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Abstract
Dementia is a disabling, highly prevalent con-
dition in older age. Complexities related to 
dementia care challenge the existing models of 
health and social services. Although for most 
people in Western Europe the first contact point 
for health-related concerns is a general practi-
tioner, the role of primary care physicians and 
primary care teams regarding older people with 
dementia needs clarification. Primary care has 
much to offer to older people with dementia 
and their informal, family carers, but several 

challenges still need to be addressed. Given that 
the perspectives of people with dementia, their 
carers and staff regarding the role of primary 
care in dementia may share several points, it 
seems possible to define priority areas for inter-
vention. Despite a growing number of studies 
on dementia care delivery in primary care, 
interventions addressing a wide range of impor-
tant outcomes in dementia (e.g. falls, frailty) 
are overlooked in the research agenda; this 
probably hinders the quality of health care pro-
vided. At the end of the chapter, we finally dis-
cuss how current knowledge on dementia care 
fits into the Portuguese health and social care 
systems, as a case study example.

Abbreviations

BPSD Behavioural and psychological symp-
toms of dementia

PCP Primary care physicians
PwD People with dementia, or person with 

dementia
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Key Points
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primary care teams regarding older peo-
ple with dementia still needs 
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23.1  Introduction

Our world faces continuous growth in ageing 
populations. In 2015, the population aged 
65 years or older represented 7% or more of the 
total in many countries [1] and 18.9% of the pop-
ulation in the European Union [2]. These demo-
graphic changes are leading to a number of 
challenges for health and social care systems.

A great number of these challenges depend to 
a large extent on the health profile of the older 
population, but gaining knowledge of these 
health profiles has proved challenging, and evi-
dence regarding future health trends is conflict-
ing [3]. According to the OECD publication 
‘Health at a Glance 2017’ [4], 51% of all over- 
65s on average across 26 European countries in 
2015 reported that they were limited either to 
some extent or severely in their usual daily activi-
ties because of a health problem. Predicting the 
future prevalence of disability in the older popu-
lation is the cornerstone of this debate. Population 
ageing and the greater longevity of individuals 
will lead to increasing numbers of people at older 
ages with disability and in need of long-term care 
[5]. On the other hand, a compression of morbid-
ity (a shorter period of illness before death) in the 
future [6] will probably lead to a greater propor-
tion of years lived without disability in older age.

One of the disabling conditions with a high 
prevalence in older age is dementia, broadly 
defined as loss of memory and problems in other 
cognitive functions causing impairment in every-
day activities. Among chronic diseases, dementia 
is the fourth leading cause of burden of disease 
(DALYs) in high-income countries and is one of 
the major causes of disability and dependency 
among older people worldwide and therefore 
considered a public health priority [7]. It has 
extensive health consequences for the patients 
and their carers and a high financial impact on the 
patient, his family and society [8]. Although the 
incidence of dementia may be declining in some 
countries due to cardiovascular risk reduction 
and improved brain health [9, 10], dementia 
remains only partially preventable and is not a 
reversible condition in the great majority of 
cases. This puts pressure on health and social ser-
vices to find solutions in order to deal with an 
increasing number of related challenges.

For most people in Western Europe, the first 
point of contact for health-related concerns is a 
primary care provider, most often a primary care 
physician (PCP). As a result, the quality of 
dementia health care that is delivered in primary 
care has been under scrutiny for decades. In 
1996, Downs [11] wrote an editorial review in 
which she described the role that PCPs and pri-
mary care teams could play in dementia care and 
the difficulties they were facing and provided 
suggestions for supporting PCPs and primary 
care teams in dementia care delivery. Surprisingly, 
or not, those are the same issues that we are still 
debating today. It seems that primary care has 
been struggling to fulfil the expectations of 
health-care systems regarding dementia care in 
several countries for more than 25 years. It is not 
possible to discuss dementia care delivery in pri-
mary care without trying to frame it within a 
wider context that considers the interfaces 
between society and health care and health-care 
policies and health-care delivery (Fig. 23.1).

In this chapter, we will first review the role of 
primary care physicians and primary care teams 
in managing dementia. Secondly, we will explore 
the main challenges related to dementia care 
delivery for older people in primary care. Thirdly, 

• There are several challenges related to 
dementia care delivery for older people 
in primary care.

• The perspectives of people with demen-
tia, their carers and staff regarding 
dementia care in primary care may have 
several common points.

• Interventions that could improve the 
quality of care for older people with 
dementia in primary care are overlooked 
in research.

• Primary care has much to offer to older 
people with dementia and their carers.

• How current knowledge on dementia 
care fits into the Portuguese health and 
social care systems.
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Fig. 23.1 Integrative model of interfaces that condition dementia care delivery in primary care. PC primary care, PCP 
primary care physicians, PwD people with dementia

we will explore the perspectives of people with 
dementia, their carers and health professionals on 
dementia care in primary care. Here we will try 
to define common ground and discrepancies, try-
ing to pave the way for any possible interven-
tions. Fourthly, we will review interventions that 
have been tested to improve the quality of care 
for older people with dementia in primary care. 
Fifthly, we will discuss what primary care has to 
offer to older people with dementia and their car-
ers, considering the salience of specialist1 ser-
vices and prevailing ways of thinking about 
illness. Finally, we will discuss how current 
knowledge on dementia care fits into the 
Portuguese health and social care systems.

1 In some countries (e.g. Germany, the UK), PCPs are not 
considered specialists. Therefore, in this chapter we will 
refer to ‘specialists’ meaning neurologists and psychia-
trists (and geriatricians, in some countries) in charge of 
people with dementia, regardless of setting (public or pri-
vate practice, hospital settings or not).

23.2  What Is the Role of Primary 
Care Physicians 
and the Primary Care Team 
in Managing Dementia?

The role of PCPs in health care, as defined by the 
World Organization of Family Doctors [12], is 
clear: to ‘care for the individual within the con-
text of the family, for the family within the con-
text of the community, and for the community in 
the context of public health (…) for providing 
comprehensive and continuing, person-centred 
care (…), and in helping coordinate and integrate 
care’ (p. 42). In addition, PCPs and other primary 
care professionals provide first contact to every 
person seeking health care and advice. Although 
this role applies to dementia care delivery, the 
roles and responsibilities of primary care provid-
ers with respect to dementia care have generally 
not been explicitly defined [13].

Despite the lack of definition of the PCP 
role in dementia care, it is expected that these 
care providers assume a wide range of respon-
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sibilities, such as ensuring early detection of 
dementia and diagnosis [14–18], initiating and 
managing pharmacological treatment [16, 19], 
providing ongoing support to the patients and 
their carers through the different stages of the 
disease [16–18], being able to assist in diffi-
cult decisions (e.g. medico-legal issues, driv-
ing) [16, 20–22] and having a central and 
coordinating role in collaborative care models 
[16, 17].

In each of the national dementia strategies of 
14 European countries (UK, Norway, Finland, 
Netherlands, Denmark, Italy, Greece, Spain, 
Croatia, Bulgaria, Slovenia, Czech Republic, 
Switzerland, Belgium), the role of PCPs with 
respect to dementia is also mentioned [23]. The 
most well-established task is detecting new 
cases of dementia and maintaining the general 
health and safety of the patient, while the role in 
diagnosing dementia, initiating anti-dementia 
drugs and providing social support is more con-
troversial. A recent EU-JPND study involving 
eight countries (Actifcare, i.e. ACcess to TImely 
Formal Care, www.actifcare.eu) focused on the 
access to and use of community care services 
for home-dwelling people with dementia (PwD) 
and their carers and issued best practice recom-
mendations that also concerned the role of PCPs 
[24]. These professionals should have more 
knowledge and provide information about avail-
able community care services, have specific 
training to make timely diagnoses of dementia 
and to recognize the need of advanced diagnos-
tic assessments (e.g. dementia subtypes) and 
have a comprehensive overview of the situation 
of the PwD. These recommendations also high-
light the need for a well-defined pathway for 
PCPs’ referrals regarding treatment of urgent 
cases and the need for PwD and their carers hav-
ing a named contact person (e.g. PCP, case man-
ager). These Actifcare best practice 
recommendations have been discussed taking 
into account each country’s particular circum-
stances. The definition and roles of this ‘contact 
person’, along with implementation issues, are 
motivating an ongoing debate and generating 
further research questions within the 
consortium.

23.3  What Are the Main 
Challenges Related 
to Dementia Care Delivery 
for Older People in Primary 
Care?

The numerous challenges related to dementia 
care delivery for older people in primary care can 
be attributed to difficulties in drawing the line 
between the effects of ageing and those of the 
disease, as well as to the wide scope of action of 
primary care.

23.3.1  Primary Care Physicians  
Find It Difficult to Recognise 
Dementia

Underdiagnosis of dementia by PCPs has been 
identified as an important shortcoming in several 
countries [25–28]. A systematic review [29] of 
studies assessing the ability of PCPs to recognize 
dementia found that PCPs typically identify three 
out of four PwD but have more difficulties in the 
early stages (one out of two people with mild 
dementia) and record the correct diagnosis in 
medical notes infrequently.

A systematic review [30] of quantitative and 
qualitative studies on barriers to the recognition 
of dementia in primary care found factors related 
to physicians (diagnostic uncertainty or insuffi-
cient knowledge or experience disclosing the 
diagnosis, stigma attached to dementia and thera-
peutic nihilism), factors related to the patient or 
society (stigma and delayed presentation) and 
factors related to the health system (time con-
straints, lack of support and financial or remu-
neration issues). Dodd et  al. [31] argued that 
PCPs’ lack of confidence in making independent 
dementia diagnoses seems to be a major barrier 
to dementia diagnosis in primary care. In order to 
avoid inappropriate diagnoses, PCPs reported a 
modal average of four consultations with patients 
and their relatives before they make a 
conclusion.

It is important to acknowledge that there are 
different factors shaping PCPs’ ability to diag-
nose dementia. The process of diagnosis and 
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decision-making is not a linear one; instead it has 
been described in primary care as a three-step 
process [32]: (1) generating a list of diagnostic 
hypotheses, given the problem presented by the 
patient; (2) imposing a hierarchy on the list, 
based on the likelihood of each hypothesis; and 
(3) establishing a definite diagnostic conclusion, 
after excluding the hypotheses one by one. 
Dementia (as an overall condition) is not a dis-
ease but a syndrome (a group of symptoms that 
consistently occur together). However, subtypes 
of dementia such as Alzheimer’s disease are 
associated with biomarkers that allow for a dis-
ease diagnosis [10]. Even if a diagnosis of sub-
type is not feasible in primary care, generally 
speaking, different factors pose specific chal-
lenges to PCPs regarding the dementia syndrome 
recognition. Cognitive performance at a defined 
moment of assessment is affected not only by 
normal ageing and education but also by, for 
example, depressive symptoms or stressful cir-
cumstances (like the death of a spouse). Moreover, 
the ability to live independently is also affected 
by physical conditions as well as by social expec-
tations and not always easily ascertained as ful-
filling the criterion for a diagnosis of dementia.

Another widely debated issue is the necessity 
of an early diagnosis [33–35]. The benefits of an 
early recognition of dementia include ending 
uncertainty regarding the cause of symptoms and 
behaviour change, giving access to appropriate 
support, promoting positive coping strategies, 
facilitating planning and developing the process 
of adaptation to the carer role [33, 36, 37]. On the 
other hand, negative consequences of unsup-
ported diagnostic disclosure for PwD and their 
carers have also been identified: risk of causing 
emotional distress, inability of the person with 
dementia to understand and/or retain diagnosis, 
anxiety about increasing disability, negative 
effects on self-esteem and restricted activities 
[36]. In addition, attributing a range of behav-
iours or cognitive changes to dementia may lead 
to under-treatment of other conditions like 
depression [34]. It is important to consider that 
the drawbacks of an early diagnosis may out-
weigh the benefits if people are left with a diag-
nosis but are offered little support [33].

In fact, the focus on ‘early diagnosis’ is being 
overridden by a different emphasis on ‘timely 
diagnosis’, which means ‘communicating a diag-
nosis at a time when the person with dementia 
and their carers will benefit from interventions 
and support’ [38].

23.3.2  Multimorbidity and Frailty 
Are Highly Prevalent in Older 
People with Dementia

Throughout the discussions on the PCPs’ role in 
managing PwD, there is surprisingly little focus 
on the integrated care of physical, mental and 
cognitive co-morbidities, given that most PwD 
have several co-morbidities [39, 40].

Effective provision of chronic health condi-
tion management may be compromised by pre-
vailing views that the chronic disease burden is 
made up of individual diseases that are best 
 managed independently (e.g. establishing a 
national diabetes or dementia strategy). Research 
[41] on co-occurrence of chronic diseases in 
older adults and geriatric syndromes highlighted 
the importance of providing comprehensive care 
to address multimorbidity. Given that the preva-
lence of chronic diseases increases in old age as 
does dementia [42], older PwD will also face the 
challenges of multimorbidity and most probably 
of geriatric syndromes (e.g. falls, urinary inconti-
nence) [39, 40]. In addition, the co-existence of 
dementia and other conditions in older people 
increases the risk of disability and frailty and 
consequently of dependence; thus there will be a 
great diversity of care needs in an aged popula-
tion with dementia [40]. Koroukian et  al. [40] 
examined the prevalence of chronic conditions, 
functional limitations and geriatric syndromes 
across gradients of cognitive impairment in a rep-
resentative sample of the US population aged 
50 years or older. These authors have also defined 
a complex variable consisting of the co- 
occurrence of chronic conditions (minimum 
one), functional limitations and geriatric syn-
dromes. Their findings showed an increased 
prevalence of multimorbidity in individuals with 
higher levels of cognitive impairment, but more 
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interesting the same happened with the preva-
lence of the complex variable.

A recent systematic review [43] on the preva-
lence of frailty identified five studies including 
543 patients with Alzheimer’s disease and pro-
vided a pooled prevalence estimate of 31.9%.

The need to consider and optimize physical 
health in PwD (e.g. nutritional status, risks of 
falls) highlights the importance of a greater 
involvement of primary care in the delivery of 
dementia care [13]. On the other hand, the co- 
morbidities of dementia and their association 
with frailty increase the risk of dependence, 
which leads in turn to the wide variety and com-
plexity of needs for care of PwD.

23.3.3  Older People with Dementia 
Often Have a Large Number 
of Highly Complex Needs

Previous research [44–48] on unmet needs (i.e. 
when a person is not receiving an appropriate 
support in a particular area of their life) have 
shown that they seem to predict important out-
come measures, such as decreased quality of life, 
psychological and behavioural symptoms, insti-
tutionalization and mortality.

The comprehensive interview-based 
Camberwell Assessment of Needs for the Elderly 
[49, 50] has been used to map the needs and 
amount of help (received and needed) of PwD 
living in the community [46, 51]. Miranda- 
Castillo et  al. [46] interviewed 125 PwD, with 
mild/moderate cognitive impairment, and their 
carers. The most frequent unmet needs identified 
by the carers (regarding PwD needs) were day-
time activities (41.1%), company (29.8%), psy-
chological distress (26.6%) and eyesight/hearing 
(20.2%). The most frequently met needs identi-
fied by the carers were memory (94.4%), looking 
after home (87.1%), food (86.2%) and money 
(81.5%). The European Actifcare cohort study 
[51] recruited 451 dyads of PwD and their carers. 
Most of these PwD (78%) had mild dementia and 
exclusion criteria included relying on significant 
amounts of formal care; thus the focus was on the 
intermediate stages of dementia. The most fre-

quently unmet needs identified by the carers were 
daytime activities and company, and the most fre-
quently met needs were looking after home, food, 
memory and money.

A recent systematic mixed studies review [52] 
of studies that identified needs of patient-carer 
dyads found that the most frequently reported 
need was an earlier disclosure of dementia diag-
nosis, followed by needs related to education and 
counselling on the disease. Carers also pointed 
out the need for home support, and patients men-
tioned needs for meaningful activities where they 
could participate in and be assisted in daily 
activities.

Identifying unmet needs could help to identify 
who is at risk of an adverse outcome and to pro-
vide the care needed through tailored 
 interventions. On the other hand, identifying the 
most frequently met needs, and the way they are 
met, could help policymakers to better design 
appropriate responses to support PwD and their 
carers. Evidence [46, 51] suggests that most 
needs are related to social support, highlighting 
the importance of the social model.

Sociology has much to tell us about health and 
illness and especially about chronic conditions, such 
as dementia. Sociology tends to be undervalued in 
medical training; therefore understanding about the 
experience and meaning of an illness eventually 
escapes physicians through the rush of consulta-
tions. Since medical sociology concerns the patient, 
their family and society as a whole, it has special 
relevance for PCPs providing dementia care.

Traditional views of illness put its investiga-
tion and treatment in the domain of medicine and 
the professions allied to medicine. The task of 
helping people to manage the personal and social 
consequences of illness is the domain of the social 
care professions [53]. Therefore, when we look at 
dementia mainly as a medical problem, we feel 
hopeless because it cannot be contained or cured; 
but if we see it as a disability, it can be accommo-
dated into daily life [54]. However, in order to 
foster PwD’s and their carers’ wellbeing, we have 
to frame disability within the social model. The 
social model sees the problem experienced by 
people with disabilities as being the direct product 
of the physical, social and attitudinal environ-
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ments. In the social perspective, the problem is a 
failure of the environment to adjust to the needs 
and desires of people with disabilities. In com-
parison, the medical model sees disability as a 
deviation from biomedical norms of structure and 
function, putting the solution in medical interven-
tion to help the person adjust to their limitations.

The application of medical science cannot be 
ignored, but in the case of PwD, it is necessary to 
bring both the clinical and social perspectives 
together. By doing this, the lack of post- diagnostic 
support will be ameliorated, and many of the 
unmet needs currently identified by PwD and 
carers will be eventually met.

23.3.4  Informal Carers Are Not Only 
a Resource in Dementia Care

People with dementia most often need support 
from informal carers. Many older PwD are cared 
for at home, primarily by spouses and adult chil-
dren [51, 55, 56]. These informal carers are fre-
quently more actively involved in the caregiving 
process than their counterparts caring for patients 
with other illnesses, acting as care coordinators, 
information sources and front-line communica-
tors for their relatives [57] and often being 
involved in medical encounters [58].

The negative consequences of informal care-
giving in dementia have been widely studied, and 
the associated burden, in physical, emotional, 
social or financial terms, is uncontentious [55, 
59, 60]. Cuijpers [61] reviewed the prevalence of 
depressive disorders in dementia caregivers and 
found a range of 15–32% prevalence rates and 
relative risks 2.8–38. A recent meta-analysis [62] 
found that carers of persons with Alzheimer’s 
disease have a higher prevalence of mental health 
disorders, particularly depression and anxiety, as 
compared with the general population and with 
carers of patients with other health conditions. In 
sum, there is a consensus that about 40% of 
dementia caregivers may suffer from clinically 
significant anxiety or depression, while others 
present significant psychological symptoms [63]. 
It has also been acknowledged that taking care of 
an older relative with dementia places a heavy 

burden on the general health of older carers [64]. 
Carers’ somatic problems overall include cardio-
vascular issues and compromised immune func-
tion, with difficulties engaging in health 
behaviours and a higher mortality [55, 59, 60].

It is well established that neuropsychiatric, 
behavioural and psychological symptoms are par-
ticularly linked to carer burden in dementia [55, 65]. 
PCPs need better training in assessing and manag-
ing these behavioural and psychological symptoms 
of dementia (BPSD), but these professionals also 
should have better access to back up speciality ser-
vices (e.g. geropsychiatry, occupational therapy) 
and be reimbursed for time spent on its prevention, 
assessment and management [66]. In conclusion, 
there is a rationale for the involvement of family 
members in clinical assessments of PwD. As infor-
mants, relatives are helpful, often decisive in the 
patient’s evaluation. As informal carers, they may 
deserve to be assessed in their own right (concern-
ing, e.g. psychological distress, ongoing ability to 
provide care). Finally, family dynamics must some-
times be evaluated or addressed; noteworthy, the 
family is seldom considered as a whole system in 
dementia caregiving research. Secondary carers 
may also be at risk and ought to be assessed in many 
situations [65]. The National Institute for Health 
and Care Excellence (NICE) clinical guidelines 
acknowledge that the diagnosis does not affect just 
one person but the whole family system [67].

In countries where PCPs are accountable for 
the whole family system, they are in a privileged 
position for a more comprehensive approach to 
PwD and their carer(s). This enables PCPs to 
‘think family’ by empathically assessing and 
mobilizing family members, facilitating brief and 
simple family interventions [68].

23.3.5  Comprehensive 
and Coordinated Health-Care 
Systems Are Needed 
for Better Provision of Care 
in Dementia

The need for a continued management of such a 
complex condition as dementia in the community 
stresses the importance of a comprehensive and 
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coordinated primary care system. It follows that 
primary care service organization must be 
adapted to the provision of dementia care and 
that primary care professionals must have a good 
enough knowledge about dementia.

In 1998, Starfield identified the four pillars of 
primary care practice, which are still used today 
as a measure of good primary care systems [69, 
70]: first-contact care, continuity over time, com-
prehensiveness and coordination with other parts 
of the health system. First-contact care means 
that primary care is the point of entry into the 
health-care system. Continuity means that 
patients/families have a regular source of care 
over a significant period of time. However, this 
can be extended to incorporate a more compre-
hensive definition of continuity of care, as pro-
vided by the World Health Organization [70]: 
cross-sectional continuity (coherent interven-
tions over the short term both within and among 
teams) and longitudinal continuity (uninterrupted 
series of contacts over the long term). 
Comprehensiveness is the extent to which differ-
ent types of health services are provided (e.g. pre-
ventive, chronic, palliative). Finally, coordination 
involves the integration of all care, making it 
coherent for the individual patient.

More recently, other attributes (e.g. 
population- focused accountabilities for care, 
active patient engagement in care and team-based 
care) have been added to the aforementioned four 
pillars and together characterize high-performing 
primary care [69, 71].

These attributes sound promising in address-
ing the needs of PwD and their carers, although 
there are suggestions that primary care is strug-
gling to keep up with these attributes of high- 
performing care. An integrative review [71] that 
included a broad range of published and grey lit-
erature between 2000 and 2013 identified three 
models of primary care for dementia:

• Carved-out models—they respond to the com-
plexity of dementia care by referring patients 
and their carers to resources outside the prac-
tice (and focus exclusively on dementia care). 
It assumes that most of the needs of carers and 
patients are beyond the capacity of normal pri-

mary care and that the majority of needs need 
care plans built around dementia.

• Co-managed models—they respond to the 
complexity of dementia care by meshing 
external resources into primary care. This 
assumes that the patients require specialized 
attention but acknowledges the centrality of 
the primary care relationship. A robust elec-
tronic communication strategy is vital to 
ensure informational continuity in this model.

• Integrative-hub models—they respond to the 
complexity of dementia care by building 
capacity in primary care teams and 
 incorporating resources to sustain the continu-
ity of the primary care relationship.

The authors concluded that there has been a 
slow penetration of the high-performing primary 
care attributes into primary care delivery in the 
case of dementia. They note that the studies clas-
sified in the integrative-hub category were most 
consistent with providing comprehensive, rela-
tional and whole person-centred care. 
Nevertheless, most approaches described in the 
review still favour the dementia-specific care 
plans and interventions that focus on the coordi-
nation of disease-specific supports and services 
(with varying degrees of connection back to the 
primary care context), placing the disease in the 
foreground and fragmenting dementia care such 
that it fits within the constraints and time- 
compressed nature of primary care.

To our knowledge there has been little research 
on evaluating primary care comprehensiveness of 
dementia care, and the results have been limited 
by the small number of participants [20, 21, 72] 
and by audits to medical records [20, 22]. These 
studies showed an underuse of functional assess-
ment tools and of community support [21], lack 
of home safety assessments [20], lack of atten-
tion to wandering, driving and medicolegal issues 
[20–22], unavailability of dementia-specific ser-
vices [20, 72], lack of attention to carers’ issues 
[21] and lack of registered information about 
signs and symptoms of dementia and treatment 
options [22]. The positive findings were general 
health assessments (vision, hearing, nutritional, 
continence and sleep) being done in 70% of cases 
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[20] and the presence or absence of BPSD and 
cognitive tests’ results being documented in 
30–40% of records [22].

A German national database analysis of phar-
macological prescription showed that PCPs pre-
scribe fewer anti-dementia drugs and more 
neuroleptics when compared with specialists [73].

23.4  Do People with Dementia, 
Their Informal Carers 
and Health Professionals 
Have Different Perspectives 
on Dementia Care Delivery 
in Primary Care?

To better understand the challenges of primary 
care regarding older PwD and their carers, it is 
important to know what their perspectives on 
dementia care delivered in primary care are.

Considering the early stages of the dementia 
diagnosis process, research [31, 74] suggests that 
carers were satisfied with primary care services. 
Nonetheless, some carers found the PCP reluc-
tant to give a diagnosis, and many felt that their 
first concerns were not always addressed [31]. In 
addition, an association between perceived qual-
ity and the interpersonal skills of professionals 
was found (e.g. showing concern, being thor-
ough) [74]. By contrast, when considering the 
care provided after the diagnosis, the carers and 
older PwD were found to be less satisfied with 
primary care services. The lack of support fol-
lowing the dementia diagnosis was identified by 
carers and older PwD alike [31, 75, 76]. The lack 
of information on available services provided by 
primary care professionals [31, 76] as well as on 
how to deal with carer burden and on how to 
manage dementia [75] has also been presented as 
negative aspects from the carer’s perspective.

Regarding the perspective of PCPs, there is a 
growing body of evidence on constraints of 
dementia care delivery in primary care. The main 
barriers include:

• Structural and system-related factors: [77–79] 
insufficient consultation time, difficulty in 
accessing and communicating with special-

ists, low reimbursement, poor connections 
with community social service agencies and 
lack of interdisciplinary teams

• Family-related factors: [79] carers’ fatigue/
exhaustion/anger and planning for the patient’s 
institution placement

• Medical-related factors: [30, 31, 77–79] inad-
equate clinician time, length of time needed to 
administer screening tools and limited treat-
ment options

• Health-related factors: [30, 79] behavioural 
and psychological symptoms of dementia 
(e.g. aggressiveness, restlessness/agitation) 
and co-morbidities (e.g. falls, delirium, 
adverse reactions to medication, urinary 
incontinence)

The difficulties in coordinating with special-
ists seem to compromise the care for PwD and 
influence aspects of medical practice and may be 
due to three key factors [77]:

• Structural and system-related factors: manag-
ing care, carve outs (e.g. an approach to man-
aging care that separates psychological and 
psychiatric services from medical care ser-
vices, in order to reduce health costs), insur-
ance/entitlements, poor geographical 
distribution, lack of trained providers and 
reimbursement policies.

• Patient/family and societal factors: ambiva-
lence about treatment, frailty, neuropsycho-
logical symptoms, stigma, financial difficulties, 
cultural values and logistical problems.

• PCP/specialist factors: a lack of geriatric and 
psychiatric training for PCPs (increasing their 
need for referrals for complex diagnosis and 
treatment decisions), poor communication, lack 
of feedback from specialists and lack of coordi-
nated care. PCPs preferred to use mental health 
specialists for consultations only and continue 
overall care management themselves in order to 
care for the co-morbid medical illness.

The attitudes and behaviours of primary care 
professionals towards informal carers have also 
been explored [80]. In general, the profession-
als perceive the informal carer as a resource and 
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co- worker in dementia care; however, they fail to 
attend to carers’ responses and attitudes to the 
caregiver role.

In our understanding, PwD and primary care 
professionals other than PCPs are underrepre-
sented in research, particularly concerning the 
perceived role of primary care and primary care 
professionals regarding the provision of demen-
tia care.

It is interesting to notice that PwD and carers 
identify some critical points that are related to the 
professionals’ perspectives: lack of support follow-
ing the diagnosis (PwD/carers) relates to lack of 
PCPs’ geriatric/psychiatric training, lack of feed-
back from specialists and lack of coordinated care 
(PCPs); lack of information on available services 
(carers) relates to poor connections with commu-
nity social service agencies and lack of interdisci-
plinary teams (PCPs); and lack of information on 
how to deal with carer burden (carers) relates to the 
professionals’ perceptions of the informal carers as 
a resource and a co-worker in dementia care.

23.5  What Interventions Have 
Been Tested to Improve 
the Quality of Care for Older 
People with Dementia 
in Primary Care?

A systematic scoping review [13] to identify 
strategies for improving the quality and outcomes 
of primary healthcare regarding dementia may be 
found in the World Alzheimer Report 2016.

In this section, we would like to introduce our 
own review of intervention studies, identified by 
restricting the search scope of dementia in pri-
mary care with specific search terms related to 
ageing. Through this approach, we aimed to iden-
tify studies that considered other aspects of the 
health of PwD besides dementia itself (e.g. falls, 
co-morbidities assessment).

We identified eight studies that, aside from 
some overlapping strategies, share several com-
mon goals: to improve guideline adherence, to 
improve collaborative work, to manage symp-
toms more appropriately and to provide better 
carer support. These studies can be divided into 
three broad groups:

• Case management (also described as collab-
orative care) [52, 81–86]

• Implementing/improving clinical decision 
support systems [85–87]

• Educational interventions for PCPs [84]

Improving care delivery using a case manager 
appears to be a sensible option. Taking care of 
PwD is complex and requires experience that a 
PCP cannot easily achieve due to the low number 
of cases in their panels [88]. In addition, in a 
15–20  min visit, physicians often do not have 
time to counsel patients and carers, and many do 
not know how to assess needs outside the scope 
of traditional medical management [83, 88, 89]. 
To overcome these barriers, it has been proposed 
that nurse practitioners specialized in dementia 
care could play a role in improving the quality of 
care for PwD and their carers in primary care. 
Through being dedicated to this role, they poten-
tially have the time and knowledge to address 
medical and social aspects of care (e.g. counsel-
ling for safety concerns, managing dementia- 
related medication, referral to community 
resources, coordinate care). However, one sys-
tematic review [90] demonstrated that case man-
agement had limited positive effect on behavioural 
symptoms of dementia and length of hospital 
stay for patients and on burden and depression 
for carers. These heterogeneous results as well as 
the minimal benefits may imply that only highly 
intense case management is effective, which 
entails a small caseload, regular proactive patient- 
carer follow-up, regular contact between case 
managers and PCPs and effective communication 
between all healthcare professionals [90].

One study [82] that focused solely on collab-
orative care between primary care and community- 
based organizations found disappointing results. 
It assessed the effect of ‘dementia care consul-
tants’ provided by local Alzheimer’s Association 
chapters on nursing home placement and carer 
outcomes. Patients whose carers were in the inter-
vention group were less likely than their control 
group counterparts to be admitted to a nursing 
home (AOR 0.40, 95% CI 0.14–1.18), but no 
effect on carer self- efficacy, carer depression, or 
strain was found. However, a sub-analysis showed 
that carer satisfaction with the intervention played 
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a role in self- efficacy in symptom control and in 
using support services.

A combined approach between case manage-
ment and collaborative care with community- 
based organizations was also found [81, 83]. In 
one study [81], an advanced practice nurse was 
integrated in a primary care team and worked with 
family carers in a case management model to 
assess its effect on neuropsychiatric symptoms. 
The intervention group showed lower BPSD and 
lower carer strain. The study found there was no 
effect on carer depression. The use of cholinester-
ase inhibitors and antidepressants was enhanced 
without increasing the use of antipsychotics or 
sedatives/hypnotics. The intervention was found 
to have no effect on PwD’s cognition, depression, 
activities of daily living, hospitalization, nursing 
home placement, or death.

This combined approach was also tested at the 
University of California at Los Angeles in an 
Alzheimer’s disease quality improvement pro-
gramme (UCLA-ADC) [83]. A co-management 
model was developed with nurse practitioner 
dementia care managers working with PCPs and 
community-based organizations, to enhance 
adherence to guidelines. They verified an improve-
ment in guideline adherence, regarding the assess-
ment and screening for cognitive decline, 
co-morbidities, complications of dementia and 
counselling on various domains, but adherence to 
treatment guidelines did not improve. Carers’ sat-
isfaction with the programme was also assessed 
and showed high carer satisfaction with the care 
manager (help on decisions and listening to con-
cerns) and with the support for their role.

A different way of optimizing delivery of care 
by the case manager is to use clinical decision 
support systems. This approach was shown to be 
effective in two large trials [85, 86]. One trial 
[86] tested the effect of a disease-based manage-
ment programme implemented by case managers 
on quality of care and outcomes. The intervention 
group of this trial showed a twofold increase in 
guideline adherence, with higher care quality on 
21 out of 23 guidelines and a higher proportion of 
assistance received from community agencies. 
An increase was found in PwD’s quality of life, 
quality of caregiving and social support in the 
intervention group; conversely unmet caregiving 

assistance needs decreased. No effect on carer’s 
quality of life was found. The second trial [85] 
tested the effectiveness and safety of dementia 
care management in the treatment and care of 
PwD as well as the carer burden. This used a 
computer-assisted assessment to create personal-
ized intervention modules and subsequent suc-
cess monitoring. The intervention resulted in 
significantly decreased behavioural and psycho-
logical symptoms of dementia and carer burden 
compared with usual care. In the intervention 
group, there was an increase in the use of anti- 
dementia drugs and a significant increase in qual-
ity of life for patients not living alone, but quality 
of life was not increased overall. Another study 
[87] analysed the results of the implementation 
of a computerized intervention-management- 
system that has been developed to facilitate 
dementia care management. The analysis showed 
that 72% of the unmet needs identified by the 
computer system were not recognized by the case 
manager, and, as a result, this improved the pro-
vision of recommendations for the PCP.

Finally, one study [84] assessed if a practice 
redesign intervention coupled with referral to 
local Alzheimer’s Association chapters could 
improve the quality of dementia care. Adherence 
to guidelines by PCPs was used to measure the 
quality of care provided. One of the quality indi-
cators of care for older people that has been used 
is the “Assessing Care of Vulnerable Elders” 
(ACOVE). In this study, a modified version of this 
instrument was used to redesign practice in pri-
mary care by improving PCPs’ skills 
(ACOVE-AD); however, the results fell short of 
the required value to be clinically significant [84].

To sum up, we did not find evidence of mea-
sures concerning other aspects of the health of 
PwD besides dementia itself. The reviewed stud-
ies [52, 81, 83, 84, 86] do not refer to any co- 
morbidities other than depression.

Additionally, collaborative work with 
community- based organizations or using case 
managers as a single intervention seems to be 
ineffective. On the other hand, comprehensive 
approaches that combine different strategies (e.g. 
case managing with clinical decision support sys-
tems) may be of interest regarding guideline 
adherence and should be further explored. 
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Designing and testing innovative approaches 
with new services (e.g. carer schools) have been 
overlooked.

23.6  What Does Primary Care 
Offer to Older People 
with Dementia and Their 
Carers, Considering 
the Salience of Specialist 
Services and Ways 
of Thinking About Illness?

It is widely accepted that the initial identification 
of likely cases of dementia is an important func-
tion of primary care [7, 8, 13, 31, 91, 92]. In most 
countries, PCPs see their patients in their own 
environment, over a long period, with an under-
standing of the medical and non-medical life his-
tory of their patients [93]. The capacity that 
PCPs and other professionals in primary care 
have to assess co-morbidity in combination 
with dementia, to manage geriatric syndromes 
and to promote measures of primary and sec-
ondary prevention ensuring relational and man-
agement continuities has been seen as one of 
the major arguments for the greater involve-
ment of primary care in the delivery of demen-
tia care [13]. Furthermore, PCPs frequently see 
themselves as a provider of social care in some 
way, where symptoms must be interpreted in 
the context of the patient’s life as a whole (as is 
required by the patient-centred care model) and 
attention should be given to the interplay 
between clinical and social factors. In addition, 
in countries such as Portugal, PCPs deliver care 
to several members of the same family, which 
gives them the opportunity to work with families 
more effectively, as previously discussed in Sect. 
23.3 [68].

Despite the potential that primary care has for 
providing good quality care to older PwD and 
their carers, dementia specialists and dementia 
specialized services still have a major role in pro-
viding care. It is possible that this partially results 
from ways of thinking about illness. Medicine 
often has relatively few interventions that make a 
real difference to the patient with a chronic 

 disabling condition (e.g. dementia). Nonetheless, 
physicians (and patients) dominate the manage-
ment of the disease. This notion may be rooted in 
the stereotypical disease form, dominated by the 
methods and principles of the biological sci-
ences, which it is the function of medicine to treat 
[94]. Furthermore, these concepts are subject to 
social, cultural and economic influences, and in 
recent years there has been a growing tendency to 
classify states of being as diseases and to medi-
calization [95, 96]. In this sense, it would matter 
to know how dementia is conveyed by the social 
media. A qualitative study [97] of UK national 
newspaper articles identified a ‘panic-blame’ 
framework where dementia was represented in 
catastrophic terms. Therefore, catastrophizing 
dementia in an era with so many technological 
and scientific developments can lead to increas-
ing the demand for specialized medical care.

Given this situation, primary care profession-
als are in a privileged position to understand the 
experience and meaning of their patient’s demen-
tia, considering its social and emotional conse-
quences for both patients and their family 
members. All of which enables them to deliver 
the most proper care to the patient (as a person) 
and the family.

23.7  Fitting the Current 
Knowledge on Dementia 
Care into Portuguese 
Primary Care

Portugal is a southern European country where 
the National Health Service (including primary 
care systems) has attained high standards in sev-
eral areas of care, despite problems that are yet to 
be resolved. Dementia stands as an important 
public health problem where primary care ser-
vices face major difficulties in tackling the needs 
of patients and families and remain to a large 
extent ineffective at this purpose. This picture 
contrasts with the potential of primary care in 
Portuguese settings, a case worth exploration in 
this last section.

In Portugal, the proportion of older people is 
expected to rise considerably in the forthcoming 
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years, and the prevalence of dementia was esti-
mated higher than the OECD-35 mean rate in 
2017 [4]. A recent survey [98] reported a demen-
tia prevalence rate of 9.2% (95% CI 7.8–10.9), 
using the 10/66 Dementia Research Group algo-
rithm in community-dwelling older people. 
Despite lack of incidence data, awareness is 
increasing of the societal burden of dementia.

23.7.1  Brief Overview of Health 
and Social Care Systems

Everyone in Portugal has access to the mainly 
tax-funded National Health Service (NHS). In 
recent years, there have been a number of reform 
initiatives, and groups of primary health-care 
centres were created in 2008, aiming at a better 
use of resources and management structures [99].

However, and regardless of the promising 
findings of small-scale studies on the potential of 
brief evaluations, older people’s needs assess-
ment in primary care is not routine [100]. In 
dementia, particular challenges arise, concern-
ing, e.g. diagnosis, home care and general 
support.

23.7.1.1  Diagnostic and Therapeutic 
Settings

The role of PCPs regarding dementia manage-
ment is not formally defined, but these profes-
sionals are considered to be the first point of 
contact for PwD and their families, and they usu-
ally provide an important gatekeeping function. 
PCPs are allowed to prescribe anti-dementia 
medication, although they do it infrequently and 
this is not reimbursed as with neurologists or psy-
chiatrists’ prescriptions. The prevalence of PwD 
in primary care has doubled in the last 5 years, 
from 0.4% to 0.8% of all users [101]. Access to 
specialized physicians (in the NHS) is limited by 
waiting time for consultations, mandatory refer-
ral, out-of-pocket payment and, in some cases, 
traveling long distances. There are disparities in 
GPs’ dementia knowledge and skills, along with 
insufficient support from specialized care and 
non-medical staff. GPs’ gatekeeping functions 
may actually contribute to diagnosis delay: when 

referred to neurology or psychiatry, most patients 
are already at moderate or severe stages [102].

Outpatient clinics specifically for cognitive 
impairment/dementia are available in public hos-
pitals (mainly connected to neurology services 
and of the ‘memory clinic’ type), but access is 
conditioned by long waiting times and some-
times long traveling distances [103].

23.7.1.2  Home Care and Support 
for People with Dementia

There is no formal contact person for PwD and 
their families although the PCP is generally con-
sidered the main reference person for NHS users. 
Team-based community mental health care for 
older people is rarely available and is not 
dementia- specific. Most day centres deliver 
social care for older people in general, and the 
few dementia-specific day centres are only 
regionally available. The provision of care at 
home to meet PwD’s basic needs or assist in 
basic activities of daily living is available nation-
wide, and in the area of home care, standards 
have increased significantly during the last 
decade, from a low level in 2005 [4]. Nursing 
homes for older people in general are available 
nationwide, while for PwD they are scarce and 
only available at regional level. Respite care is 
available nationwide through the National 
Network for Integrated Long-Term Care 
(RNCCI), but not in NHS hospitals [103].

23.7.1.3  Information and Counselling
Information structures aiming to provide informa-
tion for PwD and their carers regarding dementia 
and support services are regionally available, 
mainly through Alzheimer Portugal [103].

On the whole, relationships between health 
and social care systems are complex, and bound-
aries overlap [103]. This represents a major prob-
lem, more so as case management does not exist 
in community dementia care, and there is no 
current official definition of professionals’ roles 
or of standard pathways to health and social 
care. As a consequence, there are difficulties in 
timely access to community health/social formal 
services and insufficient support for carers and 
families [103].
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There have been strong claims that primary 
care should be much more involved in early diag-
nosis of dementia and its appropriate disclosure, 
among other areas (e.g. treatment monitoring in 
collaboration with specialized care, counselling 
and support, monitoring carers’ health) [102]. 
This could help meeting the complex biopsycho-
social needs in dementia [104].

Nevertheless, opinions may differ on 
whether primary care services should be more 
proactive in dementia management or if current 
focus should be solely on optimizing referral 
systems and improving follow-up according to 
indications from highly specialized hospital 
centres.

23.7.2  A Portuguese Dementia Policy 
Is Urgently Needed

There is still no official dementia policy in 
Portugal (either as a strategy or a plan), although 
an initial proposal [105] was drafted in 2017 by a 
workgroup of experts in different health and 
social areas, nominated by the Health Ministry. 
These experts put forward examples of what 
should be done in primary care:

• To early identify cognitive impairment and 
consider referral for specialized assessment or 
follow-up when appropriate

• To foster collaborations between primary and 
secondary care, enabling integrated diagno-
ses (dementia subtype and functional 
assessment)

• To implement an Individual Care Plan (it is 
still to be defined if the care manager should 
be a PCP, nurse, or social assistant)

• To deliver more person-centred and tailored 
therapeutic interventions to PwD and their 
families, in coordination with health and 
social care community services

It must be recognized that this endeavour 
implies firm, two-way and continuing collabora-
tions between primary, secondary and tertiary 
care, as well as between primary care and the 
social sector.

23.7.3  The Complexity of Practice 
Can Hinder 
the Implementation 
of Dementia Policy

The utilization of knowledge, be it a policy or 
research evidence, necessarily requires the active 
involvement and skills of health-care profession-
als, which means it must be adapted locally. In 
Table 23.1 we frame the current knowledge avail-
able and the generic goals advanced for the role 
of primary care in dementia, taking into account 
the complexity of primary care practice in 
Portugal.

In Portugal as elsewhere, as pointed out in 
major international reports [8, 13], primary care 
must take a more important role in the delivery 
and optimization of dementia care. Overall it has 
been internationally recognized that dementia 
(often occurring along with frailty and multiple 
somatic morbidities) calls for integrated, com-
prehensive, evidence-based and friendly person- 
centred approaches to prevent nutritional 
problems, falls, infection, or delirium. This calls 
for a major involvement of primary care, where 
staff are best acquainted with PwD and their fam-
ilies, while also implying better resourced ser-
vices, and a serious discussion of task-shifting 
versus task-sharing approaches [13, 60].

The wide scope of action of primary care is, 
perhaps, the main challenge for primary care pro-
fessionals to ensure quality of care for PwD and 
their carers. The literature concerning dementia 
care delivery in primary care has evolved so far 
around the core notion of enhancing primary care 
professionals’ (namely, PCPs’) education and of 
better service coordination regarding dementia 
(including case management programmes). 
Unfortunately, approaches focusing on compre-
hensive, whole-person primary care have been 
overlooked. In fact, attributing specific roles to 
PCPs without better understanding PwD’s, car-
ers’ and professionals’ expectations of the roles 
and responsibilities of PCPs can lead to policy 
failure.

In order to understand the limited success of 
primary care in struggling to fulfil the expecta-
tions of health-care systems in the last decades, 
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we seriously need to address these concerns 
through high-quality mixed method health ser-
vices research.
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