifery, De Montfort University, Leicester, UK 
i Dementia UK , London, UK 
j Department of Primary and Community Care, Radboud uNiversity Medical Center, Nijmegen, The Netherlands    

a r t i c l e  i n f o   

Article history: 
Received 15 January 2021 
Received in revised form 16 July 2021 
Accepted 20 July 2021 
Available online xxxx  

Keywords: 
Dementia 
Family caregiver 
Patient engagement 
Shared decision making 
End-of-life care 
Nursing home 

a b s t r a c t   

Objective: We aimed to develop question prompt lists (QPLs) for family caregivers of nursing home re
sidents with advanced dementia in the context of a study involving Canada, the Czech Republic, Italy, the 
Netherlands, the United Kingdom and Ireland, and to explore cross-national differences. QPLs can en
courage family caregivers to ask questions about their relative’s end-of-life care. 
Methods: We used nominal group methods to create country-specific QPLs. Family caregivers read an in
formation booklet about end-of-life care for people with dementia, and generated questions to ask 
healthcare professionals. They also selected questions from a shortlist. We analyzed and compared the QPLs 
using content analysis. 
Results: Four to 20 family caregivers per country were involved. QPLs ranged from 15 to 24 questions. A 
quarter (24%) of the questions appeared in more than one country’s QPL. One question was included in all 
QPLs: “Can you tell me more about palliative care in dementia?”. 
Conclusion: Family caregivers have many questions about dementia palliative care, but the local context 
may influence which questions specifically. Local end-user input is thus important to customize QPLs. 
Practice implications: Prompts for family caregivers should attend to the unique information preferences 
among different countries. Further research is needed to evaluate the QPLs’ use. 

© 2021 The Author(s). Published by Elsevier B.V. 
CC_BY_4.0   

1. Introduction 

Healthcare professionals are increasingly adopting patient-cen
tered care that is sensitive to the patient’s preferences and needs [1]. 

This requires patients to be engaged in the decision-making process, 
to be informed about the positive and negative features of each 
option and to be aware of their own values and preferences that can 
guide the decision [2]. 

Patient engagement in the context of advanced dementia can be 
challenging. There are numerous quality and ethical issues, such as 
the cognitive ability of the person with dementia to understand and 
contribute to the conversation [3,4]. Consequently, family caregivers 
-for example partners or adult children- are expected to represent 
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their relatives with dementia when they are no longer able to ex
press own wishes [5]. However, family caregivers may lack a good 
understanding of dementia and end-of-life care [6,7]. To address this 
issue, Arcand and colleagues developed an informational booklet 
about comfort care for nursing home residents with advanced de
mentia: the Comfort Care Booklet [8]. The aim of the booklet is to 
prepare family caregivers for the end of life and reassure them about 
the patient’s comfort. The Comfort Care Booklet has been translated 
and adapted for use in various countries [9–13]. The Comfort Care 
Booklets were developed by healthcare professionals with input 
from patients and family caregivers. Involving end-users can lead to 
more user-friendly information [14]. 

Although family caregivers welcome information about dementia 
and end-of-life care, information provision itself is not enough: there 
is a need for follow-up conversations with healthcare professionals  
[15]. As families will often not explicitly share their information and 
support needs with healthcare providers, they need assistance in 
expressing these needs so that they can be met [15]. An aid to in
crease patient or family caregiver engagement is a question prompt 
list (QPL) [16]. A QPL is a list of typical questions, that can encourage 
individuals to ask questions about their relative’s care. Thus, 
healthcare professionals can provide personally relevant informa
tion. Hyatt, Lipson-Smith and colleagues [17] found that patients 
with cancer experienced a QPL to be supportive to their care, but 
also recommended that QPLs should be culturally-tailored and pa
tient-driven. For example, the development of a QPL for patients 
with cancer in the US and Australia led to two different versions as 
some aspects were deemed less acceptable or useful in the US 
compared with Australia [18]. 

Currently, available QPLs about illness and treatment to support 
decision making (e.g. [19–22]) are mostly tailored for patients with 
cancer. A QPL to support family caregivers of nursing home residents 
with advanced dementia is not internationally available. Therefore, 
the objective of this study was to develop a QPL for family caregivers 
of nursing home residents with advanced dementia. The purpose of 
the new QPLs was to complement the Comfort Care Booklet [8–13] 
by encouraging question asking and aid conversations about care. 

In this study, we consult current and bereaved family caregivers 
in five countries to ensure family-driven and culturally-tailored QPLs 
for dementia. We assessed differences between countries in the re
sulting QPLs to examine importance of the local context. 

2. Methods 

This study is part of an international EU Joint Programme – 
Neurodegenerative Disease Research (JPND) project to support family 
caregivers of nursing home residents with advanced dementia in deci
sion making, called ‘mySupport study’, involving Canada, the Czech 
Republic, Italy, the Netherlands, the UK and Ireland. The QPLs were de
veloped with the targeted consultation of family caregivers. The aim of 
the development process was to agree on the final QPLs with 20–25 
questions. This process took 13 months and was divided into three 
phases as described below and depicted in Fig. 1. An evaluation of the 
QPLs in practice was outside the scope of the current study and will be 
addressed during the larger mySupport study [23]. 

2.1. Phase one 

Phase one (July 2019 – September 2019) involved an elderly care 
physician, two researchers specialized in palliative care, a researcher 
trained in psychology and a researcher educated in neuroscience. 
This team selected a set of questions from three available QPLs (two 
about dementia care and one about palliative care). The QPLs ori
ginated in three different countries (Australia [24], Canada [25], the 
Netherlands [26]), providing a transnational overview of questions 
(248 questions in total, 206 without duplicates). 

The team aimed to reduce the number of questions to <  50 and to 
include at least one question per topic discussed in the Comfort Care 
Booklets: dementia, end-of-life decision making, symptom relief, 
and end of life. Questions were deemed appropriate for inclusion if 
they were relevant to the nursing home setting and within the scope 
of the Comfort Care Booklets. ‘Nursing home’ is used to refer to a 
collective institutional setting in which care is provided to older 
adults 24 h a day, including nurses and medical staff. Question se
lection took place in three consensus rounds and was informed by 
the inclusion criteria in Box 1. In the Netherlands, three researchers 
(LB, WPA, JTvdS) independently selected questions and discussed to 
reach consensus. In parallel, two researchers from the UK followed 
the same procedure (SM, KB). Next, the results of these two in
dependent consensus rounds were discussed between the re
searchers from the two countries in a third consensus round. A 
preliminary selection of 39 questions was thus completed in pre
paration for Phase two. 

2.2. Phase two 

Phase two (November 2019 – July 2020) involved the targeted 
consultation of end-users of the QPLs. End-users in each country 
independently compiled the final selection of questions for the QPL 
to address local needs. End-users were defined as current or be
reaved family caregivers of people with dementia. The eligibility 
requirements were: over 18 years of age; sufficient capacity of the 
local language to read the Comfort Care Booklet and participate in 
the discussion; and able to agree to terms and conditions of parti
cipation. The consultation protocol was reviewed by local ethics 
committees in Canada (Hamilton Integrated Research Ethics Board: 
2019–5837-GRA) and the Netherlands (Medical Ethical Committee 
Leiden-Den Haag-Delft: N19.114) and written informed consent was 
obtained from all participants. In the Czech Republic, Ireland and the 
UK, the consultation was considered ‘Public and Patient 
Involvement’ and therefore the process was exempt from review by 
ethics committees and formal consent procedures. In Italy, the 
consultation could not be performed due to COVID-19. 

Convenience recruitment strategies included local invitations 
and snowballing. In Canada, family caregivers involved at the nur
sing home that participates in the larger project were invited by the 
site’s social service coordinator. The Czech team recruited partici
pants using the Facebook page of the Center for Palliative Care and 
by using the snow-ball method, that is: participants invited others 
from their social networks to participate. In collaboration with 
Alzheimer Nederland, the Dutch team invited family caregivers who 
are part of the Alzheimer panel from a west and middle region over 
email. The team in Ireland posted flyers in public spaces and on 
Facebook, and invited potential participants via personal and pro
fessional networks. In the UK, researchers recruited family care
givers through their local patient and public involvement 
connections around Leicester and through the network of a family 
caregiver that was involved in previous projects in Lancaster. 

The consultation process was structured in the four steps (see 
below) of a nominal group technique [27,28]. Although normally 
conducted in a group setting, the first two steps were adapted to 
allow family caregivers to complete them individually at home. This 
was done to ensure that participants were sufficiently prepared for 
the group discussion. The group discussion was virtually conducted 
in some cases using email, phone calls or videoconferencing (see 
Supplementary information Text S1). The steps were conducted as 
follows: 

2.2.1. Silent-generation step (individually at home) 
Upon reading the Comfort Care Booklet, family caregivers wrote 

down any questions that came to mind and that they would wish to 
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discuss with a healthcare professional. They also wrote down their 
reasoning for posing these questions. 

2.2.2. Round-robin step (individually at home) 
Afterwards, the family caregivers selected approximately 15 

questions of the 39 pre-selected questions that they felt may arise 
when a family member reviews the Comfort Care Booklet. Finally, 
the family caregivers could add any outstanding questions that were 
not yet addressed; once again, they wrote down their rationale for 
posing these questions. 

2.2.3. Discussion/item clarification step 
A moderator presented all individually generated and selected 

questions to the family caregivers at the group discussion. The 
moderator was not involved in the preliminary question selection to 

minimize bias in the facilitation of the discussion. Family caregivers 
read all the questions as a group and discussed each item’s simila
rities, differences, and reasons for its inclusion in the final list. 
Observers took notes on reasons for inclusion and exclusion of 
questions. 

2.2.4. Voting step 
After the group discussion, participants voted on which items to 

include in the QPL by raising hands or highlighting them on a 
collective list. The 20–25 questions that received the most votes 
were included in the final list. The research team mapped the 
questions from the final list onto the relevant sections of the 
Comfort Care Booklet to ensure that there was at least one question 
per topic. 

Fig. 1. Outline of the three-phase process for developing country specific question prompt lists. QPL = question prompt list; AU = Australia, CA = Canada, CZ = the Czech Republic, 
IT = Italy, NL = the Netherlands, ROI = Republic of Ireland, UK = the United Kingdom. *In Italy, Phase 2 could not be performed due to the large impact of COVID-19. 
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2.3. Phase three 

Phase three (June 2020 – August 2020) involved two researchers 
(MN, Canadian and LB, Dutch), who compared the final QPLs from 
each country to highlight similarities and differences across contexts 
using conventional content analysis [29]. First, LB and MN familiar
ized themselves with all of the questions. They then inductively 
derived a set of codes from the questions and labeled each question 
with a code. Next, codes were sorted into themes when referring to a 
similar overarching topic. Finally, code names were adjusted after 
defining the themes, and themes were refined after adjusting the 
codes. Reasons for including questions that were available in field 
notes or participants’ answer sheets were collected and also un
derwent a content analysis to explore any cross-national differences 
in the rationale for including questions in the QPLs. 

To ensure validity and rigor [30], all steps of the analyses were 
independently performed by two individual coders (LB, MN). Codes, 
themes and interpretations were discussed at each step to reach 
consensus. 

3. Results 

3.1. Phase one 

Out of the 206 questions, the UK team selected 33 and the Dutch 
team 49. Ten questions were selected by both teams, totaling 72 
questions. The two teams agreed on the in- and exclusion of 75% 
(186/248) of the questions. Cross-national differences were apparent 
during the consensus discussion. For example, questions about life 
termination and prognosis seemed inappropriate to the UK team 
because they were difficult to answer adequately, and end of life and 
euthanasia were not considered topics that people tend to discuss. 
They were pressing to the Dutch team because people will often ask 
about these issues and there was a concern of creating taboo when 
excluding such questions. Table 1 shows the 39 questions that were 
pre-selected by the research teams upon reaching consensus. 

3.2. Phase two 

Table 2 shows an overview of the nominal group for each 
country. Forty-three people participated, ranging from 4 to 20 per 
country. The ages ranged from 25 to 87 years, and the majority (72%) 
was female. The participants were current or bereaved family care
givers (n = 41) or living with dementia (n = 2). Six participants had 
professional experience with dementia. The group discussions took 
40–140 min. The characteristics of the moderators and observers are 
included in the supplementary information (Table S1). The group 

discussion resulted in a final list of questions in each of the coun
tries. Canada decided upon 15, the Czech Republic had 20, Ireland 
had 22, and the Netherlands and the UK each had 24 (Tables 1 
and S2). 

3.3. Phase three 

Questions were scanned for overlap and similarity, leading to a 
list of 76 distinct questions from the total of 105 selected questions. 
Almost a quarter (24%, 18/76 questions) were selected by more than 
one country. Question 2 from the pre-selected list of 39 questions 
was selected by all groups:  

“Can you tell me more about palliative care in dementia?”  

For 55/105 questions (52%) the reason for inclusion was clearly 
described in the field notes or participants’ answer sheets. The Czech 
Republic (70%), Canada (67%) and the Netherlands (63%) had more 
information about the rationale available than the UK (37%) and 
Ireland (32%). The reasons that were provided for selecting questions 
were aggregated into the following six themes, in order of fre
quency: just obtaining information, preparation for end of life, re
assurance, preparation for shared decision making, informing staff 
about the resident’s needs and informing staff about the family 
caregiver’s needs (Table 3). The reason provided most often per 
country was just obtaining information in the UK, preparation for 
end of life in Ireland, and just obtaining information and preparation 
for shared decision making in the Czech Republic. In the Nether
lands, informing staff about the resident’s needs was directly fol
lowed by reassurance and just obtaining information. Canada had 
mentioned reassurance, just obtaining information and preparation 
for end of life at equal frequency. 

The inductive content analysis of the QPLs resulted in 18 codes 
(Table 4). The most common codes were communication with staff, 
care protocols, palliative care information, and roles and responsi
bilities. The codes were aggregated into seven broader themes. These 
include Request for (services or) information about (1) Symptoms 
and Disease, (2) Treatment, (3) Death, (4) Care staff, (5) Care setting, 
(6) Request for the increase or use of patient values and wishes, or 
(7) Request for information about shared decision-making. Overall, 
the three most common themes across all countries were Requests 
for Services or Information pertaining to Care Setting (5), Treatment 
(2), and Care Staff (4). 

3.3.1. Symptoms and disease 
Questions about symptoms and disease focused on the prognosis 

of the person with dementia in terms of upcoming death or the signs 
and symptoms related to dementia stages, and disease-related 

Box 1 
Criteria for question pre-selection by research team (Phase 1).   

1. The question is not already answered in the Comfort Care Booklet.  
2. The question probes for relevant information or more personal or in-depth information.  
3. The question is of cultural, care practice or legislative relevance to at least one of the participating countries.  
4. The question is not purely medical or medical-technical, and can thus be addressed by a long-term care staff member from the relevant occupation (for example, by a 

nurse or a social worker).  
5. The question cannot be answered or on the contrary, is already covered by the Comfort Care Booklet, but is still pressing to family caregivers (according to literature and 

researchers’ experience in practice) and bringing it to the table would be beneficial. 

Highlights   

• We developed country-specific question prompt lists about dementia palliative care  

• In five countries, family caregivers were consulted to finalize a list of questions  

• All caregivers selected: “Can you tell me more about palliative care in dementia?”  

• Included topics differed across countries, namely artificial nutrition and fluids  
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complications such as problems with nutrition or hydration. 
Questions about how the disease or various methods of treatment 
would affect the resident’s nutrition and hydration were only in
cluded in the Czech QPL. The reasons for including questions from 
this theme mainly related to preparation for end of life and just 
obtaining information. 

3.3.2. Treatment 
Questions in this theme consisted of general questions about 

treatment options or information about palliative care, but also 
specific questions about pain management options, and treatment 
options for pneumonia or problems with nutrition or hydration. All 
five countries submitted questions that were related to this theme. 

Table 1 
List of pre-selected questions (Phase 1) and selection per country (Phase 2).      

Question Selected by  

1 Can you tell me more about palliative care in dementia? CA†, CZ, NL, ROI, UK 
2 What changes can I expect, still, such as worsening of symptoms or behavior? CA†, CZ, ROI, UK* 
3 When there is no solution for very unpleasant symptoms such as pain or shortness of breath, will the doctor have other options (such as 

lower the level of consciousness, put to sleep by means of ‘palliative sedation’), so my/our loved one is less aware of them, or can we 
discuss the level of awareness we prefer? 

CA*, CZ, NL, UK* 

4 What do you want to know about my loved one, so you can provide appropriate and quality care, now and later on? CA*, NL, UK 
5 What role might I or other family members be expected to play in decision making such as decisions about to transfer to hospital or 

change medication? 
CA, CZ*, ROI* 

6 Is it possible to record wishes regarding end-of-life care now, and if so: how, and how often are these being reviewed? CA*, NL, UK* 
7 Can you tell me what “comfort care” means? CA†, CZ, NL* 
8 Can you tell me how much time is left? CA* CZ, UK 
9 Can you warn me, the relative, when death is near? CA†, CZ*, ROI* 
10 Can my loved one be admitted into a hospice? CA, CZ*, UK 
11 I would like to talk about how my family member would want to be cared for. When can I discuss this and with whom? NL, UK 
12 Can you arrange for me to talk with someone from my culture, someone who may understand me better? NL, UK 
13 Can someone help me to communicate with other members of my family about what is happening? ROI, UK 
14 How do we ensure positive experiences? CZ, ROI 
15 What are advantages and disadvantages of resuscitation in this case? ROI*, UK 
16 What spiritual or religious care is available to us? NL, ROI* 
17 Is it feasible for my loved one to die at home? CZ*, UK 
18 What should or can I, the relative, do at the moment of death and afterwards? NL, ROI† 
19 What is the best way for me and my family member to communicate our needs, concerns, and questions to the staff? CA* 
20 How can I make arrangements to meet with the doctor? UK* 
21 Is it possible for me to see someone else if I don’t get along with the nurse or doctor? How do I go about this? UK 
22 What are the worst days going to be like, and what are the best days going to be like? CZ 
23 Can you alleviate symptoms and provide some comfort? NL 
24 How do we ensure incontinence does not affect dignity? NL 
25 My loved one has dementia but also other medical conditions. How might this affect their care at the end of life? UK 
26 Do people die from dementia?  
27 What might the final days and hours of my family member’s life look like? ROI† 
28 Who can help me sit up with my dying loved one/relative? Are there volunteers we can call in? CA* 
29 What if my loved one/relative dies when I am not there? NL 
30 What possibilities are there not to prolong life in a natural way? NL 
31 Can we ask for life-terminating treatment, if things really go worse? NL 
32 What can help me or my loved one accept that my loved one is no longer able to do things, or know things (cope with/prepare for losses)?  
33 How confidential is the information? For example: are other family members allowed to know about medical problems or behavior 

problems?  
34 When could hospitalization be necessary and when is it not a good idea?  
35 Can you help me to work out questions I may wish to ask my other doctors/specialists?  
36 Are medications necessary [for the problem] or can we try something else first?  
37 How do I recognize that I am overburdened?  
38 How might your care of my family member change in his/her final days?  
39 What aftercare is available to me, like speaking to the doctor again?  

*The original question was rephrased by the participants †The original questions were combined into one question.  

Table 2 
Nominal group information (Phase 2).         

Month, year of  
phase 2 

Number of  
participants in phase 2 

Duration of group 
discussion (minutes) 

Setting of group discussion Number of  
questions in final QPL  

CA Nov 2019 – 4 140 Nursing home  15 
Jan 2020     

CZ** Feb 2020 – 5* 120 Online (home)  20 
April 2020     

NL Nov 2019 – 20 (i): 135 (i): Alzheimer Nederland Offices  24 
Dec 2019  (ii): 120 (ii): LUMC conference room  

ROI** March 2020 – 6* (i): 40 (i): Health care facility 
conference  

22 

July 2020  (ii): 60 room    
(ii): Family caregiver’s garden  

UK** March 2020 – 8 60 (video Video call, phone, email (home)  24 
June 2020  call)   

*Number of participants providing individual input; 2 Czech participants and 1 Irish participant could not join the group discussion. **Group discussions had to be performed in 
alternative formats to accommodate for COVID-19 restrictions. (i) = group discussion 1, (ii) = group discussion 2.  
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Most Dutch questions on treatment were specific to learning more 
about palliative care and comfort care. The Czech Republic focused 
more on treatment of specific conditions with pneumonia and pro
blems with nutrition or hydration. The rationale for including 
questions from this theme focused on just obtaining information. 

3.3.3. Controlling death circumstances 
The questions in this theme were about controlling the circum

stances of death such as active life termination and choosing the 
place of death. Family members from all the countries, except for 
Ireland, asked questions that were specific to changes (in setting or 
treatment) or preferences for circumstances at the end-of-life. There 
was limited information about the reasons for including questions 
from this theme, which varied. 

3.3.4. Care setting 
Care setting-related questions concerned possibilities in terms of 

specialist services that could be accessed (spiritual, support, medical 
specialists). It also included questions about how day-to-day care is 
being managed, about general policies in the care facility and about 
the logistical procedures that coordinate care and responsibilities. 
All countries—except the Czech Republic—asked a large proportion 
of questions about the services and coordination offered by the 
nursing home. Canada focused on specialist services, while Ireland 
was the only group that submitted questions regarding the specific 

policies and protocol that the home followed, such as security 
measures and visiting policies. The reasons for including questions 
within this theme related to reassurance and preparation for end 
of life. 

3.3.5. Care staff 
These questions related to concerns about communication with 

staff, including whom to contact (and how), and concerns about staff 
competence in providing palliative care. While all groups expressed 
the need for clear information on communication with staff, the UK 
group had the highest proportion of questions related to this. The 
questions surrounding staff competence were only asked by the UK 
and Czech Republic groups. Questions from this theme were in
cluded for various reasons; reassurance and informing staff about 
the resident’s needs were mentioned most often. 

3.3.6. Patient values and wishes 
The questions in this theme were about specific preference 

statements such as living wills. This theme also contained questions 
about values guiding decisions such as the patient’s dignity. The 
questions pertaining to dignity were most often asked in the Czech 
Republic, Ireland and the Netherlands. The questions were asking for 
reassurance that the patient’s dignity would not be compromised as 
a result of the treatment options or otherwise. The reasons for 

Table 3 
Family caregivers’ reasons for selecting questions.    

Reason Explanation  

Just obtaining information The answers to these questions are important for people to know and could address misunderstandings; the answer 
does not necessarily influence preparations or plans 

Preparation for end of life The answers to these questions would allow for family caregiver to obtain knowledge that will inform preparation 
for end of life 

Reassurance The answers to these questions would allow for family caregivers to feel better about (future) scenarios by soothing 
concerns and providing confirmation 

Preparation for shared decision making The answers to these questions could set up the family caregiver to prepare for or make decisions in an  
informed manner 

Informing staff about the resident’s needs Asking these questions would allow the family caregiver to inform or prepare staff about the resident’s  
needs and wishes 

Informing staff about the family  
caregiver’s needs 

Asking these questions would allow the family caregiver to inform or prepare staff about their own needs and wishes for 
support and involvement 

Table 4 
Themes and codes derived from the question prompt lists, with example questions (Phase 3).     

Themes Codes Example questions (country)   

1. Request for (services or) information about 
symptoms and disease 

Prognosis: death How close is my loved one to the end of their life? (ROI) 
Dementia trajectory What changes can I expect, still, such as worsening of symptoms or behavior? (CZ, 

ROI, UK) 
Pneumonia What is the association between pneumonia and introducing a PEG? (CZ)  
Nutrition/hydration How can swallowing disorder be alleviated while food intake is conserved? (CZ)  

2. Request for (services or) information about 
treatment 

Pain management What pain management is available and which one do you advise and why? (NL) 
Treatment options What are some alternatives to medication that can be provided at this LTC? (CA) 
Palliative care information Can you tell me more about palliative care in dementia? (CA, CZ, NL, ROI, UK) 
Intervention risks and benefits What are the advantages and disadvantages of going to hospital? (ROI)  

3. Requests for (services or) information about 
death 

Controlling death 
circumstances 

Can we ask for life-terminating treatment, if things really go worse? (NL)  

4. Requests for (services or) information about 
care staff 

Staff competence What training/support is given to care staff to enable them to support my loved 
one? (UK) 

Communication with staff Is it possible for me to see someone else if I don’t get along with the nurse or 
doctor? How do I go about this? (UK)  

5. Requests for (services or) information about 
care setting 

Long term care setting policy Who is appropriate to come visit and how often? (ROI) 
Care protocols Do staff continue care, such as patient turning/repositioning, at the end of 

life? (CA) 
Specialist services Does this long-term care facility have a “palliative team”? (CA) 
Coordination of care If equipment is needed, where will it come from and how quickly can it be 

obtained? For example, wheelchair, mattress, syringe driver, etc. (UK)  
6. Request for the increase or use of patient 

values and wishes 
Living will How can I support my loved one to make a will? (UK) 
Dignity How are we going to protect dignity during personal care? (ROI)  

7. Request for information about shared 
decision-making 

Roles and responsibilities Who has the final say? The physician, the nurse or I (the relative or 
mandatory)? (NL) 
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including question from this theme varied, informing staff about the 
resident’s needs was mentioned most frequently. 

3.3.7. Shared decision-making 
This theme consisted of questions about the shared decision- 

making process and the roles and responsibilities of different people 
involved in this process. Questions related to the status of clinicians’ 
and families’ perspectives and living wills. Although none of the 
countries’ QPLs concentrated on this topic, at least one question 
from each group was about shared decision-making. The rationale 
for including questions from this theme most often related to in
forming staff about the family caregiver’s needs. 

4. Discussion and conclusion 

4.1. Discussion 

We have developed question prompt lists about end-of-life care 
in collaboration with family caregivers of nursing home residents 
with dementia in Canada, the Czech Republic, the Netherlands, 
Ireland and the UK. QPLs for this area were not internationally 
available. Despite cross-country differences, all lists contained a 
question requesting more information about palliative care in de
mentia and another question about the roles and responsibilities of 
the people involved in shared decision making. Overall, the ques
tions focused mainly on treatment. 

During the pre-selection phase, the UK and Dutch researchers 
had different perspectives on ‘appropriateness’, focusing on sensi
tivity versus not avoiding taboo subjects respectively. After the 
consultation phase, the Dutch, Irish and Canadian QPLs focused on 
questions related to palliative treatment and the care setting. The UK 
QPL focused on communication with care staff and staff competence. 
A large part of questions selected in the Czech QPL were about 
symptoms and disease. The cross-country differences may reflect 
socio-cultural differences and how well palliative care is established 
locally. The focus of the Dutch QPL on palliative care may portray 
that palliative care for people with dementia may be less well- 
known (and had not been part of Dutch dementia plans [31]). The 
Dutch participants indeed often provided ‘just obtaining informa
tion’ as reason for selecting questions, but reassurance and in
forming staff about the resident’s needs were also frequently 
mentioned. The Irish QPL lacked questions about controlling death 
circumstances. This suggests that this topic felt less appropriate to 
the Irish family caregivers. However, the Irish family caregivers most 
often provided ‘preparation for end of life’ as a reason to include 
questions. The large number of questions about communication with 
staff in the UK QPL could indicate that patient engagement in 
healthcare is well established in the UK [32]. As the reason most 
often provided for including questions was ‘just obtaining informa
tion’, this could also suggest that family caregivers prefer being in
formed by staff members in personal conversations rather than 
searching for information themselves. The Canadian QPL focused on 
questions about specialist services and care protocols. One inter
pretation could be that the family caregivers had experienced that 
care coordination and accessibility to services can be improved [33]. 
The reasons for selecting questions varied. 

The Czech QPL seemed to be the most different from the other 
countries, indicating concern about the quality of palliative care in 
dementia and questions regarding nutrition and hydration. The main 
reasons for question selection among Czech family caregivers in
cluded just obtaining information and preparation for shared deci
sion making. Cross-national work indicated that artificial feeding 
and fluids is a sensitive topic [34] and recommendations on nutrition 
and hydration from the European Association for Palliative Care re
ceived only moderate consensus [35]. The concerns surrounding the 
quality of palliative care in dementia might relate to the poor 

resources for palliative care in the Czech Republic, where palliative 
care is not well known [36] and not yet officially acknowledged as 
necessary for people with dementia [37]. This could also explain the 
focus on curative treatment in the questions, rather than palliative 
options. 

It is important to note some limitations of this study. Differences 
in how and when the group discussions were conducted, due to 
COVID-19 or local practice, may have influenced the results. 
Adapting the group discussion from an onsite activity to a thread of 
emails [38], phone calls [39] or videoconferencing [40] could have 
impacted the engagement process. Furthermore, group sizes differed 
between the countries. The resulting QPLs are based on input from a 
convenience sample of family caregivers and may not be re
presentative of general cross-country differences. Possibly, (larger) 
cultural differences within groups rather than between countries 
have affected the results. The consultation process took place prior 
to the pandemic in Canada and the Netherlands, but during the 
pandemic in the Czech Republic, Ireland and the UK. This could have 
affected the type of questions that were pertinent to family care
givers. Also, we did not have clear information on the rationale for 
selecting questions for almost half of the questions. Finally, the use 
and acceptability of the QPLs in real-time practice settings have not 
yet been evaluated. 

However, we can explore the quality of the QPLs. According to the 
International Patient Decision Aids Standards (IPDAS) Collaboration  
[41], decision aids should contain the six key elements of shared 
decision making: (1) situation diagnosis, (2) choice awareness, (3) 
option clarification, (4) harms and benefits discussion, (5) patient 
preferences deliberation and (6) making the decision [42]. Inter
estingly, the themes and codes derived from the content analysis 
overlap strongly with these six elements of shared decision making, 
with two exceptions: questions about care staff and care setting are 
not included among the six elements. Care staff and care setting 
form the context of shared decision making, which is thus not well 
represented by the six elements. The importance of the relational 
context of shared decision making has been proposed before [43], 
but the care setting has not been included in shared decision making 
definitions yet [44]. Our results mirror the findings of Thompson and 
colleagues [15] that family caregivers need general information 
about nursing home life in addition to specific information about 
treatment and disease, to support them in decision making. 

4.2. Conclusion 

Given divergent preferences for sample questions, engaging end- 
users such as family caregivers of persons with advanced dementia 
in the development of materials is vital, especially when these ma
terials aim to increase family caregiver engagement. Cultural dif
ferences may influence the information needs of family caregivers 
and should therefore be considered. The family caregivers in this 
study expressed a general need to be informed about palliative care 
in dementia, and about the process of shared decision making. The 
differences in questions generated between the countries underpin 
the value of cross-country exercises when developing materials for 
implementation into practice. 

4.3. Practice implications 

Person-centered care calls for patient and family engagement, 
that requires facilitation via communication tools such as QPLs. QPLs 
can be used by families to prepare for advance care planning con
versations with healthcare professionals by reflecting on the ques
tions, or provide possible topics to help start conversations about 
care and reassure families that their information needs will be met. 
Healthcare professionals need to be aware of the different in
formational needs of their patients and their families, possibly 
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related to their cultural background. Service planning and training 
programs for healthcare professionals should have more attention 
for shared decision making and general information provision about 
dementia palliative care, as these subjects raised many questions 
across the countries. This study also highlighted areas where further 
guidance is needed, such as artificial hydration and nutrition in 
advanced dementia in the Czech Republic. More research is neces
sary to explore the use of QPLs in conversations in healthcare and 
possible cross-country differences in these conversations. 
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