
Page 1/16

Shared decision-making in advance care planning
for persons with dementia in nursing homes: a
cross-sectional study
Bart Goossens  (  bart.goossens@kuleuven.be )

KU Leuven https://orcid.org/0000-0003-1895-5764
Aline Sevenants 

Katholieke Universiteit Leuven
Anja Declercq 

Katholieke Universiteit Leuven
Chantal Van Audenhove 

Katholieke Universiteit Leuven

Research article

Keywords: Advance care planning; Communication; Dementia; Nursing; Nursing homes; Shared decision-
making

Posted Date: October 1st, 2019

DOI: https://doi.org/10.21203/rs.2.15429/v1

License:   This work is licensed under a Creative Commons Attribution 4.0 International License.  
Read Full License

Version of Record: A version of this preprint was published on October 2nd, 2020. See the published
version at https://doi.org/10.1186/s12877-020-01797-0.

https://doi.org/10.21203/rs.2.15429/v1
mailto:bart.goossens@kuleuven.be
https://orcid.org/0000-0003-1895-5764
https://doi.org/10.21203/rs.2.15429/v1
https://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1186/s12877-020-01797-0


Page 2/16

Abstract
Background Shared decision-making provides an approach to discuss advance care planning in a
participative and informed manner, embodying the principles of person-centered care. A number of
guided approaches to achieve shared decision-making already exist, such as the three-talk model.
However, it is uncertain whether daily practice methods in nursing home wards for persons with dementia
comply with the underpinnings of this model. It is also uncertain whether professionals consider shared
decision-making to be important in this context, and whether they perceive themselves su�ciently
competent to practice this approach frequently.

Methods The study has a cross-sectional design, with 65 wards (46 Belgian nursing homes) participating
in the study. We compared nursing home professionals’ and residents’ perspectives on the level of shared
decision-making during advance care planning conversations with ratings from external raters. Residents
and professionals rated the level of shared decision-making by means of a questionnaire, which included
the topic of the conversation. External raters assessed audio recordings of the conversations.
Professionals �lled in an additional self-report questionnaire on the importance of shared decision-
making, their competence in practicing the approach, and with what frequency.

Results At ward level, professionals and residents rated the average achieved level of shared decision-
making 71.53/100 (σ=16.09) and 81.11/100 (σ=19.18) respectively. Meanwhile, raters gave average
scores of 26.97/100 (σ=10.45). Only 23.8% of residents referred to advance care planning as the topic of
the conversation. Professionals considered shared decision-making to be important (x̄=4.48/5, σ=0.26).
This result contrasted signi�cantly with the frequency (x̄=3.48/5, σ=0.51) and competence (x̄=3.76/5,
σ=0.27) with which these skills were practiced (P<0.001).

Conclusions Residents with dementia are grateful when involved in discussing their care, but �nd it
di�cult to report what is discussed during these conversations. Receiving more information about
advance care planning could provide them with the knowledge needed to prepare for such a
conversation. External raters observe a discrepancy between the tree-talk model and daily practice
methods. Training programs should focus on providing professionals with better knowledge of and skills
for shared decision-making. They should also promote team-based collaboration to increase the level of
person-centered care in nursing home wards for persons with dementia.

Background

Advance care planning (ACP) is a process which enables individuals to de�ne goals and preferences for

future medical treatment and care, to discuss these goals and preferences with family and health-care

providers, and to record and review these preferences if appropriate [1]. For persons with dementia, ACP is

of utmost importance due to the gradual loss of decision-making capacity [2-4]. Research indicates that

persons with dementia value these opportunities to increase their involvement in (everyday) care choices,
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making them feel empowered and informed [5]. Though it is recommended to initiate ACP early, while the

person with dementia still has su�cient mental capacity for being able to think about and express their

preferences, its actual realization is often lacking due to both caregivers’ and families’ hesitancy to

discuss the topic [1,6-9]. Several key moments, such as the transition to a nursing home, can serve as

additional opportunities to discuss ACP [10]. However, only 11.8% of persons with dementia in Belgian

nursing homes have discussed their preferred care at the end of their life, having missed multiple

opportunities to explore care preferences [11,12]. Health professionals hesitate to discuss end-of-life

choices, citing both individual and organizational barriers to ACP [13].

Shared decision-making (SDM) provides an approach to discuss ACP in a participative and informed

manner. It is de�ned as a process in which both patient and healthcare professionals make decisions

together, using the best available evidence [14]. SDM embodies the principles of patient-centered care,

which seeks to provide high quality care by acknowledging the personhood of patients in all aspects of

care, and is particularly relevant in ACP for this reason [15,16]. Bene�ts of SDM include improved

knowledge on health and care topics, increased participation in decision-making, reduced decisional

con�ict and improved con�dence and coping skills [17,18]. A number of guided approaches to SDM have

been created to increase its uptake, including the three-talk model by Elwyn et al. [19,20]. The model

stipulates three steps to achieve SDM: introduce options (choice talk), discuss these options (option talk)

and make a decision after exploring preferences (decision talk). It provides a practical, easy to teach way

to train clinicians while being aligned with a more extensive conceptual model of collaborative

deliberation [21].

Despite existing research underlining the importance of SDM in ACP and the availability of guided

approaches such as the three-talk model, little is known about the current level of SDM during ACP

conversations between nursing home residents with dementia and health professionals. Do residents

with dementia consider themselves involved in the decision-making process? Does this view align with

the perception of the health professional? Moreover, how do these views compare to the steps indicated

by the three-talk model? Finally, do health professionals consider SDM as an important approach to ACP

as indicated by literature and do they feel competent enough to implement the approach in practice?

Exploring these questions might provide more insight into the reasons for the lack of SDM in practice

[22].
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Aims

This study explores how health professionals and residents with dementia perceive the level of SDM

during ACP conversations. In addition, professionals’ perceptions of the importance of SDM, their

perceived competence and self-report about the frequency of utilizing SDM are investigated.

Methods

Design

This is a cross-sectional study. Data were gathered from January - July 2016. During this period,

participating nursing home wards sent in at least two audio recordings of an ACP conversation. These

conversations were compared to the three-talk model and consequently rated on the achieved level of

SDM by external raters. Furthermore, when a participating nursing home ward had conducted an ACP

conversation, and if both health professionals and residents with dementia were willing to complete

written informed consents, they independently rated the level of SDM afterwards. They also registered

information on the topic and scope of the conversation. When a resident with dementia could not provide

a rating, a family member who was present during the conversation provided the information instead.

Finally, all participating health professionals �lled in a self-report questionnaire on the importance of

SDM, their competence in utilizing SDM and the frequency of practicing the principles of SDM in ACP

conversations.

Setting

Data were collected as part of the ‘We DECide optimized’ study, for which all 755 Flemish nursing homes

(Belgium) were invited to participate. Three umbrella organizations were contacted as well to increase

participation in the study. Eligible nursing homes were required to have at least one ward with people with

dementia. 46 nursing homes (6% RR) decided to participate in the intervention, resulting in 65 wards

being enlisted. For more information on the design of ‘We DECide optimized’, we refer to the study

protocol [23].

Participant characteristics
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Participants in this study included health professionals, persons with dementia or family members and

two external raters.

Participating health professionals were selected by the staff of the nursing home ward, with each ward

selecting four to six participants. Participants were required to be care and non-care professionals,

including members of management, who performed regular conversations about ACP with residents or

relatives. In this way, 311 staff members were selected. They provided information on their age, gender,

educational level, profession and job tenure. We also recorded whether discussing ACP was part of their

routine, and if they ever received any training on SDM.

Participating wards then contacted all residents with dementia with whom an ACP conversation was

scheduled between January and July of 2016. After receiving more information on the study, these

persons with dementia were then asked to participate. This resulted in 42 residents participating. We

recorded no information on the characteristics of the residents with dementia or their relatives.

Four external raters with a background in psychology rated the audio recordings. All raters were blind to

the design of the study and did not analyze any of the data afterwards.

Measurements

We used the Dutch version of two internationally validated self-descriptive instruments (SDM-Q,

CollaboRATE) to analyze the level of SDM from the perspective of the resident and the health

professional. Immediately after discussing ACP, staff members �lled in the SDM-Q-DOC, while residents (if

capable) or a family member �lled in the SDM-Q-9 [24-26]. These complementary 9-item questionnaires

describe different steps of the SDM process. Items are scored on six-point Likert scales ranging from 0

(‘completely disagree’) to 5 (‘completely agree’). Residents or families also �lled in CollaboRATE at the

same time [27]. This three-question instrument allows for an additional measurement of the level of SDM

from the resident’s perspective. Items are scored on 10-point Likert scales ranging from 0 (‘no effort was

made’) to 9 (‘every effort was made’).

OPTION-12, an internationally validated observation method, was used to analyze the level of SDM from

the perspective of the external raters [28,29]. Two groups of two independent, blind researchers with a

background in psychology each rated a random subset of the recordings after reading the OPTION
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training manual. The tool consists of 12 items scored on 5-point Likert scales ranging from 0 (‘the

behavior is not observed’) to 4 (‘the behavior is exhibited to a very high standard’). These items re�ect the

different steps in the previously described three-talk model by Elwyn et al. [19,20] and are thus used as a

measurement of how the guided approach to SDM is currently practiced in the nursing home setting.

 We measured professionals’ perceptions of the importance of SDM, their competence in utilizing SDM

and the frequency with which they bring into practice the principles of SDM in ACP conversations by

using the self-report questionnaire IFC-SDM by Ampe et al. [30]. Importance, competence and frequency

were appraised in three situations: during time of admission, during crisis and during daily conversations.

Health professionals scored each variable for each situation on 5-point Likert scales.

Statistical analysis

All analyses were performed using SPSS 25.

Values at both the clinical and the ward level are provided. Guttman’s lambda-2 (λ2) was used as a

reliability estimate for the different tests. Kappa scores were calculated when comparing scores between

raters for both SDM-Q-DOC/SDM-Q-9 and OPTION-12. Additionally, intra-class correlations (ICC) were

computed for OPTION-12 to estimate the inter-rater reliability between the different pairs of raters [31].

For CollaboRATE scores, the recommended top score approach was used: conversations were encoded

as 1 when responses to all three items was 9 and 0 when response to at least one item was less than 9.

The percentage of all code 1 conversations was then calculated, which represents the level of SDM [32].

For OPTION-12, we averaged the scores of both raters to obtain a single score, as suggested by the

authors of the scale [28,29].

Results

Characteristics of the professionals

Table 1 shows the overall distribution of staff characteristics. Staff members were mostly female (87.5%)

with an overall mean age of 41 (11) years. The average number of years on the job is 14 (10). ACP is part

of the routine for 76.2% of staff members, especially in middle management. Less than half of the staff

members (45.7%) received training on ACP. In addition, in one third of these cases, training merely



Page 7/16

consisted of the legally required program for palliative care reference persons, which is rather broad and

includes limited information on ACP.

Table 1. Characteristics of the professionals

Characteristics Total  N=311 (%)
Gender Male

Female
39 (12.5)

272 (87.5)
Educational status Secondary school

College
University

43 (13.8)
230 (74.0)
38 (12.2)

Profession
 

Professionals
- Nurse
- Nursing assistant
- Support roles
Middle management
- Chief nurse
- Medical director
- Specialist coordinator
Executive management
- Nursing home director

152 (48.9)
85
33
34

136 (43.7)
72
5

59
23 (7.4)

23
Discusses ACP frequently Yes

No
237 (76.2)
74 (23.8)

Previous ACP training Yes
No

142 (45.7)
169 (54.3)

 

Observed level of SDM in ACP conversations

Residents’ and staff members’ perspectives

We received 42 fully completed versions (23.9%) of both SDM-Q-DOC, SDM-Q-9 and CollaboRATE. Either

both the SDM-Q and CollaboRATE questionnaires were �lled out, or neither. The main reason for not

completing the questionnaires was fatigue of the resident or the relatives after the conversation.

Reliability estimates reported by Guttman λ-2 showed values of 0.84, 0.96 and 0.84 for SDM-Q-DOC,

SDM-Q-9 and CollaboRATE respectively. 

Table 2 shows the scaled SDM-Q scores at individual and at ward level. There is a signi�cant difference

in mean total scores between professionals and residents (t=-2.479, P=0.015), with professionals

consistently allocating lower scores to the level of SDM.
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Table 2. Scaled SDM-Q-DOC (professional) and SDM-Q-9 (resident) scores by analysis level.

Level Column1 N Mean Median SD Minimum Maximum
Individual level SDM-Q-DOC 42 71.53 72.22 16.09 37.78 100

SDM-Q-9 42 81.11 82.22 19.18 0 100
Ward level SDM-Q-DOC 19 71.58 68.89 13.94 50 91.11

SDM-Q-9 19 81.50 80.74 12.69 62.22 100

† Scores range 0-100

Kappa scores for single items range from -0.04 to 0.59. Both conversation partners moderately agree that

the need to make a decision was clearly expressed (κ=0.59). They differ in opinion on the extent to which

treatment options were discussed (κ=-0.04). We explored this statement further by looking at the

conversation summary each party provided. Almost all professionals (41/42) mentioned ACP as the

subject of the conversation, and included a number of topics discussed. In contrast, only 10/42 residents

or relatives (23.8%) referred to ACP. Another 11/42 persons (26.2%) wrote down a single discussed topic,

while 21/42 (50%) could not provide a topic.

The top score approach shows that 45% of residents or relatives gave a maximum score on all three

items of CollaboRATE. Pearson correlation indicates a positive relation between SDM-Q-9 and

CollaboRATE (r=0.436, P=0.004).

External raters’ perspective

The OPTION data consisted of 170 audio �les from all 65 wards (100% RR). The intra-class correlation

coe�cients for the total score for each group of raters were 0.89 and 0.78 respectively. At the item level,

there was moderately high variability within the two sets of observers: Kappa scores ranged from 0.54-

0.87 and 0.49-0.85 respectively.

Individual conversations received an average score of 27.30/100 (σ=12.73), ranging from 5.21 up to

65.63. At ward level, this resulted in average scores of 26.97 out of 100 (σ=10.45).

Single item scores were skewed, with the majority lying between 0 (behavior is absent) and 2 (minimum

skill level) (see Table 3). The behavior least demonstrated by professionals in the conversations was

“assessing the resident’s preferred approach to receiving information to assist decision-making” (x̄=0.13).
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“Drawing attention to an identi�ed problem that requires decision-making” received the highest average

score (x̄=2.06).

TION-12 item scores.

No Item MeanMedianSD
1 The clinician draws attention to an identi�ed problem as one

that requires a decision making process
2.06 2.00 0.67

2 The clinician states that there is more than one way to deal with
the identi�ed problem

1.10 1.00 0.57

3 The clinician assesses the preferred approach to receiving
information to assist decision making

0.13 0.00 0.28

4 The clinician lists 'options', which can include the choice of 'no
action'

1.60 1.5 0.85

5 The clinician explains the pros and cons of options 0.99 1.00 0.89
6 The clinician explores the expectations (or ideas) about how the

problem(s) are to be managed
1.90 2.00 0.90

7 The clinician explores the concerns (fears) about how
problem(s) are to be managed

0.74 0.50 0.82

8 The clinician checks that the information has been understood 0.44 0.00 0.63
9 The clinician offers explicit opportunities to ask questions

during the decision making process
0.86 0.75 0.80

10 The clinician elicits the preferred level of involvement in
decision-making

1.08 1.00 1.05

11 The clinician indicates the need for a decision making (or
deferring) stage

1.35 1.00 0.97

12 The clinician indicates the need to review the decision (or
deferment)

1.32 1.50 1.05

0-4, with a score ≥2 meaning the minimum skill level has been achieved

Clustering scores to ward level revealed that only two wards reached an average score above the

minimum skill level of 50/100, scoring 53/100 and 64/100 respectively. Residents were present during

89/170 (52.4%) of the conversations. Conversations during which residents were present, correlated

negatively with OPTION scores (r=-0.246, P<0.001). This means that less SDM was observed when the

person with dementia attended the conversation. Discussions lasted an average of 25.70 (±19.71)

minutes. Longer conversations correlated signi�cantly with higher OPTION scores (r=0.404, P<0.001).

Importance, frequency and feelings of competence in using SDM skills
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280 professionals (90.0% RR) �lled in the IFC-SDM. 45% of non-respondents stated insu�cient

experience in discussing ACP to assess the different SDM skills. Guttman λ-2 values for the categories

importance, frequency and competence were 0.95, 0.98 and 0.96.

Pearson correlation indicated a positive relationship between how important professionals considered

SDM to be and how competent they felt in applying SDM (r=0.315, p<0.001). Perceived importance of

SDM was also related to how frequently they participated in SDM (r=0.278, p<0.001). Finally, perceived

competence was positively associated with frequency of use (r=0.510, p<0.001).

In Table 4 the IFC-SDM scores are grouped by analysis level. Nursing home staff considered SDM to be

important (x̄=4.48/5, minimum item score 3/5). This result contrasts signi�cantly with the frequency and

competence with which these skills were put into practice (P<0.001). SDM was considered signi�cantly

more important during crises than during daily conversations (one-way ANOVA F(2,837)=3.90, P=0.021;

post-hoc Tukey mean difference 0.11±0.04, P=0.016). The frequency of using SDM skills and the feelings

of competence did not differ between the types of conversation.

Table 4. IFC-SDM scores for each category by analysis level.

Level Column1   Mean Median SD
Individual level Importance   4.48 4.54 0.42

Frequency   3.50 3.67 0.86
  Competence   3.76 3.89 0.50
Ward level Importance   4.48 4.48 0.26

Frequency   3.48 3.54 0.51
  Competence   3.76 3.78 0.27

† Scores range 1-5

The highest scoring items in all three categories were “exploring residents’ preferences” and “offering the

option to re-discuss decisions at a later point in time”. “Providing information on different care options”,

“discussing the (dis)advantages of different care options”, and “guiding residents towards making a

decision” were considered to be the least important SDM skills. These skills were also used less

frequently and were associated with lower feelings of competence.

Discussion
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We compared residents’, professionals’ and external raters’ perspectives about the use of SDM during

ACP conversations. Furthermore, we measured professionals’ perceptions towards the importance of

SDM, their competence in applying SDM and how frequently they practice SDM.

Overall, residents with dementia and relatives appreciated being involved in making decisions about their

(health)care. However, they disagreed with professionals on which topics were addressed, and on the

extent to which treatment options were discussed. Half of the persons with dementia or their relatives

could not provide the topic of the conversation, with only a quarter of the residents indicating ACP as the

subject of the discussion. Possibly, residents and relatives are grateful for being able to discuss their care

as such, and thus give high scores, even though they remain unaware of having discussed ACP.

Our study further shows that professionals consider providing information on different care options and

discussing the (dis)advantages of options as the least important items of SDM. Furthermore, external

raters noted that professionals have di�culties assessing residents’ preferred approach to receiving

information to participate in decision-making. Therefore, assessing residents’ need for information, as

well as extensively explaining different treatment options during conversations, is crucial to discuss ACP

in a person-centered way [22]. Residents or relatives could also be empowered to ask for this information

themselves. The ‘Ask 3 Questions’ campaign is an example of an intervention aimed at helping persons

to identify what to expect and increase involvement [33].

Third, although professionals and residents’ or relatives’ ratings of the use of SDM in ACP conversations

were mostly positive, the OPTION-12 scores of the external raters showed a number of shortcomings in

the use of SDM compared to the three-talk model of Elwyn et al [19,20]. They agree that professionals are

able to identify problems that require decision-making, but note that the conversations were often

focused on medical aspects, leaving no time for care preferences. The topic of ACP was rarely introduced,

which often resulted in anxiety when topics such as resuscitation were brought up. Checklists were

frequently used, leading to broad, close-ended answers. Conversations where preferences were discussed

more in-depth, scored signi�cantly higher. Limited information giving resulted in lower SDM scores.

Although residents were present in more than half of the conversations, they were rarely actively involved,

which results in signi�cantly lower OPTION-12 scores. This �nding corresponds with other research

indicating that person-centered communication is a challenge [12,34]. The gap between external raters’
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scores, professionals and relatives’ scores highlights a discrepancy in the application of SDM between

the three-talk model and daily practice methods. Possibly, health professionals lack role models in how to

apply SDM in their conversations [35]. Since they often are the sole person in charge of discussing ACP, it

could be helpful for professionals to learn from others in other wards or organizations.

Starting from our research results, future training programs in SDM could focus on both skills and

knowledge development. Professionals’ perceptions towards the importance of SDM, how competent

they feel in applying SDM and how frequently they participate in it, are all positively correlated.

Professionals consider SDM to be an important approach to ACP. Furthermore, they feel competent in

utilizing the associated skills and indicate applying these frequently, albeit less often than expected

based on their importance rating. A lack of experience in conducting ACP conversations could be at the

basis of this observation, indicating the need for skills training such as role-play exercises and learning

from on-site role models. Regarding the need for more information on ACP, our results indicate that

professionals still seem to consider ACP a topic to be discussed during crisis situations, with much less

emphasis on exploring daily care preferences. This is in contrast with evidence-based recommendations

[36]. Finally, our study sample shows that a wide range of health professionals is involved in ACP. To

ensure that all team members are informed and work towards realizing the residents’ preferences, it is

crucial that this information is exchanged in a clear and concise manner. Thus, future training programs

could target interprofessional teams and emphasize collaboration.

Strengths/Limitations

We consider the inclusion of three different perspectives when assessing the use of SDM skills in ACP

conversations, in addition to professionals’ self-report questionnaires, a strength of this study.

The fact that wards could select which recordings to send in for analysis possibly resulted in selection

bias. Another limitation is the low response rate from residents and relatives on the SDM-Q and

CollaboRATE questionnaires. We included CollaboRATE as an alternative in case fatigue would prevent

residents or relatives to �ll in SDM-Q. However, either both questionnaires were �lled out or neither. It is

possible some residents or relatives did not respond to our call for feedback because they feared reprisals

by the nursing home staff, even though we provided anonymized, pre-stamped envelopes.
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Conclusions

Residents with dementia and their families are grateful when involved in discussing their care, but �nd it

di�cult to report what is actually discussed during these conversations. Receiving more information

about ACP, or by stimulating them to ask for this information themselves, could provide them with the

knowledge needed to prepare for the conversation. External raters observe a discrepancy between the

tree-talk model of Elwyn et al. and daily practice methods [19,20]. We recommend a training in SDM for

nursing home staff. These training programs could focus on providing staff members with knowledge on

SDM, increase their skills in applying SDM and emphasize team-based collaboration to increase the level

of person-centered care in nursing home wards for persons with dementia.
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