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Abstract

Background: the mySupport advance care planning intervention was originally developed and evaluated in Northern Ireland
(UK). Family caregivers of nursing home residents with dementia received an educational booklet and a family care conference
with a trained facilitator to discuss their relative’s future care.

Objectives: to investigate whether upscaling the intervention adapted to local context and complemented by a question
prompt list impacts family caregivers’ uncertainty in decision-making and their satisfaction with care across six countries.
Second, to investigate whether mySupport affects residents’ hospitalisations and documented advance decisions.

Design: a pretest—posttest design.

Setting: in Canada, the Czech Republic, Ireland, Italy, the Netherlands and the UK, two nursing homes participated.
Participants: in total, 88 family caregivers completed baseline, intervention and follow-up assessments.

Methods: family caregivers’ scores on the Decisional Conflict Scale and Family Perceptions of Care Scale before and after
the intervention were compared with linear mixed models. The number of documented advance decisions and residents’
hospitalisations was obtained via chart review or reported by nursing home staff and compared between baseline and follow-
up with McNemar tests.

Results: family caregivers reported less decision-making uncertainty (—9.6, 95% confidence interval: —13.3, —6.0,
P <0.001) and more positive perceptions of care (+11.4, 95% confidence interval: 7.8, 15.0; P <0.001) after the
intervention. The number of advance decisions to refuse treatment was significantly higher after the intervention (21 vs
16); the number of other advance decisions or hospitalisations was unchanged.

Conclusions: the mySupport intervention may be impactful in countries beyond the original setting.
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Key Points

¢ This study implemented an existing intervention adapted to local context in six different countries, providing support for

generalisability of the original findings.

e Family caregivers reported less decision-making uncertainty and more positive perceptions of care after receiving the
y g g g

educational intervention.

¢ This study did not find conclusive evidence about the impact of the intervention on the number of hospitalisations or

advance decisions of nursing home residents.

¢ Our findings may encourage nursing home staff to inform family caregivers about dementia and end-of-life care.

Introduction

Family caregivers, including relatives, friends or others, often
serve as proxy decision makers to achieve person-centred
care when a person with dementia is no longer able to
contribute to care conversations with care providers [1, 2].
However, they may feel ill prepared for this task and expe-
rience decision-making as challenging [3]. This uncertainty
can impact family caregivers’ wellbeing [4] and can affect the
comfort of persons with advanced dementia [5]. Helping
family caregivers reflect on values and preferences of the
person with dementia and view dementia as a life limiting
condition can be helpful in addressing these issues.

To address family caregivers’ uncertainty in decision-
making about care and treatment, the Family Carer Decision
Support Intervention was developed and implemented in
Northern Ireland (UK) [6]. A randomised controlled trial
(RCT) measured the efficacy of the advance care planning
intervention across 24 nursing homes. The intervention
consisted of an educational booklet for family caregivers and
a structured conversation with a trained facilitator. Family
caregivers in 12 nursing homes received the intervention
and they experienced less decisional conflict and were more
satisfied with the nursing home care compared with the
family caregivers” experiences in 12 control homes. However,
the impact of the intervention when scaled up outside of
the original context may differ. Therefore, six countries col-
laborated in the mySupport study consortium (https://mysu
pportstudy.cu/) aimed at adapting the intervention to their
local contexts and implement the intervention in their own
setting [7]. Two additional general adaptions were made.
One, to facilitate upscaling by building internal capacity for
family communication, a trained facilitator educated nursing
home staff in conducting conversations themselves in their
own nursing home (rather than an external facilitator). Two,
family caregivers received a list of locally relevant example
questions to prompt their engagement during the struc-
tured family care meeting, stimulating empowerment and
personalised discussions.

This study aimed to assess the impact of the adapted Fam-
ily Carer Decision Support intervention on family caregivers’
decision-making uncertainty and their satisfaction with
nursing home care for their relative with dementia, across
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six countries. As a secondary aim, we studied the impact
of the intervention on the number of advance decisions
and hospitalisations. We thus aimed to determine if the
collective results from six countries support the original
findings and a successful scale-up beyond the original
setting.

By studying the impact of an intervention that facili-
tates conversations about future decision-making in care and
awareness of comfort care for people with dementia, this
study attends to important nursing home research questions
according to international experts [8] and contributes to a
currently understudied area [9]. Furthermore, the interven-
tion addresses some fundamental needs of nursing staff in
palliative dementia care [10].

Methods

Design and ethical considerations

The mySupport study employs a hybrid effectiveness-
implementation design [11] guided by the RE-AIM frame-
work (Reach, Effectiveness, Adoption, Implementation,
Maintenance) [12]. Since the original RCT indicated the
efficacy of the Family Care Decision Support intervention,
this design shifts focus to implementation and effectiveness
in broader real-world settings [11]. The current study
focused on the impact (Effectiveness) of the intervention
across countries, after adapting to local context as needed,
using a single group, pretest—posttest design. Ethics approval
was obtained in each participating country according to local
guidelines. Participants provided written informed consent
before participation. We used the SQUIRE (2.0) guidelines
to structure this report [13] and the TIDieR Checklist to
report the intervention [14].

Context
Setting

Data were collected between November 2020 and May 2022
(during the COVID-19 pandemic) in the six countries of
the mySupport study consortium: Canada, Czech Republic,
Ireland, Italy, the Netherlands and the UK. In each country,
two nursing homes were recruited with exception of the
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UK where six nursing homes were recruited (two in three
different regions). Due to study drop-out, two nursing
homes were finally included in the UK. Nursing homes
were defined as long-term care facilities providing 24-hour
nursing care. We specifically recruited nursing homes that
provided care to people with dementia.

Population

The study’s target group were family caregivers of nursing
home residents with advanced dementia (that is: residents
who were unable to contribute to care conversations accord-
ing to documented capacity assessments in the residents’
charts or the clinical judgement of the nursing home team).
Family caregivers were 18 years or older, the primary family
caregiver, and were able to understand and speak the local
language. We aimed for a minimum of 10 family caregivers
per nursing home (20 per country) as this allowed for
analyses of the collective data [6] that is balanced across
countries.

Recruitment

Eligible family caregivers were identified by nursing home
staff and if agreed, contacted by the research team. After
being presented an overview of the study, they were sent
study information and an informed consent sheet.

Intervention

The previously developed Family Carer Decision Support
[6] intervention was implemented in participating nursing
homes. The intervention aims to inform family caregivers
about end-of-life care options for people with advanced
dementia to support them in end-of-life care decision-
making. This reflects a broader definition of ‘advance
care planning’ in dementia, including family caregiver
engagement in advance care planning as proxy for the person
with dementia who does not have the capacity to partake
[15]. The intervention was adapted for implementation
across countries by the international consortium [7, 16, 17].
A full description of the intervention has been published
before [7]. In short, the intervention consisted of the
following elements (Supplementary Figure S1).

Educational family booklet and question prompt list

Family caregivers received an educational booklet about
comfort care for people with dementia at the end of life
[17, 18]. The booklet discusses the dementia trajectory, pos-
sible symptoms and complications, shared decision-making,
palliative care options and the dying phase and grief. In
each country, we developed a question prompt list together
with family caregivers (as part of our Patient and Public
Involvement strategy) [16]. This list of sample questions
served as a conversation aid for family caregivers during a
meeting with a nursing home staff member.

Training and facilitation

In the original intervention, a facilitator external to the nurs-
ing homes was trained in conducting family care conferences.
In the current study, a train-the-trainer model was imple-
mented, involving external and internal facilitators. One or
two external facilitators were trained per country, who then
trained nursing home staff members in conducting family
care conferences. In each participating nursing home, one
to five nursing home staff members were trained as internal
facilitators. Their professions ranged from nurse aide, nurse
assistant, nurse, head nurse/clinical nurse unit manager,
social worker, and nurse educator or nursing home manager.

Family care conference

The family care conference was a structured meeting of ~1
hour. The internal facilitator discussed the contents of the
educational booklet, which the family caregiver had reviewed
prior to the meeting, and any questions the family caregiver
wanted to discuss. The aim was to inform and support family
caregivers. The possibility of advance decisions and follow-up
meetings were discussed.

Measures

Baseline assessments of primary outcomes took place
before the family care conference (pre-implementation);
secondary outcomes reflected the 3 months prior to
the family care conference. Follow-up assessment of
primary outcomes took place 6 weeks after the family
care conference (post-implementation); secondary outcomes
reflected the 3 months after the family care conference
(Supplementary Figure S2).

Standardised surveys were used to assess the primary out-
comes. The impact of the intervention on family caregivers’
decision-making uncertainty and satisfaction with care was
measured with the Decisional Conflict Scale (DCS) and
Family Perceptions of Care Scale (FPCS), respectively. The
DCS consists of 16 items that are scored on a 5-point Likert
scale, with a reported reliability of 0.78-0.92 for the total
scale [19, 20]. The scale measures uncertainty and factors
contributing to uncertainty and effective decision-making in
five domains: (i) feeling informed; (ii) feeling clear about
values that guide the decision; (iii) feeling supported in
decision-making; (iv) feeling certain about choosing and (v)
making an effective decision. Scores for the five domains
were calculated, and a total score reflecting overall decisional
conflict. Family caregivers were instructed to consider any
decision that was made or discussed recently or to answer
the questions ‘when considering their family member’s pref-
erences of future care’. The FPCS consists of 25 items that
are scored on a 7-point Likert scale [21]. The original scale
measures perceptions of care provided in the last 4 weeks
of life. To assess perception of care before and after the
intervention, we adapted the scale with rephrased statements
to assess perception of care during the resident’s stay [6].
We calculated a total score and scores for four subscales:
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(i) resident care; (ii) family support; (iii) communication
and (iv) rooming. Additionally, family caregivers were asked
about their gender, age, educational attainment, employ-
ment status and relationship to the resident.

The secondary outcomes, hospitalisations and docu-
mented advance decisions, were retrospectively obtained via
chart review or reported by nursing home staff on a data
extraction form that was designed and standardised for use
across countries. The form included the location of death in
case residents had died during the study within 3 months of
the family care conference. Furthermore, it included length
of stay and dementia severity assessed with the Functional
Assessment Staging Tool (FAST) [22].

All measures were translated into the local language using
steps 1-4 of [23].

The surveys were conducted via in-person interviews, by
phone or videocall, via survey software or by pen-and-paper
depending on participants’ preferences and possibilities con-
sidering COVID-19 regulations.

Analysis

Family caregivers’ baseline characteristics were compared
between those who completed all study phases and those
who did not, using independent z-tests for age and Fisher’s
exact chi-square tests for gender, educational level, employ-
ment status and relationship to the resident. For all further
analyses, we included family caregivers (and their relatives
with dementia) who had completed all study phases (pre-
implementation baseline assessment (T0), intervention and
post-implementation follow-up assessment (T1); per pro-
tocol analysis) as we were interested in measuring changes
in response to the intervention. We performed descriptive
statistics to report family caregivers’ and residents’ baseline
characteristics. Differences between baseline and follow-up
DCS and FPCS total scores and subscale scores were assessed
using linear mixed models for repeated measures, with assess-
ment time (baseline or follow-up) as fixed effect. To min-
imise type I errors, subscale scores were compared only
when total scale scores differed significantly, and Bonferroni
correction for multiple subscale comparisons was applied.
We performed additional sensitivity analyses with covariate
adjustment to reduce bias in effect estimates when outcome
data are missing [24, 25], adding age, gender and FAST score
measured at baseline as covariates [6, 24].

Documented advance decisions and actual hospitalisa-
tions were compared with McNemar tests for paired data and
Bonferroni corrected for multiple comparisons. All analyses
were performed using SPSS version 25.0 (IBM Corporation,
New York, 2017).

Results

Reach and implementation

Across 12 nursing homes in 6 countries, 163 family
caregivers were eligible for participation and 109 provided

4

informed consent (Figure 1). Of the enrolled family
caregivers, 88 (81%) completed all study phases. Complete
cases did not differ significantly from incomplete cases in age,
gender, employment status or relationship to the resident
with dementia (all 2> 0.05). A difference in educational
level was found between the two groups (P=0.04), with
incomplete cases having higher educational levels.

Two-thirds of the family caregivers were female, most
(71/87) were children of the residents. The residents often
(56/61) had moderately severe or severe dementia and were
living in the nursing home for a median duration of 2 years
and 1 month (Table 1).

Decisional conflict and perception of care

DCS total and subscale scores were significantly lower at
follow-up (T1) compared with baseline (T0), indicating
less decisional conflict for family caregivers after receiving
the intervention. In the sensitivity analyses adjusted for
covariates, this difference remained. However, the differences
in the subscales ‘Support’ and “‘Uncertainty’ were no longer
significant (Table 2).

Similarly, FPCS total and subscale scores differed sig-
nificantly between TO and T1, indicating a more positive
perception of care after the intervention. In the sensitivity
analyses adjusted for covariates, the positive effects remained
for the total score and the subscale scores ‘Family support’
and ‘Communication’ (Table 3).

Advance decisions and actual hospitalisations

Table 4 shows that the number of documented advance
decisions to refuse treatment (for example, do-not-intubate)
was significantly higher after the intervention (32%) com-
pared with before (24%). We did not find a difference in
the number of other advance care plans, do-not-resuscitate
orders or documented power of attorneys. Furthermore, we
did not find a significant reduction in the number of hospital
admissions after the intervention.

Seven residents died during the study: six after all assess-
ments and in one case, the family caregiver participated
in the follow-up assessment after their death. One resident
died in the emergency department and four in the nursing
home; for two residents, the location of death was not
reported.

Discussion

After family caregivers across six countries had received the
adapted Family Carer Decision Support intervention, they
experienced less uncertainty in decision-making and were
more satisfied with the nursing home care for their relative.
We did not find a difference in the number of hospital-
isations and advance decisions, except for the number of
advance decisions to refuse treatment which was higher after
the intervention. These transnational results are similar to the

results from the RCT in Northern Ireland [6].
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Eligible family caregivers (n = 163)
Canada(n=33)
Czech Republic(n=34)
Ireland (n=16)
Italy (n=24)
the Netherlands (n=38)
UnitedKingdom (n=12)
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Family caregivers enrolled in study (n=109)
Canada(n=26)
Czech Republic(n=23)
Ireland (n=11)
Italy (n=18)
the Netherlands (n=20)
UnitedKingdom (n=11)

®  Family caregivers did notconsent (n=54)

h 4

Family caregivers completed baseline
survey (n=102)
Canada(n=25)

Czech Republic(n=23)

Ireland (n=11)

Italy (n=13)
the Netherlands [n=13)
UnitedKingdom (n=11)

= Family caregivers did not participate in
study afterconsent(n=7)

.| Family caregivers did not continue with

¥

Family caregivers received intervention
{Family Care Conference) (n=95)
Canada(n=21)

Czech Republic(n=23)

Ireland (n=11)

Italy (n=13)
the Netherlands (n=16)
UnitedKingdom (n=11)

study after baseline survey (n=7)

.| Family caregivers did not continue with

h

Family caregivers completed follow-up
survey (n= 88)
Canada(n=18)
Czech Republic(n=22)
Ireland (n=10)
Italy(n=13)
the Netherlands (n=14)
UnitedKingdom (n=11)

Figure 1. Participant flow diagram.

Family caregivers were more positive about the nurs-
ing home’s support of and communication with family
caregivers after the intervention. In a Canadian study that
implemented a multidimensional intervention to improve
end-of-life care and comfort supported by an educational
family booklet, FPCS scores improved through a more
positive perception of the care provided to the residents [26].
Furthermore, family caregivers in our study reported less
decisional conflict after the intervention, with the strongest
effects on feeling informed and clear about values. These

study afterintervention (n=7)

findings mirror the changes on the DCS found by others
after implementing an educational intervention to support
end-of-life care decision-making [27]. While the mySupport
intervention impacted family caregivers’ perception of
support from nursing home staff (as evident from the
FPCS scores), the perception of support in decision-
making specifically was not significantly impacted. Possibly,
family caregivers perceive other family members as more
important for decision-making support than nursing home
staff (as also implied by others [28]). Future studies should

5
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Table I. Participants’ characteristics at baseline

Characteristics Total CA CczZ 1IE IT NL UK
7 [%]
Family caregiver n 88 18° 22 10 13 14 11
Gender, male 29 [33] 5 8 3 5 5 3
Mean age (SD) 61 (10) 61 (9) 62 (12) 58 (9) 57 (5) 64 (11) 61 (7)
Educational attainment 7
Primary school 1[1] 0 1 0 0 0 0
Secondary school 50 [57] 5 17 5 13 6 4
Undergraduate degree 24 28] 8 4 3 0 6 3
Postgraduate degree 12 [14] 4 0 2 0 2 4
Employment status 7
Full time employment 35 [40] 8 11 2 8 3 3
Part time employment 14 [16] 1 1 3 1 5 3
Unemployed/Retired/Homemaker 38 [44] 8 10 5 4 6 5
Relationship to resident 7
Partner 10 [11] 1 2 1 0 4 2
Child 71 [82] 16 16 9 11 10 9
Sibling 2 [2] 0 2 0 0 0 0
Friend 1[1] 0 1 0 0 0 0
Other 3 [3] 0 1 0 2 0 0
Nursing home resident 7 88 18* 22 10* 13 14 11#
FAST score n
4) Mild dementia 4 (7] 0 0 0 0 3 1
5) Moderate dementia 1[2] 1 0 0 0 0 0
6) Moderately severe dementia 15 [25] 3 5 2 0 5 0
7) Severe dementia 41 [67] 2 17 4 13 4 1
Median length of stay, months (IQR) 23 (15-37) 40 (12-79) 35 (16-69) 27 (21-40) 19 (9-28) 23 (8-40) NA

FAST: Functional Assessment Staging Tool, CA: Canada, CZ: the Czech Republic, IT: Italy, NL: the Netherlands, IE: Ireland, UK: the United Kingdom
*Demographics were missing for one family caregiver, jr'Missings per country for FAST score, CA: 12, IE: 4, NL: 2, UK: 9; and for Length of stay, CA: 4, NL: 2,

UK: 11

Table 2. DCS at baseline and follow-up

Outcome TO Tl Unadjusted Adjusted”
n Mean (SD) Mean (SD) Difference in mean (95% CI) Difference in mean (95% CI)
DCS total score® 88 32.2 (18.4) 22.5(16.7) —9.6 (—13.3, —6.0)° —9.2 (—14.1, —4.4)°
DCS subscores Difference in mean (99% CI) Difference in mean (99% CI)
Informed 88 39.1 (26.4) 25.2 (23.7) —13.9 (—22.8, —=5.1)° —13.8 (—25.4, —2.1)°
Values clarity 86 34.1 (24.7) 21.5(19.9) —12.8 (—20.1, —5.5)¢ —12.1 (—20.7, —3.4)°
Support 87 25.5 (20.6) 18.0 (18.7) —7.5(—13.2, —1.8)° —6.0 (—13.2,1.3)
Uncertainty 87 37.0 (21.1) 30.1 (20.6) —6.9 (—12.3, —1.5)¢ —6.5(—13.8,0.8)
Effective decision 86 28.1(20.9) 19.9 (18.2) —8.2 (—13.8, =2.6)° —8.2 (—15.2, —1.3)°

“Range: 0-100 (0 = no conflict, 100 = high conflict). "Adjusted for age, gender and FAST (1= 60). Significant difference at P < 0.05 (total score) or Bonferroni

corrected significance level of P < 0.01 (subscores).

investigate effects of including more (close) family members
in conversations about future care.

Regarding the impact on advance decisions and hospital-
isations, no clear effect was found in the original RCT [0]
nor in the current study. An umbrella review on advance
care planning effectiveness reported some evidence for an
increase in advance care planning documents and a decrease
in hospitalisations [29]. In the current study, the number
of hospitalisations was already low, leaving little room for
reduction. The number of hospital admissions pre-covid was
comparable to the number we found [30], but restrictions in
hospital admissions during the COVID-19 pandemic [31]
may have impacted our findings. Furthermore, the lack of
a clear effect on the number of advance decisions may be

related to local legislative frameworks. In the Netherlands,
there is no clear distinction between ‘goals of care’ discussions
and ‘advance care planning’; family caregivers can represent
their relative in both. In Ireland and in some regions of
Canada, advance care planning can only be legally performed
by the person themselves, which is distinct from ‘goals
of care’ discussions that can be conducted with proxies.
The intervention may therefore have more impact on fam-
ily caregivers’ preparedness for decisions they may need to
make in the future, than on advance decisions. Changes in
advance decisions and actual care may require interventions
specifically targeting these outcomes in populations that
have greater capacity to engage in documented advance care
planning.
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Table 3. FPCS at baseline and follow-up

Outcome TO T1 Unadjusted Adjusted*
n  Mean (SD) % of max  Mean (SD) % of max  Difference in mean (95% CI) Difference in mean (95% CI)
score score
FPCS total score® 88 132.5(25.9) 75.7 143.9 (24.5) 82.2 11.4 (7.8, 15.0)* 10.4 (6.0, 14.9)*
(range: 25-175)
FPCS subscales Difference in mean (99% CI) Difference in mean (99% CI)
Resident Care 88 60.0 (12.5) 77.9 62.3(12.2) 80.9 2.3 (0.03, 4.5) 1.6 (—1.3, 4.6)
(range: 11-77)
Family Support 88 28.0(7.6) 66.7 33.5(7.0) 79.8 5.5(3.8,7.2)?* 5.2 (3.2,7.2)"
(range: 6-42)
Communication 88 33.0(6.1) 78.6 36.2 (5.5) 86.2 3.1(1.9,4.3)? 3.3 (1.8,4.7)*
(range: 6-42)
Rooming 87 11.5(3.0) 82.1 12.1 (2.1) 86.4 0.6 (0.08, 1.2)* 0.5(—0.2,1.2)

(range: 2-14)

sSignificant difference at P < 0.05 (total score) or Bonferroni corrected significance level of P < 0.0125 (subscale scores). *Higher scores indicate more positive

perception of care. “Adjusted for age, gender and FAST (n = 60).

Table 4. Advance decisions and actual hospitalisations
(secondary outcomes)

Documented advance plans and decisions 7 (%)

Advance care plan 25 (36) 24 (36)
Advance decision to refuse treatment® 16 (24) 21 (32)
Do not resuscitate 35 (48) 34 (47)
Power of attorney 20 (31) 20 (32)
Actual hospital admissions 7 (%)

Accident and emergency department 6(8) 4(5)
Inpatient ward 3 (4) 1(1)
Outpatient department 7 (9) 1(1)

*Significant different at Bonferroni corrected significance level of 2 < 0.00625.

A strength of this study is the transnational setting that
allowed assessment of whether findings from Northern Ire-
land (UK) generalise to other countries [32]. This study
thus scales up previous findings, even during the COVID-19
pandemic. The study outcomes, less uncertainty in decision-
making and more satisfaction with care resonate with family
caregivers’ needs around the end of life: feeling prepared and
supported while maintaining control of care [33], support-
ing the relevance of our findings. The sensitivity analyses
indicate the findings’ robustness [25, 32]. Weaknesses of
this study include the small sample size per country and
the pretest—posttest design. The sample size per country was
limited due to restricted access to nursing homes during
COVID-19 and study dropout due to deaths, poor health
of residents or family caregivers or other reasons common
for this population [34]. Only in one country, the intended
number of 20 participants was reached. It was therefore
not possible to compare the outcomes between countries.
Reporting data across countries may have masked intra-
country differences and these are explored in forthcoming
papers reporting on qualitative data. The study was con-
ducted during the COVID-19 pandemic and restrictions

varied during this time period. Participants’ responses may
reflect influences other than the intervention, such as a more
positive perception of communication with nursing home
staff when visits were allowed [35], if visits were restricted
during part of the data collection period. We cannot rule
out contextual effects with a pretest—posttest design.

Our transnational findings provide evidence for the
impact of structured conversations between family caregivers
and trained nursing home staff, supported by written
information, on family caregivers’ experiences of care and
decision-making for residents with dementia. These findings
may stimulate to incorporate communication training
and education for nursing home staff about advance care
planning, dementia and palliative care as core elements
into curricula. Furthermore, nursing homes may be more
encouraged to give information to family caregivers about
dementia and palliative care, adapted to the local context,
because of the demonstrated benefits of doing this. However,
nursing home managers need to facilitate protected time for
staff to communicate with families.

Future studies may target larger participant groups per
country and evaluate the intervention beyond the current
European-Canadian setting. This may provide further
insight into the influence of local culture on the effectiveness
of the intervention.

Supplementary Data: Supplementary data mentioned in
the text are available to subscribers in Age and Ageing online.
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