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Abstract
Background Advance care planning (ACP) is becoming increasingly important in medical care. Some suggest 
standardized approaches to initiate ACP with all older adults. However, the idea of patient-centered care suggests 
more nuanced approaches tailored to individual older adults’ needs. This study investigated how older adults with 
different views and needs about ACP can be approached in an adequate and most beneficial way by health care 
professionals.

Methods We used questionnaires, interviews, focus groups and informal conversations with older adults, living in 
their own homes, who volunteered to take part in our research. The research was participatory as we collaborated 
closely with practice partners and we used the obtained findings immediately and continuously to inform the next 
steps of our research throughout the process.

Results We identified three subgroups of older adults with differential needs regarding ACP-related activities: The 
first group avoids talking about their needs and wishes for care towards the end of life. These older people benefit 
from activities, which aim at motivating them to concern themselves with ACP-related topics. The second group 
consists of older adults who are in principle open for ACP-conversations but do not initiate these themselves. This 
group either trusts their next-of-kin or their healthcare professional to act in accordance with their wishes or does not 
bring up the topic in order to avoid confronting relevant others with possibly unpleasant topics. This group of people 
benefits from information about ACP and from healthcare professionals initiating the ACP process. The third group of 
older people initiates the ACP process themselves, gathers information, and takes the necessary steps for ACP. With 
this group it remains relevant to check carefully whether they have indeed taken all relevant steps and shared the 
information with all relevant involved care institutions and relatives.

Conclusions We propose a model to simplify adjustments of ACP to individuals’ needs. Our suggested approach 
might contribute to increasing the motivation of older people to engage in ACP conversations if these are more 
closely related to their own needs. Further, it might also contribute to simplifying the individual shaping of the ACP 
process for healthcare professionals as our suggested model offers clear guidance for approaching different types of 
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Introduction
In a world of aging societies, advance care planning 
(ACP) has become an important point on health care 
agendas [1]. ACP describes a process which aims at 
improving quality of life towards the end of life and 
which may involve individuals, their health care pro-
fessionals, and their next-of-kin [2–4]. For instance, a 
panel of 109 international experts suggest the follow-
ing definition: “ACP is considered to be a process that 
includes the identification of values and defining goals 
and preferences for future medical treatment and care 
and discussion of these factors with the patient’s family 
and health-care providers [2].” Potential benefits of ACP 
include increased compliance with older peoples’ end-
of-life wishes, increased satisfaction of older people and 
their families, as well as reduction of stress, anxiety and 
depression [5–8].

Conversations about ACP are by nature very personal. 
They require decisions which many people consider dif-
ficult, emotionally demanding, or irrelevant for their life 
[9]. In the Netherlands, a number of guidelines for GPs 
are available which describe ACP procedures [10–13]. 
In many cases health care professionals are advised to 
engage in ACP conversations with all people entering the 
last phase of life, e.g. above a certain age [14, 15].

However, previously, different trajectories of the last 
phase of life depending on the presence or absence of 
certain illnesses have been proposed [16, 17], suggest-
ing that people with cancer, multimorbidity, or cognitive 
decline might need different ACP-related activities. In 
addition, depending on the personal background, includ-
ing culture, personality, and previous experiences, people 
might need to be approached in different ways when it 
comes to ACP [4, 18–20]. The summarized observations 
are well in line with patient-centered care models, which 
ask for adapting procedures and treatments to individual 
patients’ needs [21], which in turn raises the question 
whether the general advice for engaging all older adults 
in ACP might need some refinement.

In our research, we wanted to explore whether a typol-
ogy of older people can be developed which simplifies 
the individual shaping of the ACP process for healthcare 
professionals. Accordingly, our research addressed the 
following two research questions: (1) Can different types 
of older people be identified according to their views 
and needs about the last phase of life and ACP? (2) How 
can the different types of older people be approached 
in an adequate way by health care professionals in ACP 
conversations?

Methods
Research context and research team characteristics
We conducted our research in the South of the Nether-
lands. This region is the unhealthiest region of the Neth-
erlands with a relatively high proportion of people with 
low or average socioeconomic status and low social par-
ticipation [22].

Our participatory research project was conducted in 
close collaboration between researchers with various 
backgrounds (including health sciences, psychology, gen-
eral practice medicine, and nurse sciences) and regional 
practice partners involved in older adult care planning 
(i.e., “Omnes”, a regional center for organizing interpro-
fessional medical collaboration) and in public involve-
ment (i.e., “Burgerkracht Limburg”, a provincial network 
organization to facilitate citizen participation) as well as 
with older adults themselves. By applying a pragmatic 
participatory research approach we aimed to come to 
practical conclusions, which are close to the actual needs 
of our study population and carry implications for imple-
mentation in health care practice.

Design
We used a mixed-methods approach and conducted two 
qualitative studies using focus groups and individual 
interviews. In the first study we used a questionnaire 
for the purposeful selection of focus group participants. 
Because of difficulties with recruiting participants for the 
planned focus groups we adapted our data collection and 
partly conducted individual interviews instead. In the 
second study individual interviews were conducted with 
study participants.

We triangulated data in the first study intentionally by 
combining the information from the questionnaires with 
the information from subsequent focus groups or inter-
views. Overall data triangulation occurred also across the 
two studies, as we integrated all information from study 
one and two in order to answer our research questions.

Recruitment and selection of participants
For the investigation of our first research question we 
recruited older people aged 70 or above, with diverse 
health care needs as well as social and cultural back-
grounds who lived at home. Our practice partners invited 
older adults to participate in focus groups by using their 
internal networks and mailing-lists as well as by visiting 
guided group activities for older people (e.g., a coffee or a 
bingo afternoon). The process of participant recruitment 
of study one is presented in the flow chart in Fig. 1.

older people in different ways. The suggested approach may in future be used for training health care professionals in 
the conduct of ACP conversations.
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In line with the idea of purposeful sampling we used 
a questionnaire to identify older people with different 
views and attitudes towards death, the so-called STEM 
questionnaire, which was developed and validated based 
on a sample of over 1570 adult Dutch participants from 
the general population [23–25]. The questionnaire con-
sists of 40 items relating to personal preferences con-
cerning dying and the death: “dying in your own way” 
(in Dutch: “STerven op je Eigen Manier”). For each item, 
participants choose one out of four responses (i.e., dis-
agree, mainly disagree, mainly agree, and agree). Par-
ticipants’ responses to the STEM questionnaire were 
analyzed automatically using the algorithms elaborated 
by the developers of the questionnaire. The analysis of 
the questionnaire results concludes with providing a pro-
file for each participant reflecting five different groups of 
people: 1st the proactive type (18% of the Dutch general 
population), 2nd the social type (33%), 3rd the trusting 
type (12%), 4th the rationale type (15%), 5th the avoid-
ing type (22%). The type with the highest agreement is 
defined as the predominant type.

In order to investigate our second research question we 
approached older adults on a public regional health fair 
organized for informing the public about recent health 
trends and innovations. As one of the exhibitors on the 
fair we had a stand with various information material 
on the topic of ACP and a banner with quotes from the 
first study which were meant to attract the attention of 
older people. Two researchers approached older people 

passing by to engage in ACP-related conversations with-
out applying any further inclusion criteria.

Data collection
Focus groups and interviews:
In order to study the first research question, we orga-
nized guided focus group sessions in collaboration with 
our practice partners with 5 older adults reflecting the 
same STEM type as predominant type. During these 
sessions we discussed with the participants their ACP-
related views, wishes and choices. Instead of conduct-
ing focus group sessions we collected data in individual 
interviews if not enough older adults reflecting the same 
STEM profile volunteered to be part of a focus group.

For this data collection, we developed a pre-specified 
session guide with questions about (A) the current living 
situation of older adults, (B) the role of their social net-
work in ACP, (C) the role of their primary care physician, 
(D) the most important sources of information when it 
comes to ACP, and D) important aspects concerning care 
wishes (see supplementary material for the interview 
questions used in the focus group sessions and individual 
interviews).

The focus groups were led by two moderators. The col-
lected information was noted down by one the session 
moderators and the sessions were audio-recorded. The 
interviews were conducted by one interviewer who used 
the interview-guide in order to note down the interview-
ees responses.

Fig. 1 Flow chart of participant recruitment in study one
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The collected data was used for creating descriptions 
of five types of older adults including prototypical ACP-
related views and needs.

Health fair interviews:
In order to study the second research question, two 
researchers independently engaged in individual conver-
sations with health fair visitors who agreed to participate 
in a short ACP-related interview. Using a prepared semi-
structured interview form the following questions could 
be explored and discussed: 1st with which one of the five 
types a person identified most, 2nd which steps a person 
had already taken with regards to ACP, 3rd what their 
needs were regarding the next steps in the ACP process, 
and 4th which information sources and tools for facilitat-
ing the ACP process they would need in order to take the 
next step.

For questions two, three, and four we prespecified 
three steps in the ACP process: (A) Motivation: com-
munication about the relevance of ACP and motivation 
to get involved with the topic; (B) Information: informa-
tion gathering about possibilities and requirements with 
regards to ACP; (C) Writing down: writing down the 
own ACP-related decisions. Participants were asked to 
respond to questions two to four relating to these three 
steps. For each of the three steps we presented different 
leaflet material which we used in our conversations in 
order to explore needs for the next steps in the ACP pro-
cess. This material included books about the last phase 
in life and ACP, information material, booklets and forms 

to write down ACP-related wishes and decisions. It is 
important to note that not all pre-specified aspects could 
be discussed with each of the participants. During and 
after each conversation the two researchers made field 
notes. Participants were offered a five Euro coupon for 
their participation.

Analyses
In study one the focus group sessions were audiotaped 
and analyzed in two steps: First, the moderator of the 
group discussion formulated a prototypical description, 
based on field notes, encompassing the most relevant 
characteristics and views regarding ACP mentioned 
in the focus group sessions. In a second step, another 
researcher listened to the audiotapes of the focus group 
sessions and checked the adequacy of the prototypical 
descriptions, adding missing information and applying 
corrections if needed. The individual interviews were not 
audiotaped because the interviewees did not give consent 
for audiotaping the sessions. Here, the interviewer for-
mulated the description of the prototypical needs of the 
interviewed older adults based on field notes.

In study two, the data gathered on the health fair were 
transferred to an excel spreadsheet and were analyzed 
quantitatively and qualitatively. Here, our goal was to 
check whether we could identify a need for differential 
communication strategies about ACP in the five types of 
older people, which we had identified in study one. For 
each of the five types of older adults we calculated fre-
quencies of the three pre-specified ACP-related activities 
(i.e., motivation, information, and writing down). In addi-
tion, we analyzed our free comments on the prepared 
forms to see whether people mentioned additional needs 
for ACP conversations.

Based on the typology of older people which we devel-
oped in study one, we triangulated quantitative and 
qualitative results from study two in order to formulate 
possible communication strategies which could contrib-
ute to simplifying the individual shaping of the ACP pro-
cess for healthcare professionals.

Results
In total we analyzed data from 70 conversations with 
older adults. Table  1 shows characteristics of the study 
participants and gives an overview over the source of 
data per study.

Subdividing older adults into groups with differential ACP-
related views and needs
Via the practice partners we included 10 older adults for 
the planned focus groups investigating research ques-
tion one. As invitations were spread using a snowballing 
approach we do not have exact data regarding the total 

Table 1 Description of study participants
Datasource n Sex Age
Study one: Participants:
Focusgroups (FG)a Total: 10 Total: 6 M; 4 F mean: 

73,5

 FG1 (proactive) 5 3 M; 2 F mean: 
71

 FG2 (social) 5 3 M; 2 F mean: 
76

Interviews (II)a Total: 5 Total: 3 M; 2 F mean: 
74

 II1 (trusting) 1 F 76

 II2 (trusting) 1 M 69

 II3 (trusting) 1 M 82

 II4 (rational) 1 F 70

 II5 (avoiding 1 M 73

Study two: Conversations:

Health fair (HFI)b Total: 55 Total: 16 M; 
32 F; 6 x 
M + F; 1 x 
F + F

NA

Note.a participants were selected based on views regarding death and dying 
(STEM profile), b participants invited among health fair visitors (self-selection), 
F = female, FG = focus group, HFI = health fair interview, II = individual interview, 
M = male, NA = not assessed
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number of people contacted, neither regarding reasons 
for rejecting participation.

We conducted one focus group with five older adults 
reflecting the proactive profile and one focus group with 
five older adults predominantly reflecting the social pro-
file, according to the STEM profiles. For the other three 
profiles (i.e., the rational, the trusting, and the avoiding) 
we conducted individual interviews with one person at 
the time.

An important finding was that most people did not 
clearly reflect one of the STEM-profiles, but rather 
reflected a mix of two to five different profiles. Our 
analyses of field notes and focus group and interview 
transcripts resulted in prototypical descriptions of five 
different types of older adults. We used the five STEM 
profiles as a basis and added the additional information 
gathered in the focus groups and interviews focusing 
specifically on ACP related views and needs.

On the health fair we talked with 55 older adults about 
ACP-related topics. Of those participants, 33 older peo-
ple took the time to read the five prototypical descrip-
tions of older adults with differential ACP-related views 
and needs which were developed following the focus 
groups and interviews in study one. With these partici-
pants we engaged into longer conversations specifically 
exploring ACP-related views, experiences and needs 
referring to one of those five types which the person most 
identified with. 22 of the 33 participants identified them-
selves with the proactive type (67%), four with the social 
type (12%), four with the avoiding type (12%), three with 
the trusting type (9%), and none self-identified as ratio-
nal type (0%). Across these five types we identified three 
different needs regarding ACP-related activities (see next 
section and Table 2).

Of the 55 older adults 38 informed us about their cur-
rent status in the process of ACP: 32% indicated they 
had done “everything” already, 45% indicated that they 
needed to record their preferences (“writing down”), 18% 
indicated that they needed more information (“infor-
mation”) and 5% indicated that they would need to be 
motivated externally to initiate ACP (“motivation”), for 
instance by attending activities to raise the awareness for 
ACP. It is important to keep in mind that the majority of 
people we talked with (67%) self-identified as proactive 
regarding ACP.

Identifying adequate ACP-related communication 
strategies per group
When integrating our results from the focus groups, 
interviews, and from the health fair, we identified three 
typical types of reactions regarding ACP conversations 
across the five initially identified types of people: First, 
a number of people avoid ACP as a topic. These peo-
ple often identify themselves with descriptions of the 

rational, avoiding or trusting types of older people. A sec-
ond group of people showed no or very little motivation 
for initiating ACP-related activities, while they did not 
actively avoid ACP-related topics. People in this group 
often identified with the descriptions of the social and 
trusting types of older people. Finally, a third group of 
people, those identifying with the proactive type of older 
people, were very open in ACP-related conversations and 
reported having initiated the ACP process already, or 
even “having done everything” already (see Table 2 for an 
overview of tailored communication strategies).

The avoidant group of people avoids talking and/or 
thinking about ACP. This is because either it does not 
seem relevant for this group in their current life or some 
people of this group perceive it as a taboo (see Table 3 for 
quotes reflecting the views of the different types of older 
people). The avoidant group was most difficult to moti-
vate for participation in our research. The few people 
reflecting this group who we spoke with did mostly not 
show interest in communication about the topic. How-
ever, one person who self-identified with the avoiding 
type mentioned that he/she might be interested to watch 
some short film or to visit an informal meeting about the 
topic, reflecting the first of the three steps in the ACP 
process (i.e., motivation).

The second group of people is not motivated to initi-
ate ACP. However, these people do not find it a taboo, 
neither do they actually avoid talking about this topic. In 
this group, ACP conversations do not happen, because 
the older adults think that either their care network 
or friends and family do know what they wish for the 
future, or they do not want to bother others with their 
issues, or because no one seems to take the initiative 
for such a conversation. With regards to the three steps 
within the ACP process, this group of people was inter-
ested in receiving help with writing down their wishes 
and ACP-related decisions, reflecting the third step in the 
ACP process (i.e., writing down). They also often lacked 
detailed information about possible ACP-related deci-
sions, reflecting the second step (i.e., information).

The third group of people are proactive concern-
ing ACP. In this group of people many initiate talking 
about the last phase of life or have taken some sort of 
action already to write down their last will, their wishes 
for future care, or restrictions to possible future treat-
ments (e.g., deciding against cardiopulmonary resus-
citation (CPR)). Importantly, when asking in-depth 
questions knowledge gaps became apparent sometimes, 
for instance concerning the relevance of sharing ACP-
related decisions with the general practitioner and all rel-
evant health care institutions (e.g., in addition to having 
their last will stored with a lawyer). This group of people 
was interested in activities related to all three steps of the 
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ACP process (i.e., motivational activities, information, 
and writing down wishes and decisions).

Discussion
The overarching aim of the study was to inform health 
professionals about possible strategies for tailoring ACP-
related communication and activities to the differential 
needs of older adults. We expected the STEM-profiles 
to be a good starting point for identifying a wide range 
of older people with differential ACP-related views and 
needs. We identified three typical reactions of older 
adults, which require differential strategies by health 
professionals when communicating about ACP: The first 
group of older adults was not motivated to talk about the 
last phase in life, a second group was in principle willing 
to talk about the last phase of life but would not initiate 
ACP, while a third group willingly initiated and engaged 
in ACP-related activities.

Previous research and future directions
Previous research described ACP as a process, which 
needs to be adapted to each individual patient [3, 26, 27]. 
Our findings refine general calls for health professionals 
to initiate an ACP conversation in a systematic and stan-
dardized way, for instance, with all older adults of a cer-
tain age [14]. Our results complement previous findings 
[4, 16–20] in highlighting the relevance of considering an 
older person’s personal views regarding ACP and of the 
ACP-related actions which the person has already taken. 
This way, not all ACP-related activities in the process 
(i.e., motivation, information, and writing down) need to 
be done with every older person. For instance, a proactive 
person might not need additional information about rele-
vant ACP-related decisions but might only need support 
with sharing their own decisions with relevant health 
care institutions. We assume the suggested tailored 
approach to be more time-efficient than a standardized 
ACP approach, which will possibly increase the willing-
ness of health professionals in initiating ACP conversa-
tions, and in turn the number of ACP conversations. We 
suggest that testing these assumptions should be subject 
of future research.

Implications for practice
Our research identified three different types of people 
with differential ACP-related needs within the popula-
tion of older adults.

With the first group of older adults who avoid ACP 
the necessity and potential benefits of ACP need to be 
discussed with the goal to at least initiate the ACP pro-
cess. Importantly, this group should not be neglected as 
it could be reflecting the majority of people: according 
to a study conducted with 205 older general medicine 
patients from San Francisco 84% of participants reported Ta
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to find ACP irrelevant [9]. With this group of older peo-
ple, it might be helpful to involve relatives or other care-
givers to help to motivate an older adult to get concerned 
with ACP. Most likely, they will not yet be ready to make 
concrete decisions about ACP. The first step, however, 
will be to initiate the ACP process.

The second group of older adults who are not moti-
vated to initiate ACP could be approached by their care 
network providing relevant information if needed and 
suggesting to start writing down relevant wishes and 
decisions with regards to the last phase of life. This group 
of older people might require help, however. In the study 
conducted in San Francisco, for instance, 36% of par-
ticipants endorsed information needs and 29% endorsed 
problems with advance directives [9]. These people might 
also need information regarding the relevance of sharing 
ACP-related decisions with their general practitioner and 
with all relevant health care institutions.

Finally, in ACP-related conversations with the third 
group, who are proactive regarding ACP, it might seem 
that no activity is needed by health professionals, as the 
proactive older people often respond that they have taken 
care of “everything” already. It remains nevertheless 
relevant to check whether all relevant information has 
indeed been written down and shared with all involved 
health care professionals and with the relevant relatives. 
Further, it needs to be checked on a regular basis whether 
the previously recorded decisions are still up to date.

Strengths & limitations
Our research has some strengths. Our research team 
consisted of members with diverse backgrounds and 
working in research, in teaching, and in the practical 
field. This combination motivated a vivid exchange of 
perspectives and contributed to results with high impli-
cations for clinical practice. We see this as a strength of 
our research. Further, we made a big effort to identify 
older adults with broad and differential views on ACP-
related activities and conversations. Even if the distribu-
tion of people across the different STEM profiles was not 
as expected, we consider it a strength of our study that 

we managed to include people with all of the five STEM 
profiles in our research.

Our study has also limitations. It is important to note 
that we did not use a representative sample of Dutch 
older adults in our research. Because of the frailty of 
some older people and the potential heaviness of the 
topic, our partners in public involvement advised against 
a broad recruitment strategy, for instance inviting all 
older people in a certain region via diverse channels, like 
the GP practices, pharmacies, the media or by actively 
contacting older people during their daily activities (e.g. 
shopping). As a result, despite applying diverse routes for 
participant recruitment, we were able to recruit only very 
few avoidant participants and the biggest response for 
participation in our research came from proactive older 
people. This observation carries important implications 
for research with older people over ACP: If research with 
older people is done with convenience samples, with-
out taking into consideration the type of person, results 
might be biased, because of the overly large proportion of 
proactive people volunteering to participate in this type 
of research. Thus, our conclusions regarding the differ-
ential needs of the avoidant type of people concerning 
ACP-related activities need to be interpreted with cau-
tion and require confirmation in future studies.

We did not test for the discriminatory value of the 
STEM profiles. In fact most people in our sample 
reflected more than one STEM profile. Further, also 
with regards to the descriptions which we developed in 
study one, quite a proportion of participants in study two 
found it difficult to clearly identify with one prototypi-
cal description. For the purpose of our research as well 
as for implementing our suggestions in clinical practice, 
the discriminatory value of the typology is not of great 
relevance. We rather see the typology of three differ-
ent groups of older adults with differential ACP-related 
needs as indicator for a possible starting point for health 
care professionals when initiating ACP conversations 
with older adults. The identification of a certain older 
person as belonging to one or the other type of older 

Table 3 Quotes reflecting differential views of three types of older people with different reaction towards ACP.
Type of older adult Quote (Source)*
1st group:
avoiding ACP

“Life is still far too much fun to think about death right now.” (II5)
“I think about it often, because it will happen any day now…. After two seconds I quickly think of something 
else.” (II4)

2nd group:
not motivated for ACP

“Care decisions may be made by my loved ones when I am no longer able to do so myself.” (II1)
“I did it [ACP] because my children asked for it. I would not have done the first steps myself, however now I 
find it very relaxing to know what to expect.” (HFI: person identifying with social profile)

3rd group:
proactive with initiating ACP

“I enjoy exchanging thoughts and feelings on this subject.” (FG1)
“I want to be able to trust that a healthcare professional knows my wishes and respects them. This is why I 
think about my later stage of life in time and arrange what is needed.” (FG1)

Note. ACP = advance care planning; FG1 = focus group proactive; HFI = health fair interview; II1 = individual interview trusting; II4 = individual interview rational; 
II5 = Individual interview avoiding; *Quotes were translated from Dutch to English using DeepL (www.deepl.com). The original quotes in Dutch language are 
available from the corresponding author upon request

http://www.deepl.com
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people should, thus, rather be considered as a starting 
point guiding the future ACP process, then as a goal in 
itself.

We used a participatory pragmatic approach, which 
did not reflect a highly standardized research approach. 
Due to the nature of the topic and the fact that we were 
interested in exploring the views of older adults with high 
relevance for practice, we decided that this approach 
would be the best-suited approach for our research. This 
decision was done in close cooperation with the involved 
institutions of older adults care planning and public 
involvement who were partners in our project from the 
very beginning of project planning and throughout the 
entire project period.

Conclusions
ACP is relevant but initiating this process oftentimes 
seems difficult, either for health care professionals, the 
older adults, or both. In order to facilitate ACP processes, 
we suggest that health care professionals use the sug-
gested typology of three different groups of older people 
with differential ACP related needs when initiating ACP-
related conversations, which can easily be done by asking 
older adults about their actual needs, views, and previous 
experiences with ACP. Health professionals should then 
tailor their communication strategy to the actual needs 
and views of an older adult, focusing on either motivation 
with the avoidant type of older people, or on informa-
tion, writing down, and sharing with the not motivated 
type, or on checking and sharing with older people of the 
proactive type. By following the suggested person-cen-
tered ACP approach, health care professionals can easily 
choose communication strategies which fit the needs of 
different types of older people.
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