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Abstract

Background: Person-centered care has been shown to be beneficial for nursing home residents. The know-how and
attitude of healthcare professionals, however, can make its implementation difficult. Also, research on person-cen-
tered care with regard to medication decision-making and the medicines’ pathway in nursing homes is lacking. This
study aimed to provide an understanding of healthcare professionals’attitudes and perspectives on current resident
and informal caregiver involvement in medication decision-making and the medicines' pathway in nursing homes.

Methods: A qualitative, explorative study using semi-structured interviews with a sample of 25 healthcare profes-
sionals from four different nursing homes was performed. Interview transcripts were analyzed by means of an induc-
tive thematic framework.

Results: Three overarching domains were identified: 1) features of, 2) drivers and barriers for, and 3) perceived conse-
quences of resident and informal caregiver involvement in medication decision-making and the medicines' pathway.
Involvement was mainly initiated by residents and informal caregivers themselves, pointing towards information and
participation needs among both groups. Nevertheless, actions of healthcare professionals towards resident and infor-
mal caregiver involvement were mainly reactive and fragmentary. Their actions were influenced by the perception

of residents and informal caregivers’ desire and capabilities to be involved, the perception of their own professional
role, but also by organizational factors such as the nursing home’s philosophy. Furthermore, organizational concerns
tempered the motivation to provide residents and informal caregivers with more medication-related responsibilities.

Conclusions: Resident and informal caregiver involvement in medication decision-making and the medicines’
pathway remains limited in nursing homes. Information and participation needs of residents and informal caregivers
were not fully acknowledged by healthcare professionals. As such, we can conclude that there is a need for initiatives,
both on an individual and on an organizational level, to create and improve awareness on opportunities to improve
resident and informal caregiver involvement in medication decision-making and the medicines’ pathway.
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Background

Care that is guided by an individual’s preferences and
aims is referred to as person-centered care or PCC [1].
It has been shown to be beneficial for older patients,
including nursing home residents (NHRs). A systematic
review by Brownie et al. showed that PCC can lead to
an improvement in perceived QoL, reduction in feel-
ings such as boredom and depression and better com-
munication between nursing home staff and NHRs [2].
Likewise, NHRs who are engaged in setting goals for
care are more likely to improve in physical and mental
well-being [3-5]. Furthermore, residents’ autonomy has
been shown to be strongly related to their well-being
[6].

The realization and provision of PCC, however,
remains challenging. Important barriers are the know-
how and attitude of healthcare professionals [7].
Healthcare professionals (HCPs) struggle to find the
right approach to reconcile their own and residents’
priorities, have strong opinions themselves about what
is best for the NHR, and are often unaware of resi-
dents’ involvement preferences [8—10]. Furthermore,
HCPs often perceive NHRs not wanting to be involved,
nor being capable to be involved in their care [11]. The
need among HCPs to be in control might also hinder
involving residents and informal caregivers [12]. Resi-
dents, on the other hand, might have the impression
their HCPs are not receptive to their questions and
requested services [13].

Besides challenges in the provision of PCC in general,
research on PCC with regard to medication-related
activities and treatment decisions, especially in nurs-
ing homes (NHs), is scarce. The majority of research
on medicines’ optimization interventions in NHs is
person-centered in its aim (i.e. improving the resident’s
medical treatment), but not in its approach. Residents’
and informal caregivers’ involvement in medication-
related decision-making processes remains limited or
absent [6, 14—17] and outcomes are usually measured
at the medicines level (e.g. appropriateness of prescrib-
ing) but rarely on the resident’s level (e.g. QoL) [18].
Moreover, residents hardly maintain any autonomy
or responsibilities in their medicines’ pathway in the
NH (e.g. prescribing, decision-making, purchasing,
storing, administering, ... of medication) [19], while
prior to admission they may have self-organized their
medicines, with or without any help from an infor-
mal caregiver [15, 20, 21]. In an attempt to support
this independence and autonomy, some countries (e.g.

Australia, UK) provide guidelines on the self-manage-
ment of medication (i.e. storage and administration) in
residential care facilities, including a risk and compe-
tency assessment of the resident [22, 23]. In Belgium,
however, no such guidelines exist, and in most cases
the resident or the informal caregiver is asked at admis-
sion to sign an agreement by which they consent to all
medication-related responsibilities being handled by
the NH staff.

The RESPECT-study (RESident’s Participation in the
Evaluation and Customization of Therapy), that was
recently set up in Belgium, aims to explore opportunities
for resident and informal caregiver involvement in medi-
cation decision-making and the medicines’ pathway in
nursing homes.

To inform person-centered practices and tackle health-
care professional-related barriers, a thorough under-
standing of current medication-related practices and the
views and attitudes of HCPs involved in the care of NHRs
on resident and informal caregiver involvement, is cru-
cial. Therefore, the current study aimed to answer the fol-
lowing research questions:

+ How do HCPs currently involve NHRs and informal
caregivers in medication decision-making and in the
medicines’ pathway?

+ What are the underlying motives of HCPs in their
current initiatives towards involving residents and
informal caregivers in medication decision-making
and in the medicines’ pathway?

+ What are, according to HCPs, (additional) opportu-
nities for involvement of NHRs and informal caregiv-
ers in medication decision-making and in the medi-
cines’ pathway?

+  What are, according to HCPs, the benefits and con-
sequences of involvement of NHRs and informal
caregivers in medication decision-making and in the
medicines’ pathway?

Methods

Design

A qualitative, explorative study was executed by means of
semi-structured interviews, across Flanders, the Flemish-
speaking part of Belgium, and Brussels.

Participants
A list of NHs in Belgium, available through the website of
the National Institute for Health and Disability Insurance
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was used (2018) for the selection of NHs. Three criteria
were used to purposively invite NHs for participation:
ownership status (i.e. private nonprofit, private for-profit
or public), number of beds (i.e. 35 to 80 beds, 81 to 150
beds, and more than 150 beds) and location (i.e. one in
each Flemish province and one in Brussels). A total of 26
NHs was invited by e-mail and telephone. When inter-
ested to participate, additional information was provided
through mail and phone. Seven NHs agreed to partici-
pate. Three of these NHs were excluded from the final
sample because of the unexpected resignation of a head
nurse, because of being unreachable at the time of the
interviews or because another NH was already included
for that location criterium. This resulted in a final set of
four participating NHs (see Table 1). An additional char-
acteristic ‘small-scale, homelike facility’ was added to
describe the sample of NHs. For each NH, a local study
liaison was appointed who acted as the contact point
between the research team and the NH and facilitated
the recruitment of participants.

Purposive sampling was applied to recruit HCPs of
the participating NHs for the interviews. Inclusion cri-
teria were Dutch or French speaking and being actively
involved as a HCP in the medicines’ pathway of the NH.
All HCPs involved in the medicines’ pathway (i.e. GPs,
pharmacists, nurses and care aids) were considered for
participation in this study. In Belgium, GPs maintain the
responsibility over the resident’s medication use. Resi-
dents remain free to choose their GP, resulting in a large
number of visiting GPs for each NH. Furthermore, for
each NH, one GP is appointed as a coordinating physi-
cian (CP), who is responsible for the therapeutic policy
of the NH, including the medicines’ pathway. Medicines
are provided by hospital or community pharmacies, as
chosen by the NH itself. Monitoring of residents with
regard to their medication is mainly performed by GPs,
nurses, and care aids. Nurses and care aids are both
involved in medication administration and are easily
accessible points of contact for NHRs and informal car-
egivers for questions and remarks regarding the resident’s
medication.

Each NH was asked to include at least the CP, the phar-
macist and one head nurse for the interviews. Besides
this, NHs were invited to suggest other HCPs involved in

Table 1 Characteristics of participating NHs
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their medicines’ pathway. The aim was to include a varia-
tion of profiles of HCPs to ensure that all relevant HCPs
were represented in the final sample. Staff active in the
NH itself (e.g. nurses and care aids) was approached by
the study liaison, who provided the research team with
an overview of the availability of staff that agreed to par-
ticipate. Upon receipt of this overview, the research team
and study liaison agreed on one or more dates on which
the interviews would be performed in the NH. Health-
care professionals who were not typically present in the
NH (e.g. GPs and pharmacists) were contacted by the
research team, after agreeing to be contacted and having
their contact details provided to the research team by the
study liaison. Consequently, a member of the research
team contacted each of these HCPs individually to agree
on a date and location for the interview.

Data collection

Semi-structured interviews were performed between
August 2019 and December 2020. Interview guide devel-
opment was based on the composing activities of the
medicines’ pathway, as identified by Strauven et al. [19].
The pathway consists of eight processes, going from
admission of the resident over medication prescribing
to medication administration and monitoring of medi-
cation (side-)effects. These processes are further divided
into key activities, representing all medication-related
tasks occurring in a NH. Open-ended questions were
used to encourage participants to openly talk about their
experiences and perspectives on resident and informal
caregiver involvement regarding each activity of the med-
icines’ pathway, including medication decision-making.
Examples of questions were ‘How does [activity of the
medicines’ pathway] occur at the NH?, “What role does
the resident/informal caregiver play in [activity of the
medicines’ pathway]?, and “What role could residents/
informal caregivers themselves take on in this [activity of
the medicines’ pathway]?. Whenever appropriate, addi-
tional open-ended questions were asked to further clarify
the HCP’s response.

Interviews were performed by AD, AJ, PE, VE, a team
consisting of both unexperienced and highly experi-
enced researchers, each with a background in pharmacy.
Interview locations included meeting rooms or (calm)

NH Ownership status Total number of beds Small-scale, homelike? Location (region)

1 Private nonprofit 112 Yes Flemish Brabant (Flanders)

2 Private nonprofit 153 Yes Limburg (Flanders)

3 Public 180 No West Flanders (Flanders)

4 Private nonprofit 85 No Brussels (Brussels Capital Region)
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communal living areas in the NH, as well as quiet loca-
tions outside of the NH (e.g. pharmacy).

All interviews were audio-recorded and subsequently
transcribed ad verbatim. Transcripts were stored on a
password-protected computer and were reviewed for
accuracy while listening to the recordings.

Prior to or after finalization of each interview, a small
self-reported questionnaire on demographic characteris-
tics of the HCP was collected.

Data collection and analysis of the interviews was per-
formed in an iterative process. Subsequently, as is com-
mon in qualitative research, the interview guide evolved
into its final form over the course of the study. Themes
identified in early interviews became probes for later
interviews (e.g. experiences with NHR (re) admission,
experiences with medication changes, information and
participation needs of residents and informal caregivers,
current resident and informal caregiver involvement ini-
tiatives, and opportunities for a person-centered medica-
tion review).

Data analysis

Transcripts were analyzed by means of inductive the-
matic framework [24]. Analysis was performed by an
interprofessional team, consisting of researchers with a
background in pharmacy and nursing and with experi-
ence in topics such as patient participation and medica-
tion optimization interventions and qualitative research
(AD, VE and AVH). The researchers independently read
the interview transcripts, highlighted meaningful para-
graphs and noted preliminary reflective comments. Reg-
ular team discussions were held to develop (sub) themes,
to endorse the identified (sub) themes and to ensure a
rigorous and reliable data analysis.

Quotes were selected to illustrate the identified (sub)
themes. Selection of these quotes and translation into
English was performed by the first author (AD). Subse-
quently, quotes were checked for relevancy and accuracy
by two independent members of the research team (VF
and AVH).

Rigor

Different approaches were applied to ensure rigor of
the study. First, all study procedures were documented
carefully. Second, several forms of triangulation were
applied. Data analysis was performed by an interdisci-
plinary research team (see Data analysis’), establishing
investigator triangulation. Also, by recruiting all relevant
HCPs involved in the care of NHRs, data source triangu-
lation was ensured. To further increase study rigor, the
research team regularly held meetings to discuss findings
(see ‘Data analysis’). Moreover, this approach reduced
researcher bias by improving researchers’ reflexivity.
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Ethical considerations

The study was approved by the Ethics Committee
Research UZ/KU Leuven in May 2019 and was conducted
in accordance with the principles of the Declaration of
Helsinki. Written, informed consent for participation was
collected prior to each interview, with the exception of
two interviews that were performed via Zoom. In these
cases, informed consent was collected through e-mail.

Results

A total of 25 HCPs was interviewed, across a range of
ages and years of experience with working in or for the
NH (see Table 2). Interviews lasted 13 to 79 min, with an
average of 50 min.

Themes that were derived from the interviews, could
be grouped in three overarching domains: 1) features of
resident and informal caregiver involvement, 2) drivers
and barriers for resident and informal caregiver involve-
ment, and 3) perceived consequences of resident and
informal caregiver involvement in medication decision-
making and the medicines pathway. The themes are

Table 2 Description of participants

Interviews, N 25

Healthcare professional, type (n)
Coordinating physician
General practitioner
Nurse
Pharmacist
Care aid
Director

N W 0 WA

Age, n
<25
26-35
36-45
46-55
>55

Gender, n

v 00 W o —

Female 18

Male 7
Number of years since graduation, n’

<5 2

6-15 1

16-25 2

>25 9
Number of years actively working in or for the NH, n

<5 6

6-15 Il

16-25

>25

@ one missing value
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described hereafter in an integrated manner, supported
by illustrative quotes. An overview of themes and over-
arching domains is provided in Fig. 1.

Involvement is mainly initiated by residents and informal
caregivers

Healthcare professionals provided several examples
of how residents and informal caregivers are currently
involved in the medicines’ pathway. It became clear that
several residents take up responsibility during medica-
tion administration rounds by exercising visual control
on the (oral) medication they receive: they check the
number and visual properties of tablets and consult a
member of staff when potentially observing an error.

“Every resident here knows perfectly how many
tablets they’re having each morning because they
always count them. ( ...). Right now, for example,
Asaflow [acetylsalicylic acid] is missing and will be
changed into Asal00 [acetylsalicylic acid], so from
next week onwards, a lot of residents will be asking
‘where is my little, round white tablet?”

Nurse 5, actively working in NH for 5 years

Other examples include informal caregivers who
request to purchase the resident’s medication at a phar-
macy themselves (instead of having the NH staff order
it), residents who ask to store (part of) their medication
in their room, and residents who self-administer as well
as informal caregivers who help with the administra-
tion of oral preparations. With regard to medication
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decision-making, HCPs mentioned that some residents
and informal caregivers frequently ask questions as well
as make suggestions about the resident’s medication.
Besides this, most residents and informal caregivers
inform staff about the resident’s symptoms or discomfort.

“There are relatives who you never see, who are not
really involved and there are others who specifically
ask about it [the resident’s medication] or make an
appointment at the practice to talk about it”

GP 2, actively working in NH for 22 years

Based on these examples, it could be stated that a fea-
ture of current resident and informal caregiver involve-
ment is that both groups mainly initiate their involvement
in medication decision-making and the medicines’ path-
way themselves, and thus highly influence their own level
of involvement therein (see Fig. 1, ‘Features of resident
and informal caregiver involvement’).

Involvement initiated by healthcare professionals is mainly
reactive and unstructured

Healthcare professionals also provided examples of how
they initiate resident and informal caregiver involvement
in medication decision-making and the medicines’ path-
way. These examples showed that their current actions
are mostly related to informing residents and informal
caregivers about medication changes. With regard to
who and what to inform, however, actions varied among
HCPs. Firstly, HCPs made a clear distinction between
residents and informal caregivers who are found to be

DRIVERS AND BARRIERS FOR
INVOLVEMENT

FEATURES OF RESIDENT AND INFORMAL
CAREGIVER INVOLVEMENT

PERCEIVED CONSEQUENCES
OF INVOLVEMENT

{NH'S philosophy }

Involvement is mainly initiated by residents and informal caregivers.

{Prevention of potential disagreements}

Perception of resident’s and informal
caregivers’ desires and capabilities

Involvement initiated by HCPs is mainly reactive and unstructured.

Increase of resident’s and informal
caregivers’ autonomy

{Individual role perception }

[Organizational difficulties

{Need for organizational control } unspoken but mutual agreement.

Fragmentation of HCPs’ responsibilities towards involvement is based on

of residents’ medication use

Risk of decrease of quality and safety}

and in the medicines’ pathway, as perceived by HCPs

Fig. 1 Drivers and barriers, features, and perceived consequences of resident and informal caregiver involvement in medication decision-making
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interested in medication-related topics and those who are
not. Residents and informal caregivers perceived as inter-
ested were the ones who get informed more frequently
in case something changes in the resident’s medication.
Different cues indicate this interest to HCPs. A first one
are questions and suggestions coming from both resi-
dents and informal caregivers, mostly related to the resi-
dent’s medication list and changes therein, or to changes
observed on the pharmacy invoice. Some residents and
informal caregivers even make concrete suggestions
about the resident’s medication (e.g. to start or quit a
specific medicine), which is clearly considered as ‘being
interested. Residents’ performance of visual control dur-
ing medication administration rounds (cfr. supra), was
found to be another cue of interest. With regard to infor-
mal caregivers, those who visit regularly and those who
have previously expressed their disagreement on specific
medication changes were known as informal caregivers
interested in the resident’s condition and medication,
respectively. Current actions of HCPs to involve residents
and informal caregivers in medication decision-making
and the medicines’ pathway could therefore be described
as reactive (see Fig. 1, Features of resident and informal
caregiver involvement’).

Besides their interest in medication-related topics, the
condition of the resident was another important fac-
tor that influenced HCPs whether or not to inform resi-
dents. As an example, residents diagnosed with cognitive
impairment (e.g. dementia) barely get notified about
changes in their medication, since this was simply found
to be not useful. However, it seemed that HCPs gener-
ally considered NHRs as ‘not capable; also when talking
about non-dementia residents. Based on the interviews,
it was not clear how HCPs assessed a resident’s cognitive
capacity in order to determine if the resident should be
informed or not about a change in his/her medication.

“If a resident is still cognitively capable, I tell them
after examining him or her by saying: ‘you will be
getting medication for that! As such, you tell them
something beforehand and then afterwards you'll
make the prescription. That’s how it happens”

GP 3, actively working for NH for 41 years

Furthermore, HCPs more frequently inform residents
and informal caregivers about medication changes that
potentially result in observable side-effects (e.g. drowsi-
ness), since this has previously caused disagreements
with multiple residents and informal caregivers. While
nurses named morphine preparations and antibiotics
as examples, coordinating physicians and pharmacists
more frequently spoke about psychotropic drugs. Also,
medication changes resulting in a significant impact on
the pharmacy invoice, raising awareness mostly from
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informal caregivers, were changes that residents and
informal caregivers get informed about more often in
order to prevent disputes. Subsequently, actions by HCPs
to involve NHRs and informal caregivers in the medi-
cines’ pathway are not only reactive, but also fragmentary
and selective (see Fig. 1, Features of resident and infor-
mal caregiver involvement’).

“Sometimes, when I'll increase someone’s drowsiness
with a certain medicine, for example a neuroleptic,
I discuss that with the family. Especially when the
resident has never used that before”

CP 2, actively working in NH for 9 years

Nevertheless, during the interviews with HCPs within
one nursing home, it became clear that systematically
informing residents and informal caregivers is possible,
as well as discussing potential medication changes with
them prior to their implementation. These HCPs felt that
this was mainly a result of the NH’s philosophy, which
had a strong focus on providing holistic care, including
resident and informal caregiver participation. Although
this was also part of the philosophy of some of the other
NHs, the difference seemed to be in the staff’s commit-
ment towards making this philosophy tangible as well
as keeping it alive through regular team discussions.
The NH’s philosophy was therefore named as a potential
driver for resident and informal caregiver involvement in
medication decision-making and the medicines’ pathway
(see Fig. 1, Drivers and barriers for involvement’).

Fragmentation of healthcare professionals’ responsibilities
towards involvement is based on unspoken but mutual
agreement

The residents’ trust in their GP as well as the GP’s indis-
pensable role in the prescribing process, made HCPs rely
on this key figure for informing residents about medica-
tion changes. Furthermore, HCPs expect the GP to make
the final decision about the requested involvement by
residents (e.g. whether or not to allow them to store med-
ication in their room).

“When something is being changed [in the resident’s
medication], they [the GPs] tell us but the GP should
tell the resident as well. They go see the resident and
then they come to us to discuss what [needs to be
changed], a modification of a diuretic for example.
They tell us but the resident doesn’t know anything
about it in that way. Or we should tell them, but it
makes a big difference if the GP tells them because
for some [residents], the GP is holy.”

Nurse 1, actively working in NH for 11 years

Coordinating physicians and GPs seemed to agree
with the ‘principle’ that GPs should inform residents
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when they alter something in their medication. How-
ever, during the interviews, it became clear that this
is currently not performed by every GP. All types of
HCPs, GPs included, indicated that some GPs do not
inform residents about medication changes. It was also
deduced from the interviews that some GPs’ consulta-
tion routine made this practically impossible. Some
visit the resident before consulting the resident’s medi-
cal file, which results in a potential medication change
after seeing the resident. Others consult the resident’s
medical file and discuss potential changes with the
available staff and do not visit the resident afterwards.
These routines imply that GPs do not formally inform
the resident about their decision.

Subsequently, with regard to informing residents
about medication changes, nurses put themselves in
a second place, believing it is their task when the GP
fails to do so. They seemed to take more responsibil-
ity when it comes to informal caregiver involvement in
the medicines’ pathway. According to the nurses that
were interviewed, it is their job to inform these caregiv-
ers about medication changes. Other HCPs, such as
pharmacists and care aids, agreed with this fragmen-
tation of responsibilities with regard to either inform-
ing residents and informal caregivers about medication
changes or providing them with more medication-
related responsibilities.

“Initially, I would say the GP because he still makes
the final decision and has the authority, which might
be expressed too roughly. Patients [residents] will lis-
ten better to the GP than to the nurse or, in this case,
the pharmacist who they have never seen before. So,
I would say GPs and nurses. Pharmacists when they
need to.

Pharmacist 2, actively working for NH for 2 years

It was deduced from the interviews that the fragmen-
tation of responsibilities towards resident and informal
caregiver involvement is rather based on assumptions
and expectations towards one another’s duties. Although
not recorded in any policy framework, assumptions and
expectations of all types of HCPs were identical. Addi-
tionally, when one HCP fails to complete his assumed
duties, another one seemed to take over. Therefore, it
could be concluded that the fragmentation of HCPs’
responsibilities towards involvement in medication
decision-making and the medicines’ pathway is based on
unspoken but mutual agreement (see Fig. 1, ‘Features of
resident and informal caregiver involvement’). Besides
this, HCPs also expressed expectations towards residents
and informal caregivers, indicating they expect them to
ask questions or make remarks about the resident’s medi-
cation when they feel the need to.
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Healthcare professional’s perception of resident’s

and informal caregiver’s desires and capabilities

as a potential driver or barrier for resident and informal
caregiver involvement

Most HCPs acknowledged potential benefits of involv-
ing residents and informal caregivers in the medicines’
pathway, but only to a limited extent. Perceived benefits
included a higher sense of belonging for both residents
and informal caregivers and the prevention of disagree-
ments with families about installed medication changes
(see Fig. 1, Perceived consequences of involvement’).
However, their perception of residents’ and informal
caregivers’ desire and capabilities to be involved was
found to be an important factor in perceiving oppor-
tunities for their involvement (see Fig. 1, ‘Drivers and
barriers for involvement’). Most HCPs indicated to
believe that residents nor informal caregivers have the
desire for such thing, nor did they believe both groups
have the cognitive capabilities to do so. Consequently,
naming concrete opportunities to increase resident and
informal caregiver involvement in medication decision-
making and the medicines’ pathway did not occur. Like-
wise, HCPs failed to name the exploration of residents’
medication-related preferences or goals as an opportu-
nity for their involvement.

“There will be some [relatives] who want to be pre-
sent [during the GPs consultation]. But they have
never indicated to miss not being able to be pre-
sent when the doctor visits their mother or father. I
haven’t heard that yet”

Nurse 5, actively working in NH for 5 years

Two important reflections on this matter were noted
during the interviews with HCPs within one NH, show-
ing that the NH’s philosophy and the individual HCP’s
attitude may transcend the perception of resident’s and
informal caregiver’s desires and capabilities (see Fig. 1,
‘Drivers and barriers for involvement’). Although agree-
ing with the potential lack of intellectual capabilities
among some NH residents, these HCPs indicated that
a lot of people would still be capable of learning new
things, including the acquirement of new knowledge on
medication-related topics. Additionally, it was empha-
sized that it is the responsibility of the HCPs to adapt
their communication style and language to the resi-
dent’s or informal caregiver’s capabilities and not the
other way around.

“There is a large population of illiterate and uned-
ucated people. Such conversations [about medica-
tion] are very challenging for those people. (...) Let
alone that they will keep up with a conversation
about medication management and risks thereof.
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We'll be asking a lot of them. As such, I think that
should be linked to an introduction on the topic.
Cause those aren’t always people who are not able
to learn anymore. They just never received that
information.”

Director 2, actively working in NH for 6 years

Individual role perception of the healthcare professional

as a driver or barrier for resident and informal caregiver
involvement

Despite the more general aspects described above, differ-
ences in HCPs” approaches of involvement of residents
and informal caregivers were noticed. This, in turn, had
an impact on their actions taken or opportunities per-
ceived with regard to resident and informal caregiver
involvement in the medicines’ pathway. A first contrast
was noted between HCPs with an authorizing role and
those with an executive role in residents’ daily medica-
tion use. It seemed as if HCPs with a more authorizing
duty or role perception regarding residents’ medication
named more examples of current actions and perceived
involvement opportunities, opposed to those whose task
or role perception consists of a more executive approach.
This difference was seen, for example, between GPs (who
clearly have a decisive vote in the decision-making pro-
cess; i.e. authorizing duties), and pharmacists (who only
play a limited role therein and are mainly responsible
for the delivery of medication to the NH; i.e. executive
duties). Besides this, inter-individual differences in role
perception and actions were noticed within groups of
HCPs, mainly within care aids and nurses. Some of these
HCPs indicated to solely brief GPs about residents’ symp-
toms and behaviors when asked for it, besides preparing
and administering medication based on GPs’ directives
(i.e. executive role perception), while others seemed to
take more responsibility with regard to medication deci-
sion-making, ensuring a more collaborative practice (i.e.
authorizing role perception).

“What I do sometimes, I go through the medication
lists and see if things should be stopped. If so, I take
a post-it and attach it to the inside of our cabinet.
Because you don’t always know when the GP will
visit. There’s also one GP who visits for 12 residents
so that takes a while. So once in a while, I check the
medication lists and attach a post-it to the cabinet
[for the GP]”

Nurse 6, actively working in NH for 7 years

Individual role perception could therefore be seen
as either a driver or a barrier for naming opportuni-
ties for resident and informal caregiver involvement in
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medication decision-making and the medicines’ pathway
(see Fig. 1, ‘Drivers and barriers for involvement’).

Need for organizational control, qualitative and safe

use of medication as barriers for increasing resident’s

and informal caregiver’s autonomy

Healthcare professionals acknowledged the fact that resi-
dents live in the NH, which makes them strive towards
an environment that evokes this ‘home feeling! This
was mentioned as a positive outcome of providing resi-
dents with more responsibilities with regard to their
medication (e.g. to maintain a level of self-management,
resulting in an increase of resident’s and informal car-
egiver’s autonomy) (see Fig. 1, Perceived consequences of
involvement).

“We are trying to simulate a domestic environment.
At home you can also go to the pharmacy for a box of
Dafalgan [paracetamol] and keep this in your cup-
board or not... But we can see perfectly what [medi-
cation] is being delivered. It could also be family that
brings something. Fortunately, you need a prescrip-
tion for most things so that’s not self-evident”
Coordinating physician 1, actively working in NH for
25 years

However, organizational concerns were noted that
tempered this motivation. Firstly, the need of HCPs to
maintain organizational control implicitly and explicitly
influenced their perception of opportunities for resident
and informal caregiver involvement (see Fig. 1, Driv-
ers and barriers for involvement). The increasing num-
ber of administrative procedures, imposed on NH staff,
was found to strengthen this need among HCPs and was
named as an impeding factor on the provision of holistic
care, including resident and informal caregiver involve-
ment. Additionally, the fear of resident and informal car-
egiver involvement causing organizational difficulties,
such as less feasible and efficient work practices, resulted
in a lack of perceived opportunities for resident and
informal caregiver involvement in the medicines’ path-
way (see Fig. 1, Perceived consequences of involvement).
Furthermore, HCPs expressed concerns about safety and
quality of the resident’s medication use that could poten-
tially be associated with higher resident and informal car-
egiver involvement (see Fig. 1, Perceived consequences
of involvement’). They seemed to be anxious of residents
making mistakes when provided with more responsibili-
ties regarding their medication. Likewise, they seemed to
fear a reduction of the quality of the resident’s treatment
since they would not have full control over the storage of
the medication, nor over the resident’s adherence, once
residents would self-manage (some of) their medication.
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“It’s fighting against it, against [financial] profit
[among other things]. They expect things from us
that don’t really matter. All the information that
needs to be registered. Everything needs to be
checked. Make it a bit simpler again. (...) It's always
increasing and eventually, you have less time left for
what really matters”

Coordinating physician 4, actively working in NH for
25 years

Discussion

Main findings

Actions of HCPs involving residents and informal car-
egivers in medication decision-making and the medi-
cines’ pathway, mainly form a response to residents and
informal caregivers expressing their interest in medica-
tion-related topics. This implies that HCPs do not pro-
actively assess the information and participation needs
of NHRs and informal caregivers. Nevertheless, HCPs
provided multiple examples, showing that residents and
informal caregivers self-initiate their involvement in
medication-decision making and the medicines’ path-
way. Therefore, it could be stated that information and
participation needs are present among both groups.
Furthermore, most of the HCPs’ actions are limited to
informing residents and informal caregivers about medi-
cation changes, most often about those changes that
could potentially result in observable consequences, sim-
ply to avoid disagreements. Initiatives by residents and
informal caregivers on the other hand, seem to be more
advanced and indicate a preference that is more exten-
sive than the receipt of information about medication
changes. Healthcare professionals provided examples
that show a desire among residents and informal caregiv-
ers to be involved during the decision-making process, as
well as a desire for more autonomy or independence with
regard to the resident’s medication. Thus, our findings
add to the existing literature that most HCPs are unaware
of residents’ and informal caregivers’ information and
participation needs with regard to medication-related
decisions.

Moreover, the exploration of care preferences and goals
of residents and informal caregivers was not mentioned
as an opportunity by either one of the HCPs, although
this is key to their involvement in decision-making and
the provision of PCC [25, 26].

Clearly, HCPs’ actions are largely determined by their
perception of residents’ and informal caregivers’ desire
and capabilities to be involved in medication-decision
making and the medicines’ pathway. The perception
that NHRs do not want or are incapable to be involved
in medical matters because of cognitive or physical
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limitations, has been described before [11], but has not
been described with regard to medication-related activi-
ties. Healthcare professionals seem to have a general
negative impression of residents’ and informal caregivers’
desire and capabilities and do not see that differences in
residents’ and informal caregivers’ desires and capabili-
ties may warrant an a priori patient-centered approach.
Actively offering opportunities for involvement, rang-
ing from the provision of information to being actively
involved in decision-making, would acknowledge the
existence of variation in preferences for involvement in
decision-making between patients [10, 27, 28]. Overall,
the opportunities should take into account communica-
tion difficulties that have previously been mentioned by
older adults as an important barrier to being involved in
medication decision-making [28]. Likewise, the need for
communication support, tailored to the resident’s indi-
vidual needs, should be tackled [29].

The idea that residents are not capable to be involved
in the medicines’ pathway or parts of it, is also elicited in
the reluctance of many HCPs to allow residents to self-
manage their medication. Although this was acknowl-
edged as a way to provide residents with a certain level
of independence, it was clouded by the fear of a decrease
in quality and safety of the resident’s medication use. A
study by Maddigan et al. showed that cognitive limita-
tions and higher medication regimen complexity are
important predictors for lower self-management capacity
among older adults, aspects that also characterize a sig-
nificant part of NHRs and their treatment, but certainly
not all. Additionally, the study showed that education and
sufficient support might improve the adult’s capacity and
can lead to a reduction of self-administration errors [30].

Healthcare professionals indicated that the main
responsibility to involve residents in medication-related
activities lies with the resident’s GP. With regard to
involving informal caregivers, responsibility seems to
shift towards the nurses who care for the resident. Nev-
ertheless, these responsibilities are not specified in any
policy document and are only based on a mutual but
unspoken agreement between HCPs. The phenomenon
of NH staff deriving responsibility to the resident’s GP to
explore pharmaceutical goals of care has been described
before [31]. Multiple explanations for this phenomenon
were deduced from the interviews performed in our
study. Residents’ and informal caregivers’ trust in the
resident’s GP were identified as a first reason to have all
types of HCPs name the GP as responsible to involve
residents in medication-related activities, including deci-
sion-making. Nevertheless, previous research has shown
that trust in GP may act as both a facilitator and a bar-
rier towards involvement in medication decision-making
[28]. Furthermore, the indispensable role of the resident’s
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GP in the medicines’ pathway was a second reason to
name him responsible. Additionally, the individual role
perception of HCPs seemed to have an influence on the
perception of one’s own responsibilities towards involve-
ment of residents and informal caregivers.

Based on these findings, we believe that a framework
or policy document (which is currently non-existing)
could help in clarifying the responsibilities of each HCP
towards the involvement of residents and informal car-
egivers in medication decision-making and the medi-
cines’ pathway. Likewise, it could be a starting to point
to achieve structured involvement practices, keeping in
mind the information and participation needs of individ-
ual residents and informal caregivers.

Actions of and perceived opportunities by HCPs were
influenced by several organizational aspects. The NH’s
philosophy was derived as one influencing factor in the
realization of resident and informal caregiver involve-
ment in medication decision-making and the medi-
cines’ pathway. This aspect has been highlighted before
by a scoping review on organization characteristics that
influence the implementation of shared decision-mak-
ing [32]. However, our findings show that solely having
a philosophy with a general focus on resident and infor-
mal caregiver involvement is not enough and does not
ensure their involvement in medication decision-mak-
ing and the medicines’ pathway. The NH’s philosophy
only acts as an influencing factor when the NH staff is
being actively engaged and frequently reminded of this
philosophy, highlighting the importance of supportive
supervisory relationships [33]. Still, resident and informal
caregiver involvement in medication-related activities
is impeded by the need for organizational control. The
phenomenon of the health system forming a restraint
to resident involvement in decision-making has already
been acknowledged [12, 26]. Likewise, HCPs feeling the
need to maintain control over prescribing and medica-
tion administration activities to ensure safety, quality
and continuity of care has also been previously described
[34].

Implications

Although PCC has been on the agenda for many years,
our findings show that resident and informal caregiver
involvement in medication decision-making and the
medicines’ pathway remains limited in (Belgian) NHs.
Therefore, initiatives, both on an individual and on an
organizational level, to create and improve awareness
among HCPs on the opportunities for and benefits of
involvement in care are needed, aiming to show HCPs
that resident and informal caregiver involvement can
improve physical and mental well-being, satisfac-
tion with care, and QoL [3, 35-38]. Likewise, efforts
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should be made to increase HCPs’ knowledge and
know-how on how to provide PCC and involve resi-
dents and informal caregivers in medication-related
activities, including how to elicit residents’ and infor-
mal caregivers’ medication-related goals and prefer-
ences. Furthermore, educational support is needed to
heighten their awareness of the limitations placed by
the healthcare system in order to help them to be pro-
active in their efforts to empower residents and infor-
mal caregivers.

Strengths and limitations
Like any other study, this research has its strengths and
limitations. An important strength is the inclusion of the
expanded healthcare team in the interviews, from four
different types of NHs. All types of HCPs involved in one
or more medication-related activities in the NH were
interviewed. Furthermore, the analysis of the interview
data was performed by an interprofessional team, ensur-
ing investigator triangulation and encouraging rigor and
reliability of the findings.

The main limitation of this study is the limited number
of interviews for each type of HCP, impeding data satura-
tion on the level of each professional group.

Conclusion

Resident and informal caregiver involvement in medi-
cation decision-making and the medicines’ pathway
remains limited in nursing homes. Resident and infor-
mal caregiver involvement in medication decision-mak-
ing and the medicines’ pathway is mainly initiated by
residents and informal caregivers themselves. Although
this indicates that both groups have information and
participation needs, these were not fully acknowledged
by HCPs. Furthermore, HCPs failed to name opportu-
nities for resident and informal caregiver involvement
in medication decision-making and the medicines’
pathway, which possibly explains why their current
actions are mainly reactive and unstructured. Health-
care professionals’ actions are influenced by their per-
ception of residents and informal caregivers’ desire and
capabilities to be involved, as well as the perception of
their own professional role. Moreover, HCPs’ initiatives
are partly determined by a set of organizational fac-
tors, including the NH’s philosophy. As such, we can
conclude that there is a need for initiatives, both on
an individual and on an organizational level, to create
and improve awareness on opportunities to improve
resident and informal caregiver involvement in medica-
tion decision-making and the medicines’ pathway, and
to develop concrete examples and tools to support this
involvement.



Damiaens et al. BMC Geriatrics (2022) 22:81

Abbreviations

CP: Coordinating physician; GP: General practitioner; HCP: Healthcare profes-
sional; NH: Nursing home; NHR: Nursing home resident; PCC: Person-centered
care; RESPECT: RESident’s Participation in the Evaluation and Customization of
Therapy.

Acknowledgements
Not applicable.

Authors’ contributions

AD contributed to the design of the study, data collection, analysis and
interpretation of the data. AD also wrote the initial draft of the manuscript
and processed revisions of co-authors in order to finalize the manuscript. AVH
contributed to the design of the study, analysis and interpretation of the data,
and was a major contributor in writing the manuscript. JOL contributed to the
design of the study and the writing of the manuscript. VF contributed to the
design of the studly, data collection, analysis and interpretation of the data,
and was a major contributor in writing the manuscript. All authors read and
approved the final manuscript.

Funding

This work was supported by the Research Foundation Flanders [1575119N].
They were not involved in study design, data collection, data analysis, interpre-
tation of data, or writing the manuscript.

Availability of data and materials

Transcripts analysed during the current study are available from the cor-
responding author on reasonable request. Transcripts are written in the
language in which the interview was performed (i.e. Dutch or French).

Declarations

Ethics approval and consent to participate

The study protocol was approved by the Ethics Committee Research UZ/KU
Leuven in May 2019 (562647). The study was conducted in accordance with
the principles of the Declaration of Helsinki.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details

'Clinical Pharmacology and Pharmacotherapy, Department of Pharmaceutical
and Pharmacological Sciences, KU Leuven, O&N Il - Herestraat 49 - Box 521,
B-3000 Leuven, Belgium. ?Department of Nursing director, Ghent University
Hospital, University Centre for Nursing and Midwifery, Department of Public
Health and Primary Care, UGent, Corneel Heymanslaan 10, B- 9000 Ghent,
Belgium. Academic Center for General Practice, Department of Public

Health and Primary Care, KU Leuven, Kapucijnenvoer 7 - Blok H - Box 7001,
B-3000 Leuven, Belgium.

Received: 13 August 2021 Accepted: 18 January 2022
Published online: 27 January 2022

References

1. Goodwin C. Person-centered care: a definition and essential elements. J
Am Geriatr Soc. 2016;64(1):15-8.

2. Brownie S, Nancarrow S. Effects of person-centered care on residents
and staff in aged-care facilities: a systematic review. Clin Interv Aging.
2013;8:1-10.

3. Cheng WL-S. The effects of mutual goal-setting practice in older adults
with chronic illness. Geriatr Nurs (Minneap). 2018;39(2):143-50.

4. Verdoorn S, Kwint HF, Blom JW, Gussekloo J, Bouvy ML. Effects of a clinical
medication review focused on personal goals, quality of life, and health
problems in older persons with polypharmacy: a randomised controlled
trial (DREAMER-study). PLoS Med. 2019;16(5):1-18.

20.

21.

22.

23.

24.

25.

26.

27.

28.

Page 11 of 12

Li J, Porock D. Resident outcomes of person-centered care in long-

term care: a narrative review of interventional research. Int J Nurs Stud.
2014;51(10):1395-415.

Kloos N, Trompetter HR, Bohlmeijer ET, Westerhof GJ. Longitudinal asso-
ciations of autonomy, relatedness, and competence with the well-being
of nursing home residents. Gerontologist. 2018;00(00):1-9.

Moore L, Britten N, Lydahl D, Naldemirci O, Elam M, Wolf M. Barriers and
facilitators to the implementation of person-centred care in different
healthcare contexts. Scand J Caring Sci. 2017;31:662-73.

Fried TR, Tinetti ME, lannone L. Primary care clinicians’ experiences with
treatment decision-making for older persons with multiple conditions.
Arch Intern Med. 2011;171(1):75-80.

Romeren M, Pedersen R, Ferde R. How do nursing home doctors involve
patients and next of kin in end-of-life decisions? A qualitative study from
Norway. BMC Med Ethics. 2016;17(1):1-8.

. Scales K, Lepore M, Anderson RA, McConnell ES, Song Y, Kang B, et al.

Person-directed care planning in nursing homes: resident, family, and
staff perspectives. J Appl Gerontol. 2019;38(2):183-206.

. Sherwin SB, Winsby M. A relational perspective on autonomy for older

adults residing in nursing homes. Health Expect. 2011;14(2):182-90.

. GarciaTJ, Harrison TC, Goodwin JS. Nursing home stakeholder views

of resident involvement in medical care decisions. Qual Health Res.
2016;26(5):712-28.

. Ruggiano N, Whiteman K, Shtompel N.”If | Don't Like the Way | Feel With

a Certain Drug, I'l Tell Them!: Older Adults’ Experiences with Self-Deter-
mination and Health Self-Advocacy. J Appl Gerontol. 2016;35(4):401-20.
Donnelly L, MacEntee MI. Care perceptions among residents of

LTC facilities purporting to offer person-Centred care. Can J Aging.
2016;35(2):149-60.

Caspari S, Raholm MB, Saeteren B, Rehnsfeldt A, Lillesta B, Lohne V, et al.
Tension between freedom and dependence—a challenge for residents
who live in nursing homes. J Clin Nurs. 2018,27(21-22):4119-27.
Strauven G, Anrys P,Vandael E, Henrard S, De Lepeleire J, Spinewine A,
et al. Cluster-controlled trial of an intervention to improve prescribing in
nursing homes study. J Am Med Dir Assoc. 2019;20(11):1404-11.
Willeboordse F, Hugtenburg JG, Schellevis FG, Elders PJM. Patient par-
ticipation in medication reviews is desirable but not evidence-based: a
systematic literature review. Br J Clin Pharmacol. 2014;78(6):1201-16.
Loganathan M, Singh S, Franklin BD, Bottle A, Majeed A. Interventions

to optimise prescribing in care homes: systematic review. Age Ageing.
2011;40(2):150-62.

Strauven G, Vanhaecht K, Anrys P, De Lepeleire J, Spinewine A, Foulon V.
Development of a process-oriented quality improvement strategy for
the medicines pathway in nursing homes using the SEIPS model. Res Soc
Adm Pharm. 2020;16(3):360-76.

Paque K, Goossens K, Elseviers M, Van Bogaert P, Dilles T. Autonomy and
social functioning of recently admitted nursing home residents. Aging
Ment Health. 2017;21(9):910-6.

Look KA, Stone JA. Medication management activities performed

by informal caregivers of older adults. Res Soc Adm Pharm.
2018;14(5):418-26.

National Institute for Health and Care Excellence (NICE). Managing medi-
cines in care homes [Internet]. 2014 [cited 2021 Mar 18]. Available from:
https.//www.nice.org.uk/guidance/sc1

Davis A, Muir P, Anne AJ, Clark K, Groves J, Molenaar M, et al. SHPA guide-
lines for self-administration of medication in hospitals and residential
care facilities. J Pharm Pract Res. 2002;32(4):324-5.

Gale NK, Heath G, Cameron E, Rashid S, Redwoon S. Using the framework
method for the analysis of qualitative data in multi-disciplinary health
research. BMC Med Res Methodol. 2013;13(117):8.

Barry MJ, Edgman-Levitan S. Shared decision making — the pinnacle of
patient-centered care. N Engl J Med. 2012;366(9):780-1.

Lepore M, Scales K, Anderson RA, Porter K, Thach T, McConnell E, et al.
Person-directed care planning in nursing homes: a scoping review. Int J
Older People Nursing. 2018;13(4):1-12.

Levinson W, Kao A, Kuby A, Thisted RA. Not all patients want to partici-
pate in decision making:A national study of public preferences. J Gen
Intern Med. 2005;20(6):531-5.

Belcher VN, Fried TR, Agostini JV, Tinetti ME. Views of older adults on
patient participation in medication-related decision making. J Gen Intern
Med. 2006;21(4):298-303.


https://www.nice.org.uk/guidance/sc1

Damiaens et al. BMC Geriatrics

29.

30.

31

32.

33.

34.

35.

36.

37.

38.

(2022) 22:81

Bennett M, von Treuer K, McCabe MP, Beattie E, Karantzas G, Mellor

D, et al. Resident perceptions of opportunity for communication and
contribution to care planning in residential aged care. Int J Older People
Nursing. 2019;15(1):e12276.

Maddigan SL, Farris KB, Keating N, Wiens CA, Johnson JA. Predictors of
older adults’ capacity for medication Management in a Self-Medication
Program: a retrospective chart review. J Aging Health. 2003;15(2):332-52.
Sawan M, Kouladjian O’'Donnell L, Hilmer SN. Perspectives of residential
aged care facilities' staff on the identification and recording of residents’
medication-related goals of care. Australas J Ageing. 2020;39(1):e134-44.
Scholl I, LaRussa A, Hahlweg P, Kobrin S, Elwyn G. Organizational- and
system-level characteristics that influence implementation of shared
decision-making and strategies to address them - a scoping review.
Implement Sci. 2018;13(1):1-22.

Caspar S, Le A, McGilton KS. The influence of supportive supervisory
practices and health care aides’self-determination on the provision

of person-centered Care in Long-Term Care Facilities. J Appl Gerontol.
2019;38(11):1564-82.

Hughes CM, Goldie R. I just take what | am given: adherence and resident
involvement in decision making on medicines in nursing homes for older
people: a qualitative survey. Drugs Aging. 2009;26(6):505-17.

Gaugler JE, Anderson KA, Zarit SH, Pearlin LI. Family involvement in
nursing homes: effects on stress and well-being. Aging Ment Heal.
2004;8(1):65-75.

Loh A, Simon D, Wills CE, Kriston L, Niebling W, Harter M. The effects of

a shared decision-making intervention in primary care of depression: a
cluster-randomized controlled trial. Patient Educ Couns. 2007;67(3 SPEC.
1SS):324-32.

Joosten EAG, DeFuentes-Merillas L, De Weert GH, Sensky T, Van Der Staak
CPF, De Jong CAJ. Systematic review of the effects of shared decision-
making on patient satisfaction, treatment adherence and health status.
Psychother Psychosom. 2008;77(4):219-26.

Park Y-H, Chang H. Effect of a health coaching self-management program
for older adults with multimorbidity in nursing homes. Patient Prefer
Adherence. 2014;8:959-70.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Page 12 of 12

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

K BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions




	Resident and informal caregiver involvement in medication-related decision-making and the medicines’ pathway in nursing homes: experiences and perceived opportunities of healthcare professionals
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusions: 

	Background
	Methods
	Design
	Participants
	Data collection
	Data analysis
	Rigor
	Ethical considerations

	Results
	Involvement is mainly initiated by residents and informal caregivers
	Involvement initiated by healthcare professionals is mainly reactive and unstructured
	Fragmentation of healthcare professionals’ responsibilities towards involvement is based on unspoken but mutual agreement
	Healthcare professional’s perception of resident’s and informal caregiver’s desires and capabilities as a potential driver or barrier for resident and informal caregiver involvement
	Individual role perception of the healthcare professional as a driver or barrier for resident and informal caregiver involvement
	Need for organizational control, qualitative and safe use of medication as barriers for increasing resident’s and informal caregiver’s autonomy

	Discussion
	Main findings
	Implications
	Strengths and limitations

	Conclusion
	Acknowledgements
	References


