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Abstract

Background: Portugal has a Dementia Strategy that endorses care coordination in the commu-
nity, but the strategy is not implemented despite there being a network of multidisciplinary
primary care clinics that could support it. Recent research into barriers to dementia manage-
ment in primary care has focused essentially on general practitioners’ (GPs) factors and
perspectives. A comprehensive triangulated view on the barriers to dementia management
emphasising teamwork is missing. Aim: To explore the barriers to the implementation of
the Portuguese Dementia Strategy by primary care teams, from the perspectives of service users
and professionals. Methods: Purposive sampling was used to recruit 10 GPs, 8 practice nurses,
4 social workers, 8 people with dementia and 10 family carers from 6 practices in different social
contexts within the Lisbon metropolitan area. The analytical framework combined codes
derived from the transcripts with codes from the available literature. Themes focused on the
access to professionals/community services, care coordination within healthcare teams, and
between health and community services. Findings: Several system barriers were identified
(undefined roles/coordination within teams, time constraints, insufficient signposting to com-
munity services) along with individual barriers (limited competence in dementia, unrecognised
autonomy, limited views on social health and quality of life (QoL)), hindering users access to
dementia services. Conclusion: Enhanced competence in dementia, and nurse-led systematic
care of people with dementia and their carers, are necessary. They can be effective in improving
the QoL in dementia, but only if associated with better community support.

Background

As the numbers of people with dementia increase, it is unlikely that the current specialist care
model will be able to meet their needs. This model is not affordable and does not facilitate con-
tinuing care, holistic management of or care coordination for complex multi-morbidities; these
are core functions of primary healthcare (Prince et al., 2016).

Currently, there is no cure for dementia, and the goals for clinical care depend on the stage of
the disease. Early on, they may focus on maximising function in daily activities and promoting
social activities. At least this should be so, according to the recent focus on ‘social health’ in
dementia (Droes et al., 2016). However, in later stages of dementia, the goals may shift to
addressing behavioural and psychological symptoms and reducing carer burden. As with other
chronic diseases, assessing quality of life (QoL) in dementia is a core task. A metasynthesis of
qualitative research identified four relevant determinants (relationships, agency in everyday life,
a wellness perspective and a sense of place); the experience of connectedness or disconnected-
ness within each factor influences the QoL of people with dementia (O’Rourke et al., 2015).

Worldwide, dementia is under-managed in primary care (Prince et al., 2016). Three system-
atic reviews highlight the complex and multifactorial barriers to dementia management (Koch &
Iliffe, 2010; Aminzadeh et al., 2012; Mansfield et al., 2018): people with dementia factors
(e.g., non-compliance with care and medication), general practitioner (GP) factors (e.g., lack
of knowledge about dementia, unfamiliarity with support services) and system factors (e.g., time
constrains; limited availability of support services, and care coordination).

In Portugal, every person has access, in principle, to primary care services within the National
Health Service (where GPs control access to secondary care). GPs are considered pivotal health
professionals although there is a variable shortage of them, regionally (Gongalves-Pereira &
Leuschner, 2019). In recent years, a new organisation has been introduced in primary care:
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Figure 1. Overview of primary care organisation.

family health units consisting of multidisciplinary teams (GPs,
practice nurses (PNs) and administrative staff) with a variable
payment based on capitation and professional performance. The
current list of indicators that measure professional performance
does not include dementia (Servigos Partilhados Ministério da
Saude, 2021).These units coexist with the traditional health
centres, constituting groups of primary care centres, a significant
number of them in metropolitan Lisbon (Barros et al., 2011)
(Figure 1). The multidisciplinary teams, considered the core teams,
are supported by an extended team (e.g., social workers, psychol-
ogists) (Barros ef al., 2011).

The area of expertise of the elements of extended teams varies
geographically and can comprise social work, psychology, occupa-
tional therapy and physiotherapy. However, the ratio between
these professionals and the population registered is sometimes very
low (e.g., occupational therapists 1:74 126 in one group of primary
care centres in Lisbon metropolitan area) (Servicos Partilhados
Ministério da Saude, 2021). Although this new model allows for
the structural organisation of the teams, it still falls short of their
functional organisation [i.e., team members having explicit
functions to achieve a common goal (Bower & Sibbald, 2005)].
In fact, the involvement of PNs in chronic disease management
was proposed in 2014 and is still not fully implemented, being
in place only for diabetes and hypertension. Other constraints
on PNs’ involvement in dementia care are related to insufficient
dementia training, and their relative scarcity compared with other
EU countries (OECD, 2020). On the whole, concerning dementia
management in Portuguese primary care, there are important flaws
that should be better characterised. On the whole, concerning
dementia management in Portuguese primary care, there are
important flaws that should be better characterised. Some concern
poor liaison with specialised neurology and psychiatry services
and insufficient support to primary care (Balsinha et al., 2019;
Gongalves-Pereira & Leuschner, 2019).

National dementia strategies in Europe emphasise the role of
GPs in detecting new cases of dementia and maintaining the
general health of the people with dementia; however, their role
in diagnosis, initiating anti-dementia drugs and providing social
support is more controversial (Koch & Iliffe, 2010). The
Portuguese Dementia Strategy which was published only
in 2018 (Health Strategy in Dementia, 2018) has yet to be
implemented, in part due to the present COVID-19 pandemic
constraints. Although indicators were to be defined in regional
dementia plans, the strategy outlines different areas of interven-
tion for primary care (Box 1). However, current dementia care
pathways in primary care still have a long way to go. Social
support for people with dementia is limited, being mostly
provided at day care centres that are not specific for dementia,
and at home by assistance with basic activities of daily
living. Respite services are only available by referral (Balsinha
et al., 2019).

In an earlier publications (Balsinha et al., 2021), we explored
the role of GPs in dementia care in Portugal and found that
GPs contributed little, working alone despite being members of
multidisciplinary teams. The provision of dementia care by PNs
has been explored in the literature; a recent systematic review
identified its potential benefits (e.g., increased patient accessibility
to PNs, early recognition and management of cognitive changes,
better care management) as well as limitations (e.g., lack of defini-
tion of PN roles, inadequate dementia training, time constraints
and poor communication with GPs) (Gibson et al., 2020).

Despite team-based care being a feature of high-performing
primary care (Bodenheimer et al., 2014), previous research on
the barriers to dementia management in primary care has
focused essentially on GPs’ factors (Aminzadeh et al., 2012) and
perspectives (Koch & Iliffe, 2010; Aminzadeh et al, 2012).
In our understanding, a comprehensive triangulated view of bar-
riers to dementia management focusing on teamwork is missing.
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Table 1. Interviews’ topic guide

Social

GPs PNs  workers Patients  Carers
Introductory questions X X X X X
Biographical X X X X X
information
Access to professionals/ X X X X X
community services
Role in dementia X X X
QoL determinants in X X X X X
dementia
Care coordination X X X X
within healthcare teams
Care coordination X X X X

health-social services

GPs - general practitioners; PNs - practice nurses; QoL - quality of life.

This could inform future strategies in countries with health
systems similar to that of Portugal.

The aim of this study is to explore the obstacles and barriers to
the implementation of the Portuguese Dementia Strategy by
primary care teams, from the perspectives of service users and
professionals.

Methods
Design

A qualitative approach was adopted to obtain an in-depth
understanding of dementia care (Britten, 2006). Semi-structured
face-to-face interviews were conducted. The interview guides drew
on available literature (Fortinsky, 2001; Wensing et al., 2009;
WHO, 2010, Dreier-Wolfgramm et al., 2017) and were adapted
for the different sets of participants (see Table 1).

Ten pilot interviews (two with each type of participants) were
conducted, resulting in minor adaptations to the interview guide
(rephrasing a few questions and adding prompts to clarify the
answers). Interviews were informal in style, enabling specific issues
to be explored as and when they arose (Creswell, 2014).

Setting

As in our previous studies (Balsinha et al., 2021), four groups of
primary care centres within the Lisbon metropolitan area were
selected to reflect different socio-economic characteristics.

Sampling

A contact person (GP) in each family health unit recruited the GPs.
Purposive sampling was used to recruit participants (Ritchie et al.,
2003a). The GPs’ inclusion criterion was that they provided regular
care to people with dementia. The GP sample comprised both gen-
ders and different durations of clinical experience. PNs belonged to
the same core team as the GPs. Social workers were recruited with-
out any specific criteria given their reduced number in each group
of primary care centres. People with dementia were recruited by
their GPs, if they had a dementia diagnosis according to ICD-10
DCR (WHO, 2004) and could give informed consent. A purposive
sample of people with dementia included both genders, individuals
at different stages of dementia and with different types of kinship

with their carers. All carers were family members. The sample size
needed was estimated to be 10-12 participants per group, using
Guest et al.’s methods (Guest et al., 2006).

Data collection

Data saturation criteria were based on an initial analysis of eight
interviews with each group and on a stopping criterion of two
interviews where no new ideas would emerge (Francis et al,
2009). These criteria were met at the sixth interview with people
with dementia and tenth interview with carers. In the case of
GPs and PN, only in the last interview did new ideas fail to emerge.
The criteria were not met in the social workers’ group.

A total of 40 participants were interviewed: 10 GPs, 8 PN,
4 social workers, 8 people with dementia and 10 carers. Severity
of dementia was assessed with the Clinical Dementia Rating
(CDR) (Morris, 1993). Two of the 10 people with dementia had
advanced dementia and were not able to be interviewed. Three
participants had difficulty recalling the care received; therefore,
we focused the interview on their subjective experiences
(Wilkinson, 2005). The interviews with people with dementia
and their carers took place in their homes, and with professionals
at their practices. Interviewing was completed before the onset of
the COVID-19 pandemic, between March 2018 and May 2019.

Interviews lasted around 40 min and were digitally recorded.
Transcriptions were done before the next interview, allowing for
new ideas to be explored and discussed by the interviewers
(Creswell, 2014). The accuracy of the transcripts was checked by
the primary author.

Data analysis

The framework approach (Ritchie et al, 2003b) and data triangu-
lation were core components of the data analysis. All transcripts
were coded by two researchers. Using NVivo 12°, the content of
three transcripts was initially examined and the codes generated
were grouped into categories. The initial analytical framework
drew on these categories and was used to code 15 interviews
(3 per group of participants) by 2 of the authors, independently.
An analytical framework with six themes was then developed
and applied to each transcript, and differences were resolved by
discussion.

Ethics

Ethics approval was granted by the ARSLVT Research Ethics
Committee n° 067/CES/INV/2017, and NOVA Medical School
Ethics Committee n° 28/2017CEFCM, and written informed
consent was obtained from each participant.

Findings

The characteristics of participants are summarised in Table 2.
Four major themes and three subthemes were identified and are
summarised in Figure 2.

Limited access to services/professionals

Most participants considered accessibility to be a fundamental fea-
ture in primary care; however, they identified several barriers for
patients with dementia and their families to accessing primary care
and community services (e.g., home care, day centres).

Downloaded from https://www.cambridge.org/core. Universidade Nova de Lisboa, on 08 Mar 2022 at 11:53:46, subject to the Cambridge Core terms of use, available at
https://www.cambridge.org/core/terms. https://doi.org/10.1017/51463423621000876


https://www.cambridge.org/core/terms
https://doi.org/10.1017/S1463423621000876
https://www.cambridge.org/core

Table 2. Group characteristics (n =41)

General practitioner (n = 10)

Age, years, median (min-max) 50 (31-64)
Sex, female, n 6
Specific postgraduate education in dementia / 0/0
ageing, n

Years since medical school, median (min-max) 25 (7-41)
Number of people with dementia per GP, median 12 (5-18)
(min-max)

List size per GP, mean (SD) 1850 (98)
Practice nurse (n=7)

Age, years, median (min-max) 45 (34-58)
Sex, female, n 7
Specific postgraduate education in 1/1
dementia/ageing, n

Years since nursing school, median (min-max) 24 (12-35)
Social worker (n=4)

Age, years, median (min-max) 47 (38-58)
Sex, female, n 4
People with dementia (n = 10)

Age, years, median (min-max) 78 (71-84)
Sex, female, n 7
Education, years, median (min-max) 3,5 (0-11)
Living together with carer, n 7
Years with dementia since the diagnosis, 3(1-9)
median (min-max)

Dementia type, n

Alzheimer’s disease 6
Vascular dementia 1
Mixed dementia 1
Fronto-temporal dementia 1
Lewy body dementia 1
CDR category 1/2/3, n 7/1/2
Having specialist consultations (neurology, 8
psychiatry) for dementia, n

Receiving support services on behalf of 5(3-2)
dementia, n (CDR category 1/2-3)

Time with current GP, years, median (min-max) 10 (1-20)
Carer (n=10)

Age, years, median (min-max) 61 (44-87)
Sex, female, n 7
Education, years, median (min-max) 8 (2-17)
Type of relationship with people with dementia 5/5
(spouse/child, n)

Dyad has the same GP, n 7
Time with current GP, years, median (min-max) 10 (1-20)

Conceicao Balsinha et al.

Undefined roles and coordination within primary care teams
All GPs and PN reported that neither their roles nor coordination
within the teams were well defined, which might lead to a
dismissive attitude among professionals which could limit access
to services, as this GP explained.

We are less involved [in dementia] than in other diseases in which we know
our role. It’s difficult to coordinate with the nurse, because it’s not defined
as it is for example for diabetes . . . and altogether this makes us dismissive.
(...) Access would be better if there were consultations with nurses. GP5

In fact, most GPs and PNs explained that PNs would only know
these patients if they had other chronic conditions.

I'm aware of some patients with dementia, but only those I follow for
diabetes or hypertension. PN8

Otherwise, they would provide support for functional
dependency only in the advanced stages of dementia.

When they become very dependent, that’s when we visit them. PN7

Only one PN stated that planned coordination within core
teams was necessary, similar to other chronic conditions.

We should have definite functions with these patients, as we have with the
diabetics. Following them from the beginning of their illness. PN4

Other PNs took a different view; working together with GPs
allowed informal coordination on an as-needed basis.

We don’t have a defined role! I'll go to the GP and say ‘Doctor, I think this
lady is becoming forgetful ... there’s something wrong with her!” There is
this informality discussing these cases. PN1

None of the social workers questioned their role, but they reported
limitations in coordinating with core teams because they were too
few to be engaged with each team.

We don’t belong to the core teams ( . . . ) it’s difficult to be far from the fam-
ily health units, but we are very few, so it wouldn’t be possible anyway. SW4

Conversely, all social workers considered the coordination with
community services to be good, reporting joint home visits and
participation in work groups.

(...) we often do home visits together [with social workers from commu-
nity services] to assess the situations. SW3

None of the people with dementia referred to professionals other
than GPs; some mentioned PNs regarding flu vaccination.
Similarly, carers denied any patient interactions with primary
care professionals regarding dementia, other than the GP, with
the exception of two carers of patients with advanced dementia
whom the nurses assisted regarding functional dependence.

the nurses came here a few times with the GP and told us how we should
have our home adapted for this condition (...) C009

Time constraints

Some GPs reported having difficulty scheduling patients in gen-
eral, and most of them reported that consultation time was insuf-
ficient. They explained that people with dementia needed
assistance with other chronic conditions, their physical examina-
tion was more challenging, and that carers presented their own
problems.

(...) time is short because these patients are not alone in the consultation
and basically there are almost two consultations in one. .. although often
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Figure 2. Thematic map.

the patient says little, they still have other conditions to be man-
aged(...) GP10

(...) usually adults are able to report their symptoms, but with these
patients, we have to pay attention to the physical examination. GP6

A few GPs believed that PNs played an important role in assess-
ing and supporting the carers; however, most nurses denied having
time for those tasks. Most often they only provide essential care to
people with dementia and carers in intercurrent illnesses and
advanced stages. Some PNs regretted this because they felt they
should have a role in carers’ psychoeducation.

If we had more time ... we’re supposed to teach the families, but we’re
always in a rush, we don’t have enough time. ...PN4

None of the carers reported that the duration of consultations
with GPs was insufficient; on the contrary, most of them perceived
consultations to be longer than the standard 15-20 min.

The other day the GP was with us for almost an hour. C9

Insufficient signposting to community services
Most professionals acknowledged the importance of advising
carers about community services. However, two factors contrib-
uted to insufficient signposting: lack of social workers and inad-
equacy or limited availability of those services.

Most GPs felt that signposting to community services was not
their function but a task for social workers. Some of them did not
know which services were available and did not have enough time
to get that information. They usually referred carers to social work-
ers or to PNs when social workers were not available.

When social services are needed, it all becomes complicated. We only have
one social worker and that’s not enough. I don’t have time to get to know all
the services and . .. honestly, it’s not my job! It turns out to be the nurse
who signposts community services. . . GP5

I often do the social worker’s job! I briefly signpost the services, and
carers do the rest... PN6

. Subthemes

We have a social worker one afternoon per week, for a population of 17 000,
it’s just not enough. GP7

Moreover, most professionals considered that community ser-
vices were very few or of limited capacity. They focused on day care
centres highlighting their inadequacy for many people with
dementia, their strict opening hours, and the lack of a transport
service.

There should be day centres adapted for dementia. But there are other
problems too... In some places there’s no transportation. If the carer is
working till late, who will pick them up at 5 pm? SW2

Some professionals also reported respite care to be insufficient,
which might lead to abuse or neglect.

In some cases, these services are urgently needed when there is a risk of
neglecting the patient (...) carers are often at their limit, cannot endure
it any longer. PN7

None of the carers recalled having met any social
worker throughout the referral process. All reported having
directly addressed the community services, but some felt lost in
the process.

We should’ve been instructed at the family health unit, we had to find the
services on our own (...) C8

Limited competence in dementia

Some professionals highlighted the need to gain competence in
dementia care.

Some GPs attributed their own difficulties regarding
dementia treatment to the overall limitations of Medicine in this
field. Potential for clinical intervention in dementia was
underestimated.

It’s hard not to be able to do much for these patients . . . this is probably one
of the great frustrations of medicine in general, right? GP3
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For other GPs, having a colleague with a higher level of expertise
in dementia could partly overcome the difficulties of speaking
directly to specialists.

It would be very important to have someone in family health units who
knew a lot about dementia . .. it’s difficult to reach the hospital ... GP2

Some PN disclosed the negative impact of their lack of com-
petence in dementia on themselves (even their self-esteem) and
on the quality of care delivered.

... families often want answers and we sometimes don’t know what to say
(...)and we think ‘what could we have done? We didn’t do anything!’. ..
and we feel a little frustrated. PN4

A few people with dementia were unsure regarding their GP’s
ability to help them with cognitive decline.

[the GP] seems to help me, but maybe I needed another help for memory
problems, another doctor. .. I don’t know... P7

In line with the professionals, one carer stated that primary care
staff needed to be more competent in supporting them.

There should be someone more knowledgeable in how to help families,
at the health centre (...) The things I know, came from internet
searches ... C2

Unrecognised autonomy

Some GPs acknowledge the impact of the person with dementia’s
declining autonomy on care delivery. A few reported being some-
times difficult to have a person-centred attitude in consultations;
their uncertainties about patients’ cognitive abilities, associated
with a carer’s dominant attitude, might erode the autonomy of
people with dementia.

When I see the patient, with the spouse or a child, and it’s difficult to iden-
tify the stage of dementia, I end up addressing only the carer ... Or when
I first address the patient and then the carer immediately contradicts them,
I'shift my focus to the carer . . . Ifeel that the patient is only a bystander and
that bothers me ...GP10

Conversely, one GP took the view that long-standing relation-
ships with people with dementia and their families made it possible
to respect wishes of people with dementia even in advanced stages
of disease.

When we accompany these people to the end of their lives, we can
work with the families in order to preserve the values and wishes of their
relative. GP4

A few professionals and half of the carers attributed some of the
people with dementia’s attitudes not to their expression of a will
but to mere ‘stubbornness’.

The son worries about her, but she doesn’t want to go to the day centre. ..
she doesn’t want this, she doesn’t want that, she doesn’t want anything!
She’s very stubborn! SW1

He’s stubborn, he only does what he wants. If his wife doesn’t stop him,
it’s complicated. GP1

The problem is when they don’t want to be helped: when they resist
doing the things they should, they’re like children ... C5

Conversely, most people with dementia expressed great satis-
faction with their ability to make their own decisions. One person
explained the importance of having someone who admired their
decisiveness.

T have a friend, at the day centre, who likes me alot ... she is everything to
me. She thinks I'm determined and that I know what I like and what I
want... P5

Conceicao Balsinha et al.

Limited views on social health and QoL

The views of most professionals on people with dementia’s QoL
were limited to having a family that would keep them safe and sup-
port them in their daily activities. Only a few, like GP6, considered
it important for people with dementia to have a meaningful
occupation and maintain social relationships.

Food and hygiene care must be ensured. (...) Social inclusion is also
crucial, as is keeping them occupied with things meaningful to them. GP6

Most of the people with dementia highlighted the importance of
social relations but few socialised regularly with friends or
neighbours.

(...) and then I have breakfast with a group of friends ... knowing that
I'm going to meet with them helps me to get out of bed. P7

Discussion
Summary

This study describes the experiences of primary care teams and
their users regarding barriers to dementia care, in a country with-
out an operationalised Dementia Strategy but where teamwork in
primary care should be normal practice. Our findings suggest that
the teams lacked a defined role in dementia care, and the users had
limited access to dementia services because of several system and
individual barriers.

The roles of GPs and PNs were undefined, and their
coordination of care for people with dementia was limited, relying
on co-location. As a result, some GPs seemed to be unaware of the
PN’ tasks and most participants suggested that GPs were alone in
providing care to people with dementia. Surprisingly, most
professionals did not seem to attach importance to formal
coordination within teams. The lack of social workers and the
inadequate community services for people with dementia explain
the limited access to those services.

We have also identified individual barriers to dementia care.
Some professionals claimed a lack of knowledge about dementia
and few relevant skills. Most professionals and carers have a limited
view of the QoL and autonomy of people with dementia.

Strengths and limitations

To the best of our knowledge, this is the first study examining the
barriers to dementia management in multidisciplinary primary
care teams from the perspectives of team members and service
users. The coding and analysis were performed by two authors with
experience in consultations with dementia dyads, which could
improve their reflexivity. The analytical framework allowed for a
combination of inductive and deductive analysis.

There were some limitations. The sample of social workers
was limited, but we were able to recruit a social worker in each
of the four groups of primary care centres. Our results are not
necessarily transferable to other settings; however, primary care
teams were drawn from different social settings and at least in
Portugal, they could be considered as typical of urban commun-
ities and services. Additionally, the Portuguese primary care
system is similar to those of other European countries, for exam-
ple, UK and the Netherlands (Kringos et al., 2015). Purposive
sampling may have introduced bias (e.g., people with dementia
nominated by their GPs may have better doctor-patient
relationships).
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Comparison with existing literature

Our findings suggest that teamwork concerning the needs of
people with dementia and their family carers was restricted, which
is consistent with previous research (Hinton ef al., 2007; Mansfield
et al., 2018). The members of the core teams in our study did not
have explicit functions regarding dementia care, a central feature of
team-working (Bower & Sibbald, 2005). This was particularly
evident in the case of PNs, who mostly delivered opportunistic
care, despite previous research suggesting that PNs’ systematic
involvement in dementia care can improve assessment, screening,
and counselling (Jennings et al., 2016). Previous research suggested
that national regulations may affect GPs engagement in dementia
care (Petrazzuoli et al, 2017). The fact that publication of a
Dementia Strategy was late in Portugal, when compared to other
European countries, and the current delay in its implementation,
can negatively affect the involvement of GPs and PNs in providing
specific care in dementia.

This study findings suggest that both GPs and PNs perceive
time constraints as a barrier to providing care to their patients with
dementia and having a role in carers’ psychoeducation, respec-
tively. Our analysis of the interviews supported and extended
previous research that had identified time constraints as a barrier
to the management of dementia by GPs (Koch & lliffe, 2010;
Aminzadeh et al., 2012; Mansfield et al., 2018).

Our findings also support others showing that GPs do not sign-
post to community services (Hinton et al, 2007; Pathak &
Montgomery, 2015; Foley et al., 2017) and are not familiar with
them (Pathak & Montgomery, 2015). Despite our finding that
PNs would take up the signposting role, they had not received this
information from the primary care team. Although it is debatable
whether this task belongs to GPs, previous research suggests that
people with dementia and their family carers expect to get
this information from their family doctor (Foley et al., 2017).
Finally, the poor signposting of community services may be due
to the limited supply of dementia-specific services. Best practice
recommendations to improve access to and use of home care
services or day care are far from being followed in Portugal,
as elsewhere (Stephan et al., 2018; Rosvik et al., 2020).

The Interdem consensus on social health and dementia
advocates helping people with dementia to manage life despite
the disease (Drdes et al., 2016); however, our findings suggest that
professionals and carers were challenged by the agency of people
with dementia. Moreover, most professionals did not recognise the
broader QoL and psychosocial needs of their patients, which is also
consistent with previous research (Aminzadeh et al., 2012). These
negative attitudes may stem from deficits in knowledge, from
biased observation of people living with dementia (Gerritsen et al.,
2018), and from the need to balance safety versus autonomy
(Behrman et al., 2017; Stephan et al., 2018). Importantly, these
attitudes contrasted with people with dementia’s appreciation of
their agency and relationships, as other studies highlighted
(O’Rourke et al., 2015). Primary care services could have an impor-
tant role in the development of social health in dementia, but this
would call for profound attitudinal changes (Gongalves-Pereira
et al., 2021).

Implications for research, policy and practice

This research has identified obstacles to implementation of
Portugal’s Dementia Strategy in primary care. Our results suggest
that primary care teams need to extend their functional organisa-
tion to dementia care provision, for example, team members

having explicit functions to achieve a common goal (Bower &
Sibbald, 2005). This could be crucial to improve, for instance,
post-diagnostic support (Siva, 2021). Additionally, the extended
teams must include a workforce from different disciplines
(e.g., social workers, neuropsychologists, psychologists, and occu-
pational therapists) in adequate number to deliver person-centred
tailored care to people with dementia and their families.

The lack of community support for people with dementia cre-
ates another obstacle to policy implementation. In fact, previous
research has highlighted the relevance of psychosocial needs
among people with dementia in Portugal (Gongalves-Pereira et al.,
2019). Re-designing the primary care teams may not improve
per se the QoL of many people with dementia and their carers.
This would call for community interventions in the form of social
work guidance, home care, and re-location to more supportive
environments.

To test our hypothesis, an implementation study is needed, with
investment in community resources as the primary intervention,
and promotion of dementia pathways in primary care being a
supplementary intervention.
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