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Objective: The aim of the present study was to characterize the clinical pathways

that people with dementia (PwD) in different countries follow to reach specialized

dementia care.

Methods: We recruited 548 consecutive clinical attendees with a standardized

diagnosis of dementia, in 19 specialized public centres for dementia care in 15 coun-

tries. The WHO “encounter form,” a standardized schedule that enables data

concerning basic socio‐demographic, clinical, and pathways data to be gathered,

was completed for each participant.

Results: The median time from the appearance of the first symptoms to the first

contact with specialist dementia care was 56 weeks. The primary point of access to

care was the general practitioners (55.8%). Psychiatrists, geriatricians, and

neurologists represented the most important second point of access. In about a third

of cases, PwD were prescribed psychotropic drugs (mostly antidepressants and tran-

quillizers). Psychosocial interventions (such as psychological counselling, psychother-

apy, and practical advice) were delivered in less than 3% of situations. The analyses of

the “pathways diagram” revealed that the path of PwD to receiving care is complex

and diverse across countries and that there are important barriers to clinical care.

Conclusions: The study of pathways followed by PwD to reach specialized care has

implications for the subsequent course and the outcome of dementia. Insights into

local differences in the clinical presentations and the implementation of currently

available dementia care are essential to develop more tailored strategies for these

patients, locally, nationally, and internationally.
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Key points

• Pathways to care are crucial for defining tailored care

policy and strategies for PwD.

• Pathways to dementia care are complex and diverse

across countries.

• Several institutional barriers and time delays exist in

dementia care yet.

• Higher integration of primary and secondary care for

dementia is highly needed.
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1 | INTRODUCTION

Dementia is an umbrella term for a group of brain diseases, character-

ized by deterioration of cognitive and functional abilities, later associ-

ated with neurological, behavioural, affective, and psychological

symptoms. Because of the progressive nature of the condition, a per-

son's ability to perform activities of daily living deteriorates over time,

leading to dependence on caregivers and high levels of disability and

disease burden.1,2 Because of its high prevalence, multimorbidity, bur-

den of disability, and costs of care, dementia currently represents one

of the most challenging global health issues.3 Furthermore, with the

current ageing rate of the population, a rise in the number of dementia

cases globally is clearly expected over the upcoming decades.3-5

One of the most challenging issues in dementia care is establishing a

timely diagnosis in the course of the condition. That diagnosis is
essential to shape health service configuration, to define the contents

and deployment of interventions, and to enable the prompt treatment
om
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of cognitive and other symptoms as well as the planning of subsequent

care and personal and health‐related decisionmaking.6,7While it is esti-

mated that the incidence of dementia is now at one new case every 3

seconds and that more than 46 million people worldwide live with

dementia,8 the barriers to care seeking are still significant. These

include poor recognition of early cognitive signs, low public awareness,

and misconceptions about the syndrome9,10; all of which delay affected

people and their families from seeking medical assistance and receiving

dementia care.11 Evidence suggests that nearly half of those with cog-

nitive impairment severe enough to impact on their functional ability do

not seek help from any health care provider for at least 12 months.12,13

Considering the high frequency of missed diagnosis in the early

stages of dementia, one of the main challenges for treatment and care

is developing reliable clinical pathways that enable people with mem-

ory or other cognitive problems to navigate the complex care network

for dementia. Such pathways are essential for reducing the delay in

time to diagnosis and for ensuring rapid access to care.

“Pathways to care” studies have long represented an effective and

inexpensive method to characterize help‐seeking behaviour of people

with severe illnesses with a longitudinal course, in various fields of med-

icine.14,15 The evaluation of “pathways to dementia care” is particularly

needed as in view of the high level of stigma and emotional distress

linked to the dementia diagnosis, as well as the difficulties that people

with dementia (PwD) have in getting access to appropriate health care,

especially if living alone.16 Furthermore, at a global level, health care

systems do not adequately provide coverage of diagnostic services,

and care is very often fragmented, poorly coordinated, and not tailored

to the needs of PwD and their families.17 In high‐income countries, care

tends to be concentrated in specialist centre, with inadequate support

provided by primary care. In low‐ and middle‐income countries (LMIC),

services tailored for dementia may be completely lacking. For example,

in Pakistan, it was recently reported that in the entire country, with a

population of more than 185 million, there was only one dementia spe-

cialist.18 A recent study19 attempted to characterize pathways to ter-

tiary care for PwD in an Indian region and concluded that the major

points of access for dementia patients were either general practitioners

or specialists in neuropsychiatry, although other people were reported

to follow a “noncohesive pattern.” While this study might have some

interest from the perspective of dementia care in LMIC, the small num-

ber of participants (N = 35), the strictly regional focus, the qualitative

approach, and the use of a nonspecific, semistructured interviewing

tool may limit the generalizability of those results, even for India that

has wide regional variations in terms of health care and economy.

Seminal work on the pathways to mental health care was performed

several years ago in collaboration with the WHO. This work confirmed

the difficulties and disparities in accessing mental health care in differ-

ent countries and settings, as well as making available a specific and

standardized tool (the “encounter form”) to quickly and reliably assess

the routes followed by people with mental health problems to reach

specialized care.20,21 Since then, the availability of this tool has enabled

valuable comparisons among different health care systems in different

countries and has demonstrated the utility of such an approach in mon-

itoring the current needs and gaps of mental health care.22
The aim of the present multicentre study was to investigate, by

means of a standardized and validated tool directly derived from the

WHO encounter form, the pathways followed by PwD to access spe-

cialist care.
2 | METHODS

2.1 | Participants

We examined the pathways to care of PwD who had access to one of

the 19 specialist dementia care participating centres (Abeokuta, Nige-

ria; Bari, Italy; Basel, Switzerland; Belgrade, Serbia; Beijing, China;

Hong Kong, China; Huesca, Spain; Istanbul, Turkey; Kerala, India; Nice,

France; Manchester, United Kingdom; Nijmegen, The Netherlands;

Rawalpindi, Pakistan; Singapore, Singapore; Seoul, South Korea;

TgMures, Romania; Zaragoza, Spain; Zurich, Switzerland) between

January 1 and 31, 2017.

PwD were included in the study if they satisfied the following

inclusion criteria: (a) age of 65 years or older; (b) no previously docu-

mented diagnosis of dementia; (c) the individual had to be “newly

referred” (ie, that he or she had not sought care from any specialist

dementia service within the previous 12 months) to any dementia

facility (including outpatient, inpatient, and emergency units); and (d)

standardized diagnosis of dementia, according to the ICD‐10

criteria.23

No exclusion criteria were applied. All participating centres

interviewed consecutive referrals who met the inclusion criteria until

the target of at least 25 participants per centre was achieved.

The study protocol was originally approved by the Ethical Commit-

tee of the Coordinating Centre (University of Campania, “L. Vanvitelli,”

Naples, Italy) and then adopted by all local institutional review boards.

All included participants had the capacity to provide their written

informed consent to participate in the study. Prior to signing consent,

all participants had been provided with a detailed description of the

study aims and procedures.
2.2 | Materials

We examined pathways to care for PwD in 19 specialist dementia ser-

vices, using a semistructured interview (encounter form) to record

information about pathways to care.21 The original version of the

encounter form was developed by the WHO, and it was slightly mod-

ified to include information about carers specific for dementia settings

that were not included in the original version. This latter version was

approved by one of the original authors of the encounter form (NS)

and is available upon request.

An instruction and coding manual was supplied to each interviewer

who took part in the field work at the respective study centre. The

encounter form enabled the interviewers to record, for each enrolled

patient, the following data: basic socio‐demographic characteristics,

main presenting neuropsychiatric problem(s), the source/type of care

received prior to referral to a dementia health care professional, and
m
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tact with dementia health care professionals. A description of any

treatment received was also recorded on the encounter form. The

time to complete each questionnaire was 5 to 15 minutes per

participant.
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2.3 | Analyses

The routes taken by participants seeking dementia‐related health care

were combined in a pathway diagram, which describes the steps

needed to reach specialized dementia care, from the onset of symp-

toms onward. The proportion of participants taking each step of the

dementia health care network is mapped onto the pathway diagram.

Time to reach specialist and nonspecialist care was compared among

major pathways, different diagnostic groups, and presenting problems.

We obtained mean (±standard deviation, SD) values for major vari-

ables, but when comparing time, we also provided median values,

since the distribution of time intervals was significantly skewed. Cate-

gorical data were analysed using the Chi‐square test, while continuous

variables were analysed by means of the analyses of variance

(ANOVA), after checking the goodness of fit for normal distribution.

All statistical analyses were performed with the SPSS software (ver-

sion 19.0; SPSS Inc, Chicago, USA), and the level of significance was

set at P < .05 for all analyses.
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3 | RESULTS

3.1 | Participants

Centres recruited any consecutively referred patients during the study

period of a month, and there were only four individuals who refused

participation among all centres. An average (±SD) of 28.4 (±6.9) partic-

ipants were recruited in each centre. Thus, we recruited a total of 548

patients; the majority of whom were female (57.3%; n = 314). Their

mean (±SD) age was 76.7 (±8.9) years. A simplified measure of the

socio‐economic status (a scale ranging from 1 [low] to 3 [high])

revealed that the majority of participants was middle class (59%; n =

322), while 11% (n = 62) of them belonged to the higher and 30% (n

= 164) to the lower socio‐economic class, respectively. Slightly over

half the sample was married (52.1%) or cohabitating with someone

(0.2%), but almost half (ie, 47.7%) of the enrolled participants was liv-

ing alone (36.2% of them were divorced, 6.2% were single, 3.3% were

widowed, and 2.0% were separated). Significant differences among

centres emerged for several socio‐demographic characteristics: partic-

ipants from India and Turkey had a lower mean age, while those from

Switzerland and Hong Kong were older. As for socio‐economic status,

significant variations among countries were found with Hong Kong

showing a greater proportion of patients in the lowest socio‐economic

grouping, while Switzerland and Singapore had the highest proportion

of participants belonging to the highest economic class. Full details

concerning basic socio‐demographic data for each participating centre

are provided in Table 1.
3.2 | Problem presentation, diagnosis, and dementia
care pathways

In the majority of the cases (42.1%), the main problem presented at

first contact with the health care system was related to memory

issues, followed by psychiatric symptoms (20.6%; mainly major

depression, 9.8%), somatic symptoms (14.7%), behavioural problems

(10.1%), and motor problems (4.6%). Alcohol‐ or drug‐related prob-

lems, interpersonal issues, alterations of consciousness, and settling

family issues accounted only for a minority of first contacts.

The most frequent form of dementia diagnosed according to ICD‐

10 criteria in our sample was dementia due to Alzheimer's disease

(61.7%; n = 338), followed by vascular dementia (14.0%; n = 77).

Other types of dementia (eg, fronto‐temporal dementia, dementia

with Lewy bodies, and Parkinson's disease dementia) accounted for

8.1% (n = 45) of the sample, while “unspecified” dementia represented

the 4.2% (n = 23) of all cases. In 10.9% (n = 59) of the cases, final diag-

noses other than dementia were reported (major depressive disorder

was responsible for 25.4% of those cases; n = 15), while in 1.2% (n =

6) of the cases, no conclusive diagnosis was made; these cases were

then removed from further analyses. The analysis of the distribution

of dementia diagnosis per country also revealed significant differences

among countries with a greater ratio of dementia due to Alzheimer's

disease being diagnosed in France, Turkey, and South Korea. In con-

trast, participants recruited in Hong Kong and Spain were more com-

monly diagnosed with vascular dementia compared with any other

type of dementia. Further details concerning basic clinical data for

each participating centre are provided in Table 1.

The suggestion to first seek care for probable or possible dementia

symptoms came from the symptomatic individual themselves in only in

a minority of the cases (16.7%; n = 92). In contrast, most often

(83.3%), symptomatic individuals were asked to access dementia care

by a health professional (39.0%; n = 213), a relative (37.5%; n = 206),

or a friend (6.8%; n = 37).

Only a minority of participants (6.7%; n = 37) reached specialist care

for dementia directly. The majority of participants arrived at specialized

dementia services by accessing either primary care (55.8%; n = 306) or

hospital care (11.4%; n = 63) first. Psychiatrists (7.6%; n = 42) and neu-

rologists (6.5%; n = 36) were seen as first health care providers only in a

few cases (14.1%), but the importance of their role within the dementia

care system increasedwith the length of time spent on the route of care,

with psychiatrists being the most frequent second‐line health care pro-

viders (36.9%; n = 126), followed by neurologists (26.4%; n = 90). Psy-

chiatrists specialized in “old age” or “geriatric psychiatry” were never

consulted in the first place but became increasingly drawn in as partici-

pants progressed along the care pathway and moved into the later

stages of dementia, albeit in a minority of cases (2.9%; n = 4). However,

it must also be pointed out that, in several countries, there is no such a

psychiatric subspecialty and that, in some settings, no specific help for

PwD is available at all (bearing the risk that a dementia diagnosis may

lead to stigma and discrimination, rather than specialist care).

Geriatricians were rarely (1.8%; n = 10) the first point of contact

for PwD, but they managed more than one‐fifth (20.9%) of those first
m
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seen in primary care and more than one‐fourth (25.4%) of those seen

in general hospital setting. Native and religious healers were first

involved in the care process in 5.1% of the cases (n = 27), while alter-

native medicine accounted for about 1% (n = 6) of the first step of

dementia care. Social workers and community staff supported 1.6%

(n = 9) of enrolled participants. The police service and legal system

did not represent a significant point of access to dementia care

(0.05%; n = 3), but in subsequent stages of dementia care, their role

became more relevant such as following diagnosis and at least two

health care providers had been consulted. The police and staff in the

legal system had to manage 15.2% of PwD. Other professionals repre-

sented the first node of the health care pathway for dementia in 1.6%

(n = 9) of the cases. A simplified representation of the pathways

followed by participants to reach specialist dementia care is provided

in the “pathways diagram” (Figure 1).

The contact with the first professional health care provider rarely

resulted in an immediate and effective referral towards specialist

dementia care, which occurred in only 3% of cases. About 37% of par-

ticipants reached specialized dementia care by the time a second pro-

fessional had been consulted, but the figure increased to 75% by the

time the third professional had been consulted. In 25% of the cases,

a fourth professional health care provider was needed for participants

to reach dementia care successfully.
26]. See the T
erm

s and C
onditions (http
3.3 | Treatment

For most of the patients (46.5%; n = 255), no treatment or manage-

ment strategy was offered at the first contact with the health care

systems. Psychotropic drugs were prescribed in the 29.9% of the
FIGURE 1 The “pathways diagram” for dementia care. The diagram re
dementia to reach specialized dementia care (ie, “memory clinic”). The thic
taking each route. Most patients were seen in primary care settings and th
outpatient and inpatient units), while psychiatric (including old age psychia
pathway. Patients reached memory clinics through direct access in less than
they were directly sent to a memory clinic in the majority of the cases altho
psychiatric and neurology settings). All “other settings” (including home ca
settings, social services, legal system) accounted for a minority of patients
cases (n = 164), including mainly antidepressants (9.7%), followed by

benzodiazepines or other sedatives (8.2%), antipsychotics (7.6%), anti-

cholinergic drugs (4.0%), or mood stabilizers (<1%).

Psychological counselling, psychotherapy, or other psychosocial

interventions were offered in only 2.7% of the cases, while practical

aid or treatment for physical symptoms or comorbid physical condition

accounted for 12.5% of all interventions. Religious (1.4%) and alterna-

tive (3.1%) approaches were also reported.
3.4 | Delays to specialist dementia care

In the majority of the cases (76.1%), participants reached the specialist

dementia care centres from within their catchment area. In all centres

combined, the median total duration of time from the onset of the

main problem to arrival at the dementia specialist service was 56

weeks, while the median time between first seeking care and arrival

at the dementia specialist services was 48 weeks. Significant varia-

tions were observed among centres: the mean time to reach a demen-

tia specialist centre ranged from few weeks (as for Italy and India) to

years (such as in the case of Pakistan and Romania). South Korea

showed the longest mean time from symptom onset to reaching the

first health care provider (almost 2 years), while in other centres, this

time period was within a few weeks (as for Singapore and, Basel, Swit-

zerland). Romania exhibited a short delay from symptom onset to the

first carer (2 weeks), but a long duration (2.5 years) was needed for

PwD to pass through subsequent care steps. Furthermore, participants

from Nigeria and Pakistan needed more time to reach a specialist

dementia centre after the first contact with their health care systems.
presents a simplified account of the routes taken by patients with
kness of each arrow represents graphically the proportion of patients
en redirected to neurological and geriatric settings (including both
tric) settings were more involved at later stages of the dementia care
10% of the cases. When patients were seen in a general hospital first,

ugh some of them required a further specialist consultation (in geriatric,
re settings, alternative medicine settings, native or religious medicine
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A more detailed graphical account of the total duration of problems

for each participating centre is provided in Figure 2.
oaded from
 https://onlinelibrary.w

iley.com
/doi/10.1002/gps.5223 by
3.5 | Regional data

According to the most recent classification of the World Bank (WBC)

based on per capita income, participating countries were categorized

as belonging to high‐income (France, Hong Kong, Italy, Singapore,

South Korea, Switzerland, The Netherlands, and United Kingdom;

HIC), upper‐ and middle‐income (China, Romania, Serbia, and Turkey;

UMIC), and lower‐ and middle‐income (India, Nigeria, and Pakistan;

LMIC) regions. No significant differences were found as for the main
FIGURE 2 Delays in reaching specialist ED care, per country. Mean value
care (in black) and from first carer to the “memory clinic” (in grey) are show
for Mental Disorders; Belgrade IMH, Institute of Mental Health

FIGURE 3 Delays in reaching specialist ED care, per WBC groups. Mean
seeking care (in black) and from first carer to the “memory clinic” (in grey)
countries (middle), and lower‐ and middle‐income countries (bottom). WBC
access point to dementia specialist care among the WBC regions,

given that in the relative majority of the cases (HIC, 62.9%; UMIC,

59.8%; LMIC, 40.8%), patients were first directed to a psychiatric unit.

However, the second point of access in HIC was represented more

often by a geriatric outpatient service (17.6%), while in middle‐income

countries, a geriatric hospital ward was more frequently chosen

(14.7% for UMIC; 26.8% for LMIC).

The total duration of dementia problems before reaching specialist

care, for each WBC region, is graphically represented in Figure 3.

In brief, HIC showed the lowest total time from dementia symptom

onset to the first contact with the health care system (25.8 ± 52.3

weeks), followed by UMIC (43.1 ± 68.1 weeks) and LMIC (52.9 ±

114.9 weeks). However, UMIC had the lowest total delay in ensuring
s of time (days) needed from dementia symptom onset to first seeking
n for the total sample (top) and for each centre. Belgrade CMD, Clinic

values of time (weeks) needed from dementia symptom onset to first
are shown for high‐income countries (top), upper‐ and middle‐income
, world bank classification
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PwD to reach specialist dementia care (67.1 ± 75.1 weeks), with

respect to both LMIC (93.5 ± 112.3 weeks) and HIC (90.3 ± 75.1

weeks).
 from
 https://onlinelibrary.w

iley.com
/doi/10.1002/gps.5223 by U

niversidad D
e Z

aragoza, W
iley O

nline L
ibrary on [08/01/2026]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
4 | DISCUSSION

This is the first study to systematically investigate the pathways

followed by PwD to reach specialized care in different countries, using

a standardized psychometric tool. The recruited sample was large

enough to provide a reliable representation of different diagnostic

subtypes of dementia as well as geographic distribution and gender

balance, the latter being in line with the previously reported overall

female predominance among those with dementia.24 The analysis of

these pathways to care for dementia provided a detailed and previ-

ously unreported profile of a highly complex care system for dementia,

with multiple help‐seeking steps and significant variations among dif-

ferent countries and health economics (especially if compared with

that of other mental disorders25). Several of the reported differences

in dementia care may likely reflect differential characteristics of local

cultures, family structure, health care service organizations, insurance

policies, and health care plans among different countries. However,

our results clearly highlight that complex care settings for dementia

do exist in the majority of the countries, which took part in the study

examined, and this might compel patients and their caregivers to easily

find themselves “navigating in a labyrinth‐like maze of services, practi-

tioners, assessments … ,” especially in the first phases of dementia,

which are classically associated with uncertainty, confusion, anxiety,

worrying about memory problems, and future life.26 In this regard,

our study highlights the urgent need to define clear clinical care path-

ways for dementia, in order to ensure efficient sequencing for care

activities, personalized clinical management of the early phases of

the disease, and guidance to those affected and the caregivers in the

help‐seeking process. Such strategies should be developed and applied

to address national variations in health care systems but also to ensure

equality of access to treatment and essential standards of dementia

care worldwide.

The analyses of our data, grouped according to WBC, provided

some relevant inputs on regional differences and similarities in demen-

tia care. A preliminary word of caution should be spoken when evalu-

ating these results for several reasons. First, it should be noted that

our convenience sampling strategy prevented us to include countries

belonging to the “lower‐income country”WBC category, and thus, fur-

ther studies including countries from all WBC categories are highly

needed to provide a more reliable picture of the dementia care at

the world level. Further to that, the research strategy on which path-

ways to care studies rely clearly depends on the specific arrangements

of included specialist services. Thus, it should be borne in mind that

the results of the study of pathways to care are of primary use to

those who work in the services, which have been studied and may

provide a nonexhaustive view of the global health care strategy for

specific mental health issues. The greater collaboration between psy-

chiatric and geriatric outpatient units and the shorter duration of the
phase between dementia symptom onset and the first contact with

the health care system observed in HIC, with respect to UMIC and

LMIC, may be mostly explained in the light of the between‐country

variations in dementia care: while in most Western countries, a spe-

cific dementia action plan has been officially approved and imple-

mented, in UMIC and LMIC, such initiatives often represent a goal

to be achieved yet. This may imply that in countries with well‐

developed specialized services and well‐functioning care, the diagno-

sis and care processes are more efficient in the initial steps of care,

while with the growing complexity of the care network, a longer time

to go through multiple care steps.

Finally, the finding concerning the shortest total time needed for

PwD to reach specialist dementia care in UMIC, with respect to HIC

and LMIC, deserves further reflections. A tentative interpretation of

this result might be related to the differences in terms of organization

of primary versus secondary care levels over different countries. The

lower availability of dementia specialist in LMIC might correspond on

one hand to a greater availability of nonspecialist carers, who might

be more ready to formulate dementia diagnosis and prescribe an

appropriate treatment, and, on the other hand, a relative shortage of

secondary level specialist centre might explain the longer time in sub-

sequent dementia care steps in LMIC. Another issue that should be

evaluated to interpret our regional results might be related to the dif-

ferences in mortality rates across countries (ie, in poorer countries, the

mortality excess might influence the global rate of access health care,

with some people early diagnosed with possible dementia who will

never reach the specialist care). This hypothesis might well explain

why a small proportion of people will get a referral to specialist in a

short time (while the rest will be possibly referred to specialist care

later or never), but it remains of speculative nature and it needs to

be verified empirically.

Besides highlighting important regional differences, our study also

provided key insights regarding the variation in clinical dementia man-

agement worldwide. In the majority of cases, general practitioners rep-

resented one of the main points of access to dementia care. This

evidence is in line with previous studies on the same topic. Hinton

et al27 also reported that the “smooth pathways to diagnosis” involved

primary care providers (general practitioners, nurses, or other formal

caregivers) who cooperated with families and patients to establish a

proper diagnosis of dementia. Consistent with our findings, these

authors also found that later help‐seeking involved “secondary

helpers” (usually specialists in neurology, psychiatry, and psychology).

However, this study was conducted in a defined region of the United

States (Eastern Massachusetts) in a sample of only 39 family care-

givers, which were further subdivided into three ethnic groups (Black,

Chinese, and Anglo‐Europeans); thus, the representativeness of such

results remains limited. Another study28 on a large sample of third

generation immigrants (Italian, Chinese, and Greek descendants)

reported that general practitioners constituted the major resource of

help for 55% of their participants, with relevant differences among dif-

ferent groupings based on national origin. However, this was a cross‐

sectional telephone survey limited to a region of Australia, and it

would hardly represent a more general situation.
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More recently, another study from India19 used a validated ques-

tionnaire (ie, the Short Explanatory Model Interview) to assess path-

ways to care among PwD. Here, the authors also reported that a

significant proportion of those affected were guided through the

dementia diagnostic process by their general practitioners, although

possibly after consultation with private practitioners or hospital doc-

tors. In contrast, our study found that the early steps in dementia care

more frequently involved general practitioners and that specialists

(mostly neurologists, psychiatrists, and geriatricians) became involved

as the care pathways progressed, assuming a more definitive role. This

result is in line with previously available evidence. For example,

Phillipson et al29 reported that survey participants from general popu-

lations tended to seek help from a general practitioner either for

themselves (82.2%) or for a proxy (78.7%) in the vast majority of cases.

However, when general practitioners were asked about their perspec-

tives on dementia care,30 they reported a heightened awareness of

their limited skills regarding several aspects of dementia care including

feeling “uncomfortable” in delivering a diagnosis of dementia. Similar

studies confirmed general practitioners' reluctance to make a demen-

tia diagnosis.11,31 Furthermore, it has been reported that general prac-

titioners believe that most of the care for their PwD should come from

support services beyond primary care and that community and spe-

cialized services for dementia represent a sort of “black box” for them

to which they refer patients with little knowledge of or interest in such

services work.32

This evidence should be interpreted in the light of the numerous

barriers that may further hinder early detection of dementia, including

reluctance of PwD to acknowledge cognitive decline, diagnosis‐

related stigma within families and communities, nonadherence to

management plans, lack of training and confidence of primary care

providers, and system‐related barriers (such as lack of time during

consultations and lack of support services).33 Our study highlights

the need to properly support primary care physicians in the diagnostic

process and all aspects of dementia care, with specific information

regarding the concerns and barriers of the informal caregivers and

those affected in the early steps of the dementia care process. Fur-

thermore, there is a clear need to raise awareness in communities,

particularly in LMIC, about dementia and the importance of seeking

a diagnosis and support.

Another issue that our study pinpointed is the significant varia-

tions in dementia care among different countries. Clearly, the struc-

ture of the national health care systems may influence the timing

and the ease of access to dementia care in different countries. How-

ever, data obtained from a direct comparison of dementia care in

high‐, middle‐ and low‐income countries with a standardized tool

are missing in the current literature, and our study, to the best of

our knowledge, is the first to provide such evidence. Previous stud-

ies conducted in Western countries on ethnic minorities34

highlighted that ethnic groups have culturally specific barriers to help

seeking (mainly related to disease knowledge, society, and health

care systems), and thus, to improve access to dementia services,

public health care policies should take these concerns adequately

into account.
Our study has some methodological limitations, which need to be

acknowledged. First, we slightly modified the classical “pathways to

care” study strategy, originally developed by WHO; however, this

allowed to better capture the circumstances relevant to dementia

and to ensure a good compromise between feasibility, efforts, and rep-

resentativeness of obtained results; furthermore, having included more

participants (than the mandatory 25 cases per each centre) and having

allowed a longer observation time (instead of a single working month)

may provide an even more detailed account of dementia care. Unfortu-

nately, our sample was not stratified for any variable and the countries

involved in the study were selected on a convenience base rather than

on a random or other more specific criterion; of course, addressing

these issues in future studies may enhance the quality of the data on

dementia care worldwide. Our study also did not explore cultural

aspects of dementia, and thus, we could not make inferences about

the regional differences among centres; however, given the impor-

tance that differences in social and cultural characteristics of care set-

tings may have with respect to contents and delivery of dementia care,

the relationship between dementia care and the general attitude

towards elderly should constitute a focus for further studies.

Our study provided a retrospective account of pathways taken by

PwD, and this implies that no data are available for patients who

dropped out after the initial consultations. Indeed, the “fragmented”19

or “noncohesive”27 pathway may be less accurately captured by this

study approach. Finally, our survey did not include any measure of sat-

isfaction of care throughout the entire pathway for dementia patients

and their caregivers, while a more exhaustive evaluation of the

dementia care process should include this aspect. Thus, further studies

with larger samples, with a more specific selection of country/centre

involved and with longitudinal experimental designs, are still needed.
5 | CONCLUSIONS

In spite of the above limitations, our international study demonstrated

that the characterization of pathways to dementia care represents a

valuable approach to provide a low‐cost, easily accessible, and yet reli-

able account of this care process. It has also highlighted that the com-

plex needs of PwD are far from being satisfactorily met under routine

care conditions worldwide. New and specific strategies aimed to

increase awareness about dementia among general practitioners and

in the general population will have to be implemented in the future,

at a global level.
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