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EXECUTIVE SUMMARY

Abstract

Background: Population ageing and increasing prevalence of dementia has become a global
public health concern. The proportion of elderly aged 65 or over in Hong Kong will double in
25 years, and demented elders will increase from the present 70,000 to 200,000 in the same
period. Despite no known cure, both local and overseas studies revealed the majority of patients’
preference for an early diagnosis of dementia, while health authorities and experts all advocate
the benefits of early intervention to reduce psychological distress, improve quality of life, slow
down the progression of cognitive decline, and prevent premature institutionalisation. To that
end, a model that advocates community-based healthcare and social services as well as
collaboration among primary care physicians (PCPs), psycho/geriatricians, nurses, social
workers, occupational and physical therapists is central to the care of the elders with dementia.
As the first point of contact and gateway to specialist services in the current healthcare system,
the PCPs play a critical role in detecting early symptoms of dementia, diagnosing, referring
patients to specialist care, providing follow-up consultations, devising long-term management
plan, and facilitating patients and caregivers to access community support services. While such
modes of practice have been endorsed by local and international health authorities, there are
practical problems concerning healthcare professionals’ training, service integration and

accessibility, incentives and medical-social collaboration in Hong Kong.

Objectives: To explore the views of health and social care providers, patients and their caregivers
towards the current modes of practice in dementia care, the barriers encountered, the training and
incentives needed; to identify gaps in the medical-social collaboration and recommend
improvement measures with emphasis on enhancing the roles of PCPs in early diagnosis and

management.

Methodology: A qualitative study approach employing focus group and individual interviews
was adopted to explore and solicit the views of service users and healthcare professionals on the

diagnosis and management of dementia and related health problems in primary care settings. A



total of 10 focus groups, including 6 groups of health professionals, 2 groups of patients with
dementia and 2 groups of caregivers; and 8 individual zoom/ telephone interviews with either
health professional or patient, or patient together with caregiver, were conducted. All participants
were recruited via referrals and the group/individual interviews were audio-recorded and
transcribed for content analysis. The focus group discussions each lasted between 1 and 1.5 hours
while individual interviews were about 30 — 50 minutes. NVivo software was employed through
which designated themes were deductively coded from the data collected and elaborated for

analysis.

Results

Ten focus group and 8 individual interviews were conducted with a total of 57 participants
recruited, including geriatricians, psycho-geriatricians, PCPs, nurses, social workers,
occupational therapists, caregivers, and dementia patients. Participants in the healthcare
professional group either worked at public hospitals, private clinics or NGOs, including both
frontline and management level, all of whom had extensive experiences in training or rendering
services to dementia patients. The private PCPs had all attended postgraduate training
programme in community geriatrics and actively involved in district level community care. The
caregivers’ spouse/parent and patients in our sample had all been diagnosed of dementia, with

years of illness ranging from 2 to over 10 years.

Qualitative findings from the interviews were grouped under four main areas, followings are the
key findings:

- Help-seeking barriers and enablers in primary care settings

Barriers that impeded patients/caregivers’ reception or help-seeking for services related to
dementia included their resistance to recognise the symptoms which affected their cognitive and
daily functioning, the lack of knowledge and information about the illness and available
community support/resources, perceived incapability of the PCPs to manage dementia, negative
experiences with primary care services which engendered distrust, impact of Covid-19 that led
to service suspension and negative emotions, structural barriers that rendered study participants

ineligible for services, the problems of demand greater than supply and issues with service



continuity and quality.

A number of enablers were also identified that facilitated help-seeking in patients. These included
family support with a caring and attentive caregiver, severity of symptoms that urged the
caregiver/family to seek outside help, a capable middle person/agent that connected the
patients/caregivers with medical/social support, service impact of quality dementia services,
proximity of the caring and training provisions and tangible government support for medical and

community care.

- Medical social collaboration

The roles of different healthcare professionals were highlighted and discussed during the
interviews. There was consensus that the role of geriatricians and psycho-geriatricians in the
diagnosis and management of dementia was indispensable, while some would agree that PCPs
were also capable of performing assessment for mild cases, ruling out reversible conditions and
assessing the specific needs of each patient, helping them better accept and understand the illness,
handling caregiver stress and symptoms control, following-up on dementia cases ‘stepped down’
from SOPD, and accompanying the demented patient/family throughout the journey by

continuity of care.

Concerns were also raised about the time and provision constraints that limited PCP’s role in
dementia care and problems in their collaboration with the specialists which was essentially a
one-way communication. Social workers and nurses in the focus groups also shared similar views,
it was pointed out that each profession might not be very clear about others’ work and operation,
and there was the need to be proactive, to introduce one’s services to others in order to enhance

collaboration and lead to win-win situation.

Currently, the burden of providing community/social support was placed on the NGOs and
DECCs in the community. The need for a road map or pathway to guide the next steps and list
out what resources were available was expressed. These included the need for a centralized

scheme/list to facilitate PCPs referring community services for patients, the gaps and connection
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from one type/round of service to another, a one-stop website for patients/caregivers to navigate

and look for relevant services, and the projection of service needs for dementia in the long run.

- Dementia Community Support Scheme (DCSS)

The contribution of DCSS as a model for medical-social collaboration was recognised by the
participants. Concerns regarding its scope and eligibility were raised as the Scheme only served
diagnosed dementia patients referred from public hospital specialist services with little or no
BPSD symptoms, while the bulk of those most in need were not included. In certain districts, the
50-service quota was not filled up owing to eligibility, transportation and service-boundary issues.

It was suggested that greater flexibility in the referral system would ensure resources not wasted.

Moreover, attitude change among the NGOs in the community was observed and greater
attention was given to the needs and situation of dementia patients. While the APN was regarded
as a capable middle person that connected the patients with the care providers and facilitated
collaboration within the DCSS, two or multiple-way communications was also advocated. Lack

of planning and funding for post-DCSS care was another concern raised by the participants.

- Enhancing roles of PCPs in early diagnosis and management of dementia

To enhance PCPs’ role in facilitating early diagnosis and management especially during the early
stages, suggestions were made to install management directive which assigned higher importance
and more resources/support on dementia care to PCPs in the public sector, and setting up of a

dementia platform at the district level that facilitated communication between NGOs and PCPs.

Moreover, initiatives and funding support from the Government to provide incentives for PCPs
to look after patients with dementia were also essential. Reimbursement policy which motivated
PCPs to enroll in further training on dementia/community geriatrics and made it a prerequisite
for looking after elder/dementia patients. Offered vouchers for patients to visit PCPs with
community geriatrics training and undertake radiological imaging or laboratory test to facilitate

early diagnosis.



Regarding caregiver support, providing counselling during consultations, sharing online training
materials and community support information with the patient’s families/caregivers, educating
caregivers about the patients’ dementia, and helping them with stress management were areas
that PCPs capable of. Suggestions were also made to develop tools and scores for PCPs to

facilitate their monitoring of patients’ chronic conditions predisposing to dementia.

Conclusions: Dementia is an illness that involves both medical and social care. Apart from
specialist care, the primary care providers also play a significant role to facilitate early diagnosis
and treatment of an illness that entails a long-term care burden on the families and society.
Mechanisms to ensure greater participation of primary care providers in dementia care include
efforts at various levels: continued training for PCPs, nurses, social workers and OTs as well as
caregivers who would shoulder most of the caring responsibilities in both short and long term;
joint effort in the form of public and private partnership scheme and specialists and PCPs joint
clinic; provisions for PCPs and DECCs to make direct referrals to DCSS; and setting up of
medical-social platform at district level to enhance communication among hospitals, PCPs and

local NGOs.

Keywords: ageing population; dementia; Dementia Community Support Scheme; medical-social

collaboration; primary healthcare
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Summary on Policy Implications and Recommendations

Based on our findings, the following recommendations are proposed for the consideration of the

HKSAR Government and medical authorities:

1) Public education to raise awareness about early diagnosis and management

Systematic measures and publicity campaigns that emphasise dementia care at the primary care
level by family doctors and NGOs with good community support will be useful to raise public
awareness. An ‘Early Diagnosis Programme’ that provides free or subsidized cognitive
assessment by private PCPs with geriatric training is recommended. Public education with
emphasis on prevention of dementia by good maintenance of the ‘3-highs’ (diabetes,

hypertension, and hyperlipidemia) should be launched.

2) Subsidise continued and further training in dementia care for PCPs
Government involvement and funding support or reimbursement policy for higher training in
community geriatrics and dementia care will be good incentives to encourage more PCPs to share

the burden of specialist care in dementia.

3) Enhanced care for the caregivers

To enhance the biopsychosocial well-being of caregivers which can be done by PCPs during
medical consultations. Respite and outreaching services to caregivers with greater care burden
and constraints, and online apps and training materials for the younger caregivers should be

designed and financially aided.

4) Expand Public-Private Partnership Prgoramme (PPP) to include dementia treatment
A provision to enable stable dementia patients to receive care from PCPs with geriatric/dementia

training in the community and helps shorten the waiting time for specialist care at the SOPD.

5) Set up Mini-joint Clinic at GOPC

Based on the current mini-joint clinic model, special sessions at the GOPC will be allocated for

13



joint consultation by PCPs and psycho/geriatricians to enable early diagnosis of patients’

memory problems and reduce the need and waiting time for referral.

6) Expand community care voucher usage to include assessment services
To expand the scope and provisions of community care vouchers to enable patients to visit PCPs
with community geriatrics training and undertake radiological imaging or laboratory test for

early diagnosis, and those who prefer homecare to receive day care services in the community.

7) Enable different sources of referral for DCSS
To revise the referral mechanism and allow PCPs and NGOs involved in dementia care to make
direct referrals to DCSS. This helps facilitate patients’ accessibility to the Scheme as well as

other primary care services and community support.

8) Establish mechanism to facilitate two-way communication between medical and social sectors
Setting up of a medical-social platform at the district level with formal structures and mechanism
for exchange and two-way or multiple-way communications among the different healthcare

professionals.

9) Long-term projection and route map

Funding support for research activities and service innovation in dementia, and to explore the
need for a mass dementia screening programme among the 65+ group which will provide useful
figures for long-term projection and an overall route map that links up different service packages

and provisions for dementia care.
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INTRODUCTION

With the ageing of the population worldwide, the increasing prevalence of dementia has become
a global public health issue. There are over 55 million people worldwide living with dementia in
2020 and the number is expected to reach 78 million in 2030. In Hong Kong, approximately
8.4% of adults aged 65 or above (103,000 elders) are affected by dementia in 2009 (1). A
significant increase in local prevalence is highly likely as Hong Kong population enjoys the
world’s highest life expectancy (2). According to the Census and Statistics Department, the
proportion of elderly aged 65 or over in Hong Kong is going to double in the next two decades,
from 1.17 million in mid-2016 to 2.45 million in mid-2039. At that time, the estimated number

of elders with dementia will be more than 200,000.

Dementia, a chronic syndrome characterized by progressive decline of cognitive function that
interferes independence in activities of daily living, often has a profound impact on not only the
persons diagnosed and their immediate family (3), but also their extended family and social
network (4). Dementia is not restricted to only cognitive impairment and functional decline, but
also behavioral and psychological symptoms including delusion, disinhibition, violence,
irritability, and yelling (5). Currently, there is no cure but pharmacological and non-
pharmacological interventions that help to delay the functional deterioration for dementia are
available. Evidence to support the use of pharmaceutical agents or dietary supplements in
preventing Alzheimer’s had remained insufficient (6). Some pharmacological interventions, for
example acetylcholinesterase inhibitors, are found to have better efficacy in ameliorating
symptoms in the early stages of dementia. Besides, psychoeducation for caregivers that started
earlier in the disease course could be effective in improving caregivers’ mood and quality of life.
For maximum intervention options and benefits, timely detection and identification of dementia
becomes the key. Evidence revealed that early recognition of dementia could reduce
psychological distress of both patients and their families (7, 8), while advance planning and
persistent treatment during the mild-to-moderate stages of dementia could slow down the

progression of cognitive decline (9-11).
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Public attitudes towards early management of dementia

International studies show that community perception of dementia is mixed. One meta-analysis
reported that some patients and their families were very distressed about the possibility of
dementia. Their fear and reluctance to face the disease had resulted in delaying the timing of
diagnosis (12). In other studies, patients were generally agreeable to dementia screening,
especially if they understood the benefits of early identification (13, 14). A recent study in
Australia suggested that people rather wished to be told about the diagnosis as soon as possible,
regardless of demographics or any personal relation to dementia patients (15). Our study on local
Chinese respondents also showed that they preferred to access treatment and support early for
dementia. Nearly two thirds of the respondents perceived practical issues (61.3%), physical
health (61.0%), and emotional distress (58.4%) as their most fearful impacts (16). These

problems would require both medical and social support.

Management of dementia in the primary care setting
The Mental Health Review Report (17) released from the Food and Health Bureau in 2017
highlighted that more than half of the dementia cases managed by the Hospital Authority (HA)

were mild to moderate. The report emphasized that:

People at this stage are in transition between healthy, active life and frailty. This
is precisely the time when intervention, especially at the primary care and
community level, should be given to prolong the progression of their disease so
that patients can stay in the community for as long as possible. It will also reduce
unnecessary and premature admission to infirmaries, hospitals and residential
care homes, and in turn improve their quality of life before reaching the severe

stage of dementia.

In other words, community-based primary care physicians (PCPs) can play a pivotal role in the
care of the elderly (18). Relatedly, the World Health Organisation (WHO) and the Alzheimer’s
Disease International had also promulgated a Seven-stage Model (17). Not only does the model

identify the multiple needs along the continuum of dementia care from pre-diagnosis to end-of-
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life palliative care, it also emphasizes the importance of ongoing and long-term care service
provisions. The advantages of strengthening primary care for mental health problems have been
widely acknowledged, including holistic care, first-contact care, continuity of care, affordable
cost, easy accessibility and less stigma (19). As the first point of contact and the gateway to
specialist services in the healthcare system, PCPs are capable of detecting early symptoms of
dementia, diagnosing, referring patients with dementia or suspected cases to specialist care for
further investigation, providing follow-up consultations for mild to moderate cases in the
community and arranging appropriate community support (17, 18). They should be able to
discuss the long-term management plan with the patients and their caregivers, and facilitate them
to access available services such as occupational therapy, speech therapy and other support
centers in the community (20, 21). The PCPs can also educate the patients and caregivers about
other risks brought about by the disease, such as cardiovascular risk factors and encourage
exercise, socialization and cognitive training (22). All in all, the PCPs may encounter, and have
to manage, dementia’s complexities brought by patients or their caregivers more frequently than

just regular follow-ups.

While the above concepts and advocacy on dementia care are generally recommended by the HA
and Primary Healthcare Office (PHO) of the Food and Health Bureau (FHB) (17, 23), what is at
stake is how much has been implemented in the current health and social care context? To answer
this question, we need to know more about what support is needed to enable the PCPs to perform
their roles adequately, what are the barriers and enablers that deter or encourage patients as well
as their caregivers to seek the appropriate services for their needs, what kind of collaboration or
service integration or delivery model are needed if early recognition and management of

dementia are to be effectively delivered in the community.

Current barriers to early recognition and management of dementia in Hong Kong

Theoretically, primary care for dementia in Hong Kong covers private clinics of PCPs, general
out-patient clinics (GOPCs) under HA, elderly health centers under DH, elderly community
centers, day care centers/units for the frail elderly, and also community care service teams and

integrated home care service teams (17). However, various practical barriers to fulfill their
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expected functions have been noted. Our earlier study found that PCPs tended to overlook
symptoms of early dementia. While most PCPs could recognize memory loss, misplacing objects,
disorientation, mood changes and personality changes as typical dementia symptoms, other also
common but early symptoms including apathy, loss of initiative, a failing sense of direction,
restlessness, and distraction were least recognized (24). Besides, about 75% of primary care
services are provided by the private sector where support from other healthcare professionals is
lacking compared to that of the GOPCs, despite HA’s intention to develop public-private
partnership for dementia care (17). For the elderly community centers, they provide general
support for counselling, rehabilitation, social and recreational activities rather than specific care
for dementia. The day care centers, on the other hand, provide cognitive and memory training,
reality orientation and reminiscence therapy which cater more for the specific needs of dementia
persons, and yet the number of recipients were only around 4,500 elders as of December 2016
(17). It is important to know whether existing services are well integrated (18), easily accessible
and known to the patients and their caregivers, and most of all, meet their needs for early

recognition and management.

A previous local study found that most decisions on residential care application or placement
were made against the wish of the person with dementia or the caregivers. The key factors
included worries over health deterioration of the person with dementia, actual unmet care needs
and behavioral issues that exceeded the physical and mental capacity of family caregivers, as
well as the lack of available community support (25). Our recent studies also found that it would
be difficult for the caregivers alone to look after the physical and psychosocial needs of the
person with dementia (26-27). They are in need of continuous advice and support from health

and social care professionals throughout the progression of dementia.

Conceptual framework of the dementia care pathway in Hong Kong

Services for dementia care are currently provided by the government, non-governmental
organizations (NGOs) and the private sector. Patients with dementia symptoms often need to be
encouraged and accompanied by a family member to seek help. The family caregiver often acts

as a coordinator to search for health and social care services. On top of all concerns, the first step
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is to recognize dementia symptoms before further cognitive decline takes place. Despite the
public’s accepting attitude towards an early diagnosis of dementia, their knowledge on dementia
and its available services may affect their help seeking behaviours (28). Another recent study of
the research team also found that caregiver-reported but not self-reported symptoms predicted
clinical severity (29). This indicates the crucial role of caregivers in dementia recognition and

help-seeking.

Latest international studies found that more than half of the respondents’ primary point of access
to dementia care was the PCPs (55.8%), and the median time between initial care and arrival at
the specialist services was 48 weeks (30). In Hong Kong, patients seeking help from PCPs would
undergo initial cognitive assessment and preliminary laboratory investigations. The PCPs may
then refer the patients to psycho-geriatric or geriatric clinics for further assessment and
management, if indicated. The usual waiting time for these specialist services often takes more
than a year (31). The PCPs face significant challenges on the services required by the patients
during this period. Patients and their caregivers may also seek help from NGOs for necessary

services.

In the local system, the NGOs but not the formal medical services have been playing a major
role in promoting early recognition and management of dementia. NGOs, founded by charity
fund and operated in self-financing mode, provides one-stop dementia care services for patients
at different stages of their illness, including cognitive assessment and on-going care and training
for both patients and caregivers (32). The services they provided are comprehensive but also
expensive, which does offer a viable option for those who can afford though not the majority of

patients and families.

In recent years, there is a number of government initiatives which aim to enhance care for the
elderly and those with dementia. The “Dementia Community Support Scheme” (DCSS) launched
by the Food and Health Bureau provided dementia community support services in District
Elderly Community Centres (DECCs). DCSS has been regularized in all 18 Administrative

Districts since 2019. It is a collaborative scheme involving all 41 DECCs, operated by NGOs,
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and HA’s geriatricians and psycho-geriatricians. Each DECC provides services for 50 demented
patients, totally serving around 2000 mild to moderate dementia cases (33). The DCSS
demonstrates a collaboration model between medical care and community social services. Elders
who have been diagnosed with mild to moderate dementia by (psycho-) geriatric teams of the
HA are referred to this scheme. Patients and their family members may attend workshops and
support groups to train up their cognitive ability and self-care ability. Despite the benefits
reported from the patients and caregivers, a significant drop-out rate was noted in some centres
that only 1/3 of participants completed in one of the NGOs, while initial refusal to join/default

rate was also 1/3. PCPs by far have no involvement in this Scheme (34).

Despite the multitude of dementia services provided by different parties/organizations, it is
unsure whether these services are well interconnected and brings about optimal outcomes, and
whether they are readily accessible by the public, health and social welfare professionals.
Integrating the information described above, we illustrate the current dementia care pathway by
a flow diagram (Figure 1) modified from the assessment and management framework of

cognitive impairment in older adults proposed by the PHO (23).
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Figure 1: Conceptual framework of dementia care pathway in Hong Kong
(modified from the algorithms for Assessment and Management of Cognitive Impairment in
Older Adults in Primary Care Settings, proposed by Primary Healthcare Office of the Food and
Health Bureau)
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Potential strategies to enhance collaboration and service integration

We have seen projections on the demand for elderly care and especially dementia, in order to
ensure planning and development are geared towards the right direction, and prevent overburden
of our current and future medical and social capacities, it is important to explore the views of
key stakeholders on how to enhance collaboration as well as integration and availability of the
services. Currently, most of the early management tasks are provided by NGOs and pilot

programmes of the Government such as the DSCC, while the PCPs are involved more in referral
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tasks than ongoing management and follow-up especially during the period after initial diagnosis
and before attending specialist care. To explore strategies to meet the expected roles of PCPs in

dementia care as stated in the framework by PHO is also one of the focuses of this Study.

Moreover, enhanced collaborations between primary care and specialized care services provided
by geriatricians and psycho-geriatricians are important to improve the quality of community care
and shorten the waiting time for specialist clinics. Furthermore, medical-social collaboration
should be emphasized. The medical and social needs of people with dementia vary widely as the
disease progresses. Dementia care is known as a labour-intensive task involving multi-
disciplinary healthcare professionals (17). Opinions from social workers, nurses, occupational
therapists and physiotherapists are essential for an integrated and efficient system for dementia
care in the community. Yet, there is currently little information about their views and experiences

in collaboration.
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OBJECTIVES OF THE STUDY

1.

To understand patients and caregivers’ barriers and enablers to help-seeking for dementia in
the primary care setting from early to later stages of dementia.

To explore views of primary care physicians (PCPs), psycho/geriatricians, social workers,
nurses and allied healthcare professionals towards the current modes of medical-social
collaboration and recommend improvement strategies for dementia in primary care.

To explore the views and experiences of caregivers and health professionals on Dementia
Community Support Scheme (DCSS).

To devise strategies for enhancing the roles of PCPs in early diagnosis and management of
dementia, particularly on:

4.1 Service support to PCPs on diagnosing and managing dementia

4.2 Incentives for PCPs to look after patients with dementia

4.3 Designing patients’ management plan in the community with nurses and social workers
4.4 Enhancing support to the caregivers

4.5 The potential role of PCPs in DCSS

4.6 The role of PCPs in identifying reversible conditions to prevent mild cognitive

impairment from progressing into dementia.
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RESEARCH METHODOLOGY

The study adopted a qualitative approach to explore and solicit the views of service users
(including patients diagnosed with dementia and their caregivers) and the healthcare
professionals on the diagnosis and management of dementia and related health problems in
primary care settings. Both focus group and individual interviews were employed for data
collection which took place between March and December 2021. Owing to the Covid-19
situation, the interviews were mostly conducted via Zoom except for the two patient focus
groups which were face-to-face, and several telephone interviews were also made for

patients/caregivers who were not familiar with using online media.

Participant recruitment

A total of 10 focus groups, including 6 groups of health professionals, 2 groups of patients with
dementia and 2 groups of caregivers; and 8 individual zoom/ telephone interviews with either
health professional or patient, or patient together with caregiver, amounting to 57 participants
were held. The 10 focus group discussions each lasted between 1 and 1.5 hours, while the
individual interviews were about 30 — 50 minutes. Table 1 below shows the composition of each

focus group and individual interview.

Table 1 Composition of focus groups and individual interviews

Composition of focus groups Composition of individual interviews
Via Zoom
Group 1 6 Public PCPs 1 Private PCP
2 Geriatrician
Group 2 6 Private PCPs 3 Geriatrician
Group 3 4 Nurses Via Telephone

3 Social workers + 1 nurse + ) ) )
Group 4 . . 4 Patient and her sister (caregiver)
2 Occupational Therapists

3 Geriatricians + ) o )
Group 5 o 5 Patient and his wife (caregiver)
2 Psycho-geriatricians

3 Geriatricians + )
Group 6 . Patient and her daughter
2 Psycho-geriatricians 6

- (caregiver)
Group 7 4 Caregivers
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Group 8 4 Caregivers 7 Patient

Group 9 3 patients

8 Caregiver

Group 10 3 patients

Recruitment of health professionals were done mainly by the Investigators who helped invite
geriatricians, psycho-geriatricians, public PCPs, nurses, occupational therapists from public
hospitals as well as district elderly community centres; and social workers from NGOs to join
the interviews. Private PCPs who had their own clinics or worked in group practice were also
invited to take part in the interviews. The invitations were sent out either via emails or through

direct phone calls from early March 2021 onwards.

Besides health professionals, Investigators also helped recruit patients and caregivers to
participate in the study. Invitation were made to patients who had been diagnosed of dementia
during their visit to memory clinics, psychogeriatric clinics or geriatric outpatient clinics, and
their caregivers. NGOs that offered community support and training services to dementia patients,
and community nurse who paid home visits to patients, were also invited to refer suitable
participants to take part in the study. To ensure the unique perspectives of the patients with
dementia, they were arranged to share in separate focus groups from the caregivers. For those
who were hesitant to talk in a group environment, individual telephone interviews were offered
instead. Each participant was offered supermarket/book coupon as incentive for their

involvement.

The patients in our sample had all been diagnosed of dementia, with years of illness ranging
from 2 to over 10 years. Except for four patient participants (3 focus group participants and 1
telephone interviewee) whose thoughts were still clear and coherent, and able to reasonably
communicate, the responses of the other patient participants were brief and easily lost focus.
When that occurred, as in three of the telephone patient interviews, their caregiver stepped in

and supplemented information/details to the questions of the interviewer.
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Procedure

As the main bulk of interviews were conducted either via zoom or telephone, participants were
contacted and confirmed by email or phone of their participation. A zoom link was sent to them
prior to the event for online connection. For the 2 face-to-face patients focus groups, the first one
was conducted at a University of Hong Kong venue, while the second one was held at the NGO
where the participants were recruited. Except for the telephone interviews which were conducted
by 1 interviewer, all the other interviews were moderated by 2 interviewers with higher
qualifications in social work and counselling, audio-recorded and then transcribed for further
analysis. The accuracy of the transcripts was checked by one of the investigators against the

audio recordings.

During the interviews, open-ended questions were asked to prompt participants’ responses
towards the following topics, and the discussions were moderated according to the actual flow

of the exchange.

Topics for discussion:

Health professionals (Psycho/geriatrician, PCP, Nurse, OT, Nurse)

a. Dementia patients’ trajectory of diagnosis and management — role as a health professional
b. Medical-social collaboration

c. Roles of PCPs and primary care providers (NGOs) in the care of dementia patients

d. Limitations, service gaps

e. Incentives and improvement strategies

f.  Comments/experiences about government schemes (DCSS) for dementia patients

Caregivers and Patients

a. Trajectory of diagnosis — role as a caregiver

b. Experiences in receiving community support services

c. Barriers/difficulties and enablers in taking care of dementia patient / help-seeking
d. Perceptions/experiences about PCPs or primary healthcare service in dementia care

e. Comments/experiences about government schemes (DCSS) for dementia patients
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Data processing and analysis

The data collected was analyzed using NVivo software version 12. Employing a content
analysis approach, coding categories were deductively derived from the Study objectives and
text data were coded based on these categories. The completely transcribed texts of the
interviews were entered into the database and coded into the designated themes after repeated
reading of the transcripts and listening to the audio-recorded interviews. An indexing structure
was established to further develop the themes and new codes were also added inductively when
the transcripts were being coded, resulted in a framework of themes and subthemes after
repeated discussion among team members. The data were coded independently by two team
members who are experienced in qualitative research. Comparison between the two sets of
codes showed consistency among the majority of them. Inconsistencies were resolved by
discussion between the two coders to reach agreements on common themes and names or labels

of the codes.
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RESEARCH RESULTS

Participants recruited in focus group and individual interviews

In total, 46 participants were invited to 10 focus groups (3-6 participants per group), including
14 male and 18 female health professionals, 8 female caregivers, 3 male and 3 female patients.
In addition, there were 8 individual interviews conducted with 3 doctors, 4 patients and 4
caregivers, all female except 1 of the patients being male. The caregivers aged 53-75 with a mean

of 63.6 years, the patients aged 61-90 and the mean was 75 years old.

Participants in the healthcare professional group came from different disciplines and both public
and private sector were included. The psycho-geriatricians and geriatricians were recruited from
local public hospitals while the public PCPs were from GOPC under the Hospital Authority.
They included both junior and senior rank of medical staff. The private PCPs, with years of
practice ranging from 17-41, had all attended postgraduate training programme in community
geriatrics and actively involved in district level community care. The nurses were either
Advanced Practice Nurse (APN), senior nursing officers or community psychiatric nurses
working in Hospital Authority, and NGOs rendering dementia services. The 3 social workers
came from DECC while the 2 OTs who had extensive experiences in training and rendering
services to dementia patients, worked at public hospital and NGO respectively. Details of the

demographical information are presented in Table 2.

Table 2. Demographic information of interview participants

Socio-Demographic n
Total number of participants 57
Focus group interviews 46
Individual interviews 11
Occupation
Health professionals 35
Caregivers 12
Patients 10
Gender Male Female
Health professionals 14 21
Caregivers 0 12
Patients 4 6
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Age Range Mean
Health professionals
Caregivers 53-75 63.6
Patients 61-90 75.0

Qualitative findings from the interviews were grouped under four main areas as stated in the
Study objectives, namely, help-seeking barriers and enablers in primary care settings, medical
social collaboration, DCSS, and roles of PCPs in early diagnosis and management of dementia.
Selected quotes and extracts from the participants were added to support the main findings.
Participants’ demographic information was provided after each quote in a bracket, which
included: identifier of participants (whether in focus group or individual interview) and his/her

interview number, gender (Male/Female), age, and occupation/status.

1. Help seeking for dementia in the primary care settings — Views of caregivers and patients

As indicated from their sharing during the focus group/individual interviews, all except two
participants had experiences of participating or receiving services at the primary care level, either
attending day care centre, district elderly community centre, being a DCSS participant, or
consumed paid dementia training services from NGOs. While their participations were to
different degrees and durations, a number of barriers were reported which impeded their
reception or help-seeking for services related to dementia. These included patients/caregivers’
subjective and perceptual barriers, objective barriers induced by experiences and the

environment, and structural barriers imposed by the healthcare system.

Barriers

1.1 Patient resistance

Patients/caregivers’ resistance to recognise the illness (dementia) and the effect it brought to
themselves and their daily living had caused delay, at least initially, in seeking help to deal with
the emerging symptoms of dementia, such as memory decline, confusion, and change in

temperament. In the case below, the patient disregarded those symptoms and was unwilling to
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consult his family doctor even when urged by his wife (Caregiver 9) to do so several times. It
was after about a year that the wife decided to accompany him to the PCP at Department of

Health’s Families Clinic did the husband get referred for further assessment.

MHEERXFFHHEZEME test IHT, RETZHRHERS... [ERLFE borderline BE, B
fRENR 100 93 50 518, ECTRERBRF 49, BHF 51, %, WIGEEB test LRk —F, 42
REMEERE.. HSTEMERFE, FHELMER Families Clinic, BERMFRE. E
BERBEXELHBELE XEBRF/BEC capable, HEANEHIZER R EEBEABIRUE,
BEEEHE. MEEF KEBIEE HHEBE book IEABEEYE, BHMEEANELES
B, BRWRREBCRE KAREEELREW, EREEHEE. BEHMAEREW, B
IMBRE T 5 IR1E(EERE LR referral {BFM, (Caregiver #9, telephone interview, female,
aged 635, retired, patient/husband 69 years old)

Patients’ resistance, especially among the males in our study, was related to their strong hold to
autonomy and the ability to self-care, the loss of which was perceived as disastrous for them.

The father described in the case below was one such example.

e RitEEXaE. ... MR RIE. AERAMARREXBCEAMERL. fhE
MEEEIEETAERAT. MBBEEIHERESGRE. ... ABHME VHHREZ
FHE BEMBRERER, EIZE—EERTDUERMALS, KEBREE, M2
RitiE. ... AARBHBIEENREER BEFREM £ETE QIMMBRAEZ.
AEXBEREMERE, BEBETTE EF B ENEROMAZT]. (Caregiver #3, focus
group, female, aged 58, housewife, patient/father 87 years old)

Another focus group male participant who enjoyed an active lifestyle (e.g. hiking, gardening,

yoga) also downplayed the effects of the disease on him, he claimed that

AEREST, EFHEHN. BEAHRRSEE BF —LEREAHIHN. FRABER
AW,

REBMLE—E, BEF—EABREENN. ZMFGEHERT, ZEMEN. &K
MaRes, ARMEBEE. - WRRFERIER RREATREGRN. 212 #
st EEHE — Y. ZXELM, (Patient #3, focus group, male, aged 73, retired from his commercial

business)

Besides, he also boasted about his self-help techniques and not relying on a regular doctor (PCP)

to manage his different illnesses (Diabetes, hypertension, high cholesterol, heart problem, prostate,
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cognitive problem), instead he opted for the specialists, partly because of the insurance coverage

to which he was entitled.

BHEHESE FevZEBE RAERBELE. -BEEEFBEIM—ERER
5, BEFHEER—RFEN. BN TEARRAS), CHEMEEHRET
FrIdEZEBINNEREERBE REBT, IRETMUESET. SEERE,
BCHMBCWERZ, ERIZE,

NGO ZftE? AEBEE. AEBEAHC LR, MREFEEN HEGLNRIM.
BHAXE BlEXZE. - ABEEER REACHAC. REXRES —HMZE. HET
. BIRIAER, @F —LEAW. ZEWHBL, ER, ILAEY - (Patient #3, focus

group, male, aged 73, retired from his commercial business)

1.2 Lack of knowledge and information
For those who showed little resistance to help-seeking, such as Patient #1 in one of the focus

groups who was eager to look for ways to slow down the progression of her dementia,

MEFKEEER, BT IKBIBIERA, #4ENS supplement, 1BH ZITHA R, FREE,
IS, BEBREHETUEAN? BIRLEENHSE BEEZENEE ZEE
MEELH, AIREKEEENBE BERETCIE—8. EE2FHETETRL
BI2FEHF - (Patient #1, focus group, female, aged 61, housewife)

the lack of knowledge or information about the community support/ services available, and the
usefulness of training activities rendered by primary care providers, “Never heard of NGO’s
training activities. Do not know about that, probably because not much publicity. Should be the
case, otherwise, nobody knows.” had barred them from reaching out for help at the primary care

level.

HESE -AFUEET &% BCRETEE-FEHRNELR &5 T EEERK
FrEgiy e BB iy, EERIRLASRR. MBEBGFIVEEE, EEERPNTE (R)
FIER ISR A .

BLELEAR—H—Y, BNEHSIER RPIEEEREYUERERNEGTEEENE
K-BARE—TNTHNEBN- R CE-ZAREEZEXRSZHNT, BHIRX. XEE, &
B ERAMNID, BRKERE AR ECKSE FE HFEEHR. (R)

(Patient #7, telephone interview, female, aged 72, retired)

The patient in the above case shared her helplessness in looking for training and community
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support services. Despite being referred by the hospital geriatrician to attend training activities,
she was put on waiting list by the NGO that specialized in providing services for people with
dementia. Her concern of not to over-burden her daughters with her illness, and her inability to
search other available resources within the community she resided added to her frustration. Nor

did she think joining activities at community centre would be useful in her case.

BN, ERREBHEFRLERARN, EAHEROHZZEEEAZEET, ER
H-AMREHEREBEL BN —EREN, #-miRLEg & HEEN.
BB BHERAREEKRT . AA BUFBL -BEEHEFOEZIIT TS L,
(Patient #7, telephone interview, female, aged 72, retired)

The same issue about the use of non-pharmacological measures for dementia patients was raised

by one of the private PCPs in the focus group too,

fhffi[caregivers| A EEF, AMETMEINGOWTE, AMETMEBTEER,
BAMELME, BELINEMHTER, RZIUEEW, HERAMEMMAE.
FAAEL, HERM -BMOEAMBEESEH, EERMNEMERTE, FRARBA
EARNXZ[EIBE, (Private PCP #3, focus group, male)

While it might not be realistic to expect patients with dementia to be capable of seeking help for
themselves, the burden often fell on their close ones/caregivers. Caregivers in both focus group
and telephone interview also mentioned about the difficulty to sort out relevant and useful

information which was not readily available to laymen like them.

HEMERDN, BAERSZPIGERIRAMEN - RRFKE LBE—Th. REEIR
BEAHEAW. SOEIME XX AEE, ABEEMMEIRREEEBLI, BEFFEY
TEEFHTT. THBESLER, B[RRI RRBM. (Patient #8’s sister,
telephone interview, patient female, aged 68, retired)

1.3 Perceived incapability of PCPs to manage dementia

Apart from unfamiliarity with dementia services, participants’ perception of PCP’s role and
abilities had also dissuaded them from seeking help from their PCPs both before and after
diagnosis. The perception that PCPs were only for treating cold and influenza, and not capable

of managing or suitable to be consulted for dementia led the caregivers/patients to go straight to

33



the specialists.

BERBRBRREEE]. AAMEMtEZ ARIIBLRE.

RAHIREREBLE MhEHRARENESEE FAMBEASEIZAE LS EMN,
FrRU A2 E HBERNFRBNERT. - FTIAFRIMAY symptoms, FFIEZZIFHTAE
FrEMBRR, MEEE. PEREZME WSBRZEEZAENT. FRXERMAZRIEE
AEZARE L (Caregiver #7, focus group, female, aged 69, housewife, patient/mother
89 years old)

BR—EIIBERRL 12, FHEE BERZEREEZMBN, ERIR—FFEAK
BLmMBREROH, BR. AXAZ2HF5E IR XAZ2FEEEEIFK. @ family -
B family med BRI, FRPNIBEA, (Patient #9’s daughter, individual interview, female, patient
72 years old)

In the above case, the daughter (caregiver) of the dementia patient concurred with and gave full
trust to her mother’s cardiologist who thought a family physician was not the suitable person to

take care of a patient with multiple illnesses.

A RMERX FERER, X-AI&ER BREWOHEEBLE MESS  [1AF7,
TR R EREE S E, REEE, REKRERW. | HAME (RLE family
med = EF A HU{E background... s IR /E1E background {RKE 4R T LAZ/R X E iz,
WABEW, (Patient #9'’s daughter, individual interview, female, patient 72 years old)

As another caregiver pointed out, PCPs was not of much help in dementia cases and Hong Kong’s

general practitioners needed to be better trained, even a senior nurse might do the job better.

RRESETEN GP I 9 H - FEEER - ARZEANFRFEL, e 1REZ -
RIMRAMZLE DL, R, E01E patient A B B IRFAAMEE, T8 — M RIRAH
&, ERREIMMABME symptom, REFAN TS EEE, (REFE warn fffi,
A5 BENEEIL GP i EMNEIRS/KE, MRIRRIFFL 7T EE senior nurse #iE
RIFIBMA, (Patient #8’s sister, telephone interview, patient female, aged 68, retired)

FREMEUTHREAGHERERL or TBRRBEHERBEHRN—ERHMT?
FrIAE MR, MAMERA, BORE SERIEE daddy. mommy HiSHKAYIRM,
MEHFRPINREEE, BERMUENERNE. oIS IEBAEH,
BRKiBRK, MWGPIERBMEHAESRMNE, FERFRE M, EFHE.
(Caregiver #2, focus group, female, aged, patient/, 68 years old)
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1.4 Negative experiences with primary care services
Actual experiences also reinforced their impression of how PCPs rendered their care to the
patients. The above caregiver continued her criticism regarding continuity of care and treating

symptoms instead of person,

REBMMARERF, LHEORR 18, AAREE L -2 K M EE A
Ew, RZERMNBE MEEA XAHMEETISH [#5], BEALET.
MRT H—EBE. EBELLRFETE, 5 [4T8 B, ALERER, BB
HAREETH, MEFIEMN,

REETH, T, TRRALRE WUREESER, FET7T —EB4. 2
hERENE T -BIF 7 record, {REEFEEMES BIbEZH /D heart, BIER, RITIX
Bk, REE - B BOREAEFE TR, 2 [B (REEV ? 57, FHLI-RE
BAR; B, RER, BEEEE(R, | (Caregiver #2, focus group, female, aged, patient/, 68
years old)

In another case, the caregiver thought that the PCP was unable to make an accurate diagnosis
and confused the patient’s dementia for depression. Despite the fact that it could be difficult to
differentiate a patient with depression, especially severe depression, from dementia at the
beginning, the case here reflected the caregiver/patient’s mistrust of the PCP’s medical

judgement.

MEMBEELE, hAZRA BEESISHENER G —LIIB%E. BERESFA
EiER. ERINELFIVE RARELEE fAHMEEER-EEFHENE M
OERYE, e UARIEEER HEEHW, LAEREW,
HEEMBERINERARA, ARAEIEERR, 7 check FHIK,

(Caregiver #3, focus group, female, aged 63, working part-time, patient/mother 90+ years old)

HERE-RFEERBNEE RERitE MR —EENBUREEERE
B, EEARAERK . BA, MihEE SEREBEE HMASTMUERN
record hif, REREEERE L HEEBLHORAZXESIERE -BERERME
FHENEIRRAN, MRFEE —TEAKEFILER support, BEALLETHEE
Fedf, (Caregiver #2, focus group, female, aged 58, retired, patient/father 93 years old)

1.5 Temporal barriers — Impact of Covid-19
Owing to the Covid-19 pandemic in the past two years, many of the NGO’s facilities and training

activities catered for dementia patients in the community were closed or cut short, patients
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needed to resort to online activities and communication, which might not produce similar
benefits as in person treatments. The patients also received less stimulation in daily life and

resulted in greater resistance to return to training.

BREEUEECNE HETREPE RZ7. BAaHOERILHL. AREM ERE,
BEtbSZET, mELENEER RESHEF M. E2MET, KRAELRZE,
RIfFEEM A LR Mt ARER. thEFEEGMBECRE T . (Caregiver #2, focus group,
female, aged 58, retired, patient/father 93 years old)

E %A Covid 27 —fa¥, #%EREEMTEFNNET, BELEENFE MEEA
RT. EBEEZET, flahsrE2 Ry, wREHEE FFEEE FAIHNEHE
RERTEARR, REMEALZEEEBRAN, EEEE, KBEHEED, ®ET.
---otherwise, WMRMEZH Covid, —H keep &, HEh-ZEME:Z stable Y,

BlnEIBIRMIE, EREMNBLEE), FARBBESENSARB, RIIEH, Mg
BEB, BEEXT ROEZK, BLEFBUMITEBITRE HEZRMHO.

RIZMR [— =0 =0 [ & S B /URESRF B 0B, RESH OB
(Caregiver #3, focus group, female, aged 63, working part-time, patient/mother 90+ years old)

1.6 Structural barriers — Eligibility
Other than temporal or incidental barriers which might change over time, there were certain
structural or long-term features that discouraged patients/caregivers’ help-seeking attempts in

primary care settings. Eligibility to services was one of them.

AR th B2 ERFHERLR, HEMTUTFEEZ—F
BT, 12! BERUAEHEN. EMETSI 22
group, female, aged 71, retired, patient/husband)

BB T, BREBES TR M/ \F
R—EBE, (Caregiver #6, focus

ERETEEAZIRS. tRiRAEIA, RAMAR, E5#R. AUEEHEKSR E
f91R disappointeds -+ BHTEFRA LA, BMATUMEIEERS - KRARHTREREKE
kiR, RAKMEAET H, S, BEMBREAR, FRURMTERBHE
B . (Caregiver #7, focus group, female, aged 69, housewife, patient/mother 89 years old)

Unable to apply for meal service for her husband, probably because his conditions were not
severe enough, Caregiver #6 had to take him to Chinese restaurant for lunch daily and

encouraged him to do computer exercise on the tablet at home. In Caregiver #7’s case, she had
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hoped to seek some physio help/advice for her mother whom experienced several falls at home,

but was in vain because she was not in the most deprived group.

1.7 Demand greater than supply

Participants shared their experiences that waiting time for community support/services

specifically for dementia patients, not to mention about specialist services, was longer than a few

years ago. For some programmes, patients had to draw lots to get in.

Br. MarshirE, B, RF=MERTYE, REF AIFZARMERLEE) - R
B, RNTRTEs —L R RELBET, BUERE —BREERRAZRTE
B =EK.

THRYE-BURL -R-FETHAZ| QRMT B0 FEAHEEEER ARMELER
Fo FIGMR-FT. BTIBPE. BEBEDPROGIR-EVEEERRE, 2.
BREEERTHM BHME BEFEAKRE @O gt wtdUE=E"
BfiExLZE, MREHATHAERE. (X) BC. BCHE, WMEEER. (Patient #5,

telephone interview, female, aged 68, retired)

hERMEZEREEN, A2REBMFHEIXRAN, RREEORE BEEFE
KHHEETT1EN.

REME, BERREFREERE, BEHKIAZHELE centre, ZHRRAVMKIE.
BEBEANEEXITIRBAEER, REMN. BALZE. W, (Caregiver #1, focus group,
female, aged 53, clerk, patient/mother)

Caregiver also expressed the hope of having day care centre service for the patient, yet the current

supply did not meet the need, and the long term costs of care was also a major concern.

FNEL, KRB FEMEAR. . BRAEREMBEL. . AIFLLRERE, HREXM
B, even XFH, HEFRECTHEHIE—EKRRE, EEBEL service ...,
KA relief IB.. R IPEEER, HBEMF. eRESHAENGTE, EHMIRET,

BHMTTRL... 38, B TRA HELRANFELIELER NeFLSE... T
IBRES ML, UK ? (Patient #8’s sister, telephone interview, patient female, aged 68,
retired)

KAM feedback ERRZARS, MRS E daycare, MFIHMELIYE, XAEK
BEZAR—EAER, BEMA safe,

BRMMEEREHE LA, B2 daycare, BUFAPLLIREEHKRA, 82 NGO FpLk
X E, MPIXFAR, (Geriatrician #1, focus group, female)
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20, EtER—ErE. BEf. ttMRETNS, BRERSEEN. BE4ARE HE
ERNTEEEN. 8W. AW, FARFBERNERER, XZREMRER. E&EF 0
RAREBH, RERKWNEEZIT S, (Patient #8's sister, telephone interview, patient
female, aged 68, retired)

1.8 Continuity and service quality
The impact of Covid-19 on dementia service in the community might be temporal, but the lack
of continuity and quality professional support would affect the impact of the community

support/services and cause regression in the patients’ motivation for training.

HBEATF, RE, ABMRRN. RERIMEROCNILIR SREMERFHRZHR—E
iR, BHEMMEEEEEN—team A, RIZHEGEM, YIGEM, MLMEF
129N outsource HEXMITE .

ZAEIEIRFE thE — LB ia AT E AR S AR, MERth EERMMIIIR,
b2 &Rt outsource X, MfEH EHAVEREEE—EBIRT . REIEH/OAVEREE
FE. - BEEEB, HEBREY M. (Caregiver #1, focus group, female, aged
58, clerk, patient/mother)

HthELEB, BIEF0, RIRELSBHEFIL, MmEHIEL professionals, BUF
WHEHEIR, {952 professionals, BLEMBMth EBRLBEEZERMBEEZAR.

(Patient #8’s sister, telephone interview, patient female, aged 68, retired)

Enablers
Despite the barriers mentioned, there were also a host of enablers which facilitated patients and

especially their caregivers to seek and receive quality care and services at the primary care level.

1.9 Family support
Based on the responses of the participants in our Study, family support, especially attentive care
and keen observation from family member(s) played a crucial role in the patients’ help-seeking

experiences.

B R—BR - HEEREEN, RIEIERSR, WEFE - -RFBFEE B be more sensitive,

B 07, BEZLYE fEREFL LR REEKERET . IRINLERFH,

ERIFTFT TEIPAIEL, RIZ38, REBLEMA prepare, A2 EIHFEM.

- JEELLE DD credit- SHEHC, e BRYEBRIGHTALBLY K [ REW]

M@, FRIFHEEA  EARECHRIEZ. HERARREMED. R AR
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TETH EREHMTALFERBIRGHE, WRIREOEN.

(Patient #9’s daughter, individual interview, female, patient 72 years old)

FEHEENX.. HBFEACESRACHE, I& recognise HC. FABBMENT, WA
G NRMRAKEENF, KR, EEBREL, BMAIE, (EEAEERIE, WHkeFEE
BEEREM.. RAMRRERIATFERMENS GURA WEE B HEW AR (L BT R 588N,
{E M something like that, (Caregiver #9, telephone interview, female, aged 65, retired,
patient/husband 69 years old)

In the case below, the daughter, a volunteer for the DCSS who recognised the benefits of
community support/services for dementia patients, was able to motivate her father to seek help

and attend training activities despite his resistance.

BARTE T AT —EIT game, KR —@it—LEoRk, R—EIh, X ok.
FAATTRAZ, BREEXTUEMRSE EXTUESEE IRELR RAZEART
MEEIE RETUZARBRHE T ZTHEEIE. (Caregiver #2, focus group, female, aged
58, retired, patient/father 93 years old)

Most caregivers in our Study would also take the initiative to seek information and service for

the patient.

BHRERKEACH, MEERRRE REXMEAZREBCKMERLR, |,
MERTREEFENLEREY, EF2EE BaRETAS. . BEREANGT,
BEMMREEFR, MMAbEeF—LERGHK, NREBR - FRUORBEHN, REB
CETE&#. RAERNE RITERMTT. AHFEEEMRHFN. BERATE,
ZHERAR, BERBIFER, MEREELIN. (Caregiver #6, focus group, female,
aged 71, retired, patient/husband)

JREMEA—ERESE RRENEAEL EYREEBEEMNHE, FTH—LER #
HIHRBENRE, BEAFIBI T MIRE—LEEANEMGIRFIN, (Caregiver #8,
focus group, female, aged 58, housewife, patient/father 87 years old)

The caregivers themselves, also actively sought support from self-help group and connect patient

with professionals.

BRTBESE - MRBRENL —FBLREIEAR., ARTRNERE, IEECHE
REBEETH. BASHMEMTSNERRER. BCEREEE, BEETHE.
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FHEERECEATRTEN, SFEE—LREN LEELX2N FLE2RTM.
T RERIRTE L BEEAN. EAWIR FEREMEA group E—iE, RMITEE. RBEHM
o IMRZM, BE—UE RISk T . (Caregiver #6, focus group, female, aged 71, retired,
patient/husband)

EXEEEAW, EF—ERK. mEHEN —EEERNERE HthEESRHMT
MWEIT, EERECtheXrE—LEE EREFELIRE—LER, BEGMTHEE
JTHRHMERM . BERAGIREBHER. SEARERIT.

BIBIS L ERRRE—EARM T, MBBHBLEREARE. HEFtbBCEE, &
ERESESHNEE, (Caregiver #8, focus group, female, aged 58, housewife, patient/father
87 years old)

1.10 Severity of symptoms

Despite most participants agreed that early diagnosis of dementia was preferred which enabled
them to make better preparation, ironically, it was not uncommon that many patients/families
would wait till the patients’ symptoms became unmanageable would they then seek for help. In
the case below, the patient’s daughter had to resort to 999 service when her mother’s BPSD
symptoms became intense. The patient was finally admitted to the hospital and formally
diagnosed with dementia. The daughter then quitted her job and cared for her mother at home

since she did not want to place her in an old aged home and it was difficult to hire a helper too.

MFRERBTEE THARANKT . BEBB—ELLE/NTH, FIMBEAAE R
%, 1BEW, 2018 F, FHe, WHRKEEHEIIARE, BEEHLEW,
BERBRMEET, RMMEF—2EW, RMMEMNRENE diagnose AYEE, TTHE
BN R ENBHRIM, FrIARARERE

F—EEMRESRES mERELEGRYGH THEYZIER EEREAE
FEMAFBET F—H, BMIz% WMBEEXAERY, BMAZAT, RER
—EEfREN, FAPEERG call 7 999, (Caregiver #4, focus group, female, aged 60,
retired, patient/mother)

Hence, understanding about the benefits of early diagnosis would facilitate dementia
patients’ help-seeking.

BEGEEREN SAREE MRAEWGR LR WERErEEE, EX—HE
it EHOHLIEE), ETINFEZBIRMEENES . (Caregiver #6, focus group,
female, aged 71, retired, patient/husband)
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1.11 A bridge in-between

Patients who attended specialist out-patient department (SOPD) (e.g. psycho/geriatrics, memory
clinic) would usually get referrals or urge by the doctors, nurses and OTs to attend cognitive
training/activities offered by NGOs in the community. The majority of our patient participants
did so under their advice and arrangement. With help from the professionals, like the social
workers in the cases below, patients and their caregivers were able to find and benefit from the

dementia service.

A2 hthERFEN. EEEEE TRBERET —BzE, MmIMEREHRR. ABEB
FIFLERINGO1E —/VH, BA - BHETHNEEN. tB—LLT sir - BFIEEZ,
X BRI, ABHMETHEM, MXABME/NE XE=BANEKT.

=W, 2, XfEE RmELFE MRhERzE —EhE—F)E —EHRE
(Carers #5, focus group, aged 75, female, patient/husband)

BEREREH, B4, ik MERRSSHHE M T —E:1E4 BEES
B, TREKSSBEFE, - BZERRMERK, THRIMMASHRER, HEE
mitEEAMEL MAREABFL, BERE—ERKIRE.

MM UEATER E—XNWEBFL. AINEESHEHTHEERTE, FilZ
RN, I —ELERRANT R EFMhEATEE—F R thEE—7
\ thEEBIRSESTEE—DF, (Caregiver #8, focus group, female, aged 58, housewife,
patient/father 87 years old)

EREFFERE % [NGOFRLELEIR, RIZ2MoTaELLERBUR—BE. RIRMRE, FUWH
EEEE), RtEZMME2m. MRLEF K - BIMERS, MR T BRI,
FRr AZR IR B b FIRY T .

WRAZ, AFLEBREN, FAHNREBLEHESE FAHNEETEERNKRBEERT.
(Caregiver #6, focus group, female, aged 71, retired, patient/husband)

1.12 Service impact
The positive changes in the patients after joining training activities helped assure families about

the benefits of such services and the importance to continue.

EBEBRUREETHIL, ALLE social Z—2E 7, Flan2ERit EE5, FMNEERRFE,
Bl R DR E X DEMMEHE SRMENEEE BEIRS HTRGITIAWERE,
mth e REHN. MUAT, HhEAEE AN,

BIREAREHA stage JHEFEMNRA AR, EIRMNREZEESPL, KRESED
Z—BRY—%., IRRANBHBEZENREK, (Caregiver #3, focus group, aged 63,
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female, patient/mother)

MEFRET TR, BIMREFETER AHE? AARMNECEEREER] X

MEMEEN, EELREPRRTFN Xgiukisl. BELENKE ERHE 2N
RlRéi AR T, AL, FKtiRb—Ex LR,

BIRRESISRFACH, AIRKERBIEL course REMIFEF M. (Caregiver #4, focus
group, aged 60, female, retired, patient/mother)

AAEEAEEEREENHNE T, BROVE AHTBEEEZARELEHTT,

B EX[AEER, CBBLERERE X HEEACTHEERNERT. BE
ETHEIBR=EA, EXRNE MENNEETEFSL B EBRALERHEIT—
BEEERTF . (Caregiver #5, focus group, aged 75, female, patient/husband)

1.13 Proximity and transportation
Transportation cost was a concern raised by a few caregivers. They were then able to find similar
services in nearby centres which certainly eased the care burden and facilitated the patients to

take part in centre-based activities.

BEREFOCHEMNB SEBRMFBEENEEEE, MUBATUERTEEXE.
(Caregiver #8, focus group, female, aged 58, housewife, patient/father 87 years old)

""" BEHERMEIZIEN. REZARFEEAELSBEEROITEUNE, XEXR,
BERRERX RREEMN. BEHE, RRBSPORTRER BRABIEE 2
ARffiBE. hfiRAs LE2RFNE—B wAERE. ERRAFRE KFEERE
X, (Caregiver #1, focus group, female, aged 58, clerk, patient/mother)

1.14 Government support
Cash support from the government helped alleviate the financial burden of the patients and
families, and also enabled them to utilise dementia services in the community. Participants

welcomed such provision which helped make the patients living in the community manageable.

HEROREFLERER, 7TETHEERS BEZINLHE, REELESE T
the—EARE=Trx MBEEEZFBHERZ-HBBFLKT XEFEEPWE X
EMERRA, RO, REFELE, HftgE

HE—EAMBEN: hEALH, BERERER 7 BES mESHF—2 B2RE
T—¥EHW, (Caregiver #1, focus group, female, aged 58, clerk, patient/mother)
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BEMERFEE, MEAMETFFLh, RRAEZIBEBFBBZE 2L B K
I, BASBAARL, BIERATE. B BLEEHES, RBEH. BUFHE, HEk
HEALHTEZLEKFI—E RIL 2%, =5%x—H. frbERAEBUFAREIER,
FOBE, BtbhEHRB ZIT. (Caregiver #5, focus group, female, aged 75, housewife,
patient/husband)

B ALBENN—ERBEEE. EREE—EEMNTERE). HENFOT,
FRLERL, A, GIORMAREBMERE. HERER, FELBFRBIE.
BRA—LEAZRAE BENRERBE BERMEHERFEEHRRETANRE
, BEBEEERE., BT, ABRBARTUEREZHE.

(Caregiver #6, focus group, female, aged 71, retired, patient/husband)

Il.  Medical-Social collaboration — Views of health professionals and Improvement strategies

Medical-social collaboration is important in the case of dementia because it is an illness that
requires both medical and social support. The use of non-drug measures becomes prominent
especially during the post-diagnostic period. The focus group discussions among the different
health professionals reflected how each party perceived the roles of others in the medical-social

collaboration picture.

Roles of different health professionals
There was consensus that the role of geriatricians and psycho-geriatricians in the diagnosis and
managing of dementia was indispensable despite some would agree that PCPs were also capable

of performing assessment for mild cases.

At 2R pragmatic, B2 %%E —1{& option {2 —1@& channel £5th{f] [PCPs] refer,
Fir A b {fi 2 H —L work up,

fibffie... F—EH2 =540 blood test, X E{Z cognitive testing, f{fith2EMH 7T
Efh{fth 2 access Fl|—%E occupation therapist fi{—2E cognitive testing, B2 E{EH R
fhPIzksR, 2 helpful BRIREE, fthrefer 7, F7 results, FHANL history B9ERF, Frid
F A8 —LE straight forward £ dementia, HEWZ------f{f [PCPs] th 2R capable ][]
1 clinic #4—1& diagnosis, (Geriatrician #5, focus group, male, consultant)

Moreover, PCPs were also expected to provide community resources to patients and handle

caregiver stress and symptoms control, or to follow-up on dementia cases ‘stepped down’ from
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SOPD.

#FI2, ERIKBHRAXSERB, HEMPIERIME resources LEZFR ...
FrUE—E, FkZ78 atleast primary care doctors, &7 diagnosis %), HE resources
Y information 215 £ 0] gEth 2 somehow 1 27T] [Y provide #4501, (Geriatrician #5,

focus group, male, consultant)

R 25Nt 2H —L case i T & stable 7, #FIX AEFPEEZER intensive 1Y
psycho-social f intervention, HE M0 sk L2 [E 3, repeat — T~ anti-dementia
medication, FFEEANER primary care £ ready, FPEFINAEFL. B C imagine H2 atleast
WM=Ah, RFIECF LM case 2] Y step down F| primary care, 2,

(Psycho-geriatrician #3, focus group, male, consultant)

Primary care 7EiIE—2MATJRE2 € limited —28, R AWAEFKFIAY cluster primary care 3,
B M AY dementia services, ERREZFHE—EEH XA LM —L&
investigation fY5E, FEAtHWEEREE| SOPD,

BRREK, ERGINEIHKME SOPD S EEME, MiEfhE stable Ay Alzheimer's
Disease, lewy degeneration, APEEEE primary care = 0] PUEBIEFIRIRIE.
(Geriatrician #2, focus group, male, consultant)

PCPs with experience treating dementia patients also agreed to their role in helping the patients
and their families to better accept and understand the illness, and to accompany the demented

patient throughout the journey by continuity of care.

B B R fruitful 92, FEdiagnostic processd, FREBFHEIRFK A —ILH, % Anarrate
fth Z{Ememory complaint, H 4 JEdetail.. .- HE R L EHE Edetails 2R A B IRE
ARE|, MRARME, FBEELER Adisclosedf9isf, HEREE T RABRBEEAR
SHER, hEMEARNEZE, FREKKsufferfyithrs,

(Private PCP #1, focus group, female)

Another aspect was to rule out reversible conditions and assess the specific needs of each patient.

FlanE LR/ AT AR, FM as a GP, BlaNZF suspect ftiFdementia, FPEEEL
EBEREEZ N2age related, 2 ZAP{Ememory impairment, ZEAZage related------ ,
EMERZNN, BMEDZERE RABREEHFFALEE, FBE—EREEIRA
(e P

N O] Ppick upF| reversiblefJdementia, 540 Zdepression, X BiZage, =2 H A%
i Zthyroid problem#PLE 2 FH A/ —BE), thE2FE ] UE R AFIE— T EAYinsight.
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(Private PCP #4, focus group, male)

FRARER/B—IRE, REB/EHEbeforeB{Ediagnosis,

HERSEZALRABE—ERENELE LEMLM—LEE ABEEZENR
ruleouty, S FEERE & replace T B MHEEEtreat I FE1F, T EBMERZRrefer Tk

#aprofessionals, RiE----HEREZEEFNEEBEZARNIELEER,
(OT #1, focus group, female)

The PCPs’ role to maintain physical and mental health of patients was also seen helpful to prevent

health hazards that triggered onset of dementia as pointed out by a senior occupational therapist

working in the hospital.

FEEH A E B8 E Bprimary carefIB 4, EARBH. HNAETESERME ——

BEXRRT, RABERTLKSE.

A AR IAE R #E dementia, HEZfRvascularrelated, BI2E/OMERERZR, BD
==5M . DML, FHESdefinitely HEZHERIAREL. HBENREMTFE—F H

EEEME, BREMEE T E LM, (OT #1, focus group, female)

Other PCPs, including those working in the public sector, however were more concerned about

the constraints that limited their role in dementia care, and they did not find their collaboration

with the specialists so promising.

KEBAEE diagnosis B, WMREIBFERE resources, ERJINRE CT Brain, F OT
2 back up, = social worker #¥ placements, FFEEHE B #i= management B, which

is 3815 primary care physician &£ 0] |X{R comfortable % take up 3.
WRF training FR resources, FBBRFIREE—ZIZBRI. (Public PCP#5, focus group,
female, frontline)

Owing to current time and resources constraint, PCPs had little incentive to take up dementia

cases, the present GOPC set up and PCPs in private practice allowed little time for them to

conduct MoCA (Montreal Cognitive Assessment) nor provision to do laboratory tests.

B2 —1@E assessment, FlAIEMEM—LE...... TEER OT WEE, HEHMEEHE
ELESE R —2E, BREARA domain E#—LEAREH testing BT, BEEERAH
EEM—ENEE, FrIARMEERALFIRRE.,

B0 EoTREfR—LE blood test, HZE R CT [scan] X E& MRI, ZL#imARK:R, TI6HE

pall13
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HEF—L...... B/ cost concern, (Private PCP #3, focus group, male)

Moreover, patients attending GOPC often presented multiple problems and PCPs might not be
able to explore or alert to cognitive problems given the time constraint. The biological chronic
illnesses e.g. diabetes, hypertension and hyperlipidemia but not dementia were constantly

patients as well as doctors’ priority concern.

...manage dementia g, =2 very expensive...{BE2&FF|Y results SLAZIEE...... real, 18
2R manage F| diabetes, manage %] hypertension, {2 & & Z{R positive results 4 3KAY
FrdFese, AMEBRL, REEBRALARIBEME, 5 diabetes, $HE cholesterol,
A{E dementia, {EHb overlook B, (Private PCP #4, focus group, male)

The above somehow explained why most PCPs preferred to write referrals for patients with
dementia symptoms to see specialists in the psycho/geriatric departments once they ruled out
other possible causes for the patients’ problems. Yet, the collaboration with specialists was more

like a one-way communication.

BEHMEREE RERKRTERITUE—HE. AIOERFIFEELEN, RE T —RAK
refer 4 geriatric team, {REEBEFTMIFHE, HMBFE T, FAHMEBEXTHE. MEES
carer N—XREKEBEELE, AT HE.

BEREBSEESTUELENTHEH, HEEE, EEERSFHIE 7
BIRRAE, REEEFERLH (AR L integrated Ay picture, HF—EABEH—E
role fy, (Private PCP #2, focus group, male)

Apart from medical diagnosis and treatment, PCPs’ role in providing non-drug measures or
community support/cognitive training services to diagnosed patients also seemed limited,

especially among the private PCPs.

BIRE R I MR ETFA refer & day centre, Bl Z—LE elderly centre, EEEFHKMZE
BIR % resources, &R, FHMXIZHE, FMHY resources 20 B E refer —E A ELE]
ff—YE cognitive stimulation FF—%AAY day centre,

EEEHEEMEFBANELS, HESHE TEYEF information at hand- - (Private PCP #3,

focus group, male)

BEEEREE— R8T 2%, EBENBTETD, (RAY legal aspect, I EBI .
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RIEiRo st 2EH —HEA, REEHKT, BIZERES confidence, REIZEIZKM, BIZE
BRIERB AR, RATCERESNZIZE, NI EHE socially, 2R & 4£IENEH
e, RP23BME social worker f support, B{FZEINRFAE {1 E community resources & B {E
B, REEEMELLEEI T, RMUEBREZAM. (Private PCP #5, focus group, male)

Similar views were expressed among the social workers and nurse focus group.

BB E—EBEGMENERE FgF—5. MPIRE MoCA KD T, #MosE
A fh(patient) BRI AT F Oy (ER2MREEH L GP HEARE AT EEENZETE
HEMMREMEMANZAR, JRAEMNREEENE MEMRET, HEMBAR
EREMSRRBAEZMRZ LR, THAER [RE-LZAFLEEN BRER
BISREN |, (Nurse #1, focus group, female)

From the PCPs point of view, it was the NGOs’ who should take initiative to introduce their

services to PCPs because they received funding and manpower from the government.

AREE- - FRiB AUHEB S Z E BNER B b AR (B colleague kI8, fh{FfiE @services, FFIEZH
BEhPIF S @services? EEFEMEEMTF L, F—HERNET, REBESIEK
f9funding, BiE@ERBLET.

BEEMEZEER, S#AEMF L, OTthiF, PTHhif, social workerZEfhF £, FBEFaccess
EEERNEHE, R ESMEME TERBH, B EHD. fthintroduce fRFF AT 1M,

BAEmMIER ., (Private PCP #2, focus group, male)

A social worker, in charge of a DECC agreed that each profession might not be very clear about

others’ work and operation, and there was the need to be proactive, to introduce one’s services

to others in order to enhance collaboration and lead to win-win situation.

BEERN. AARBTEFBENT R, BEESAEAENERS, (B MAFMDECC
NEMEER BERBEGMRA—LURENERERFBRBE RESMME H
ERMEBEEZRFEINMMECHEE LAERA,

Rt k%R EEAR REHK HEROARRBENEE MAREMbRY
RRABMARRTEMHE RESTZHE E—% HERRRRMAT —TLHEE
BREE{TH. (Social worker #1, focus group, female)

TR MERFE — L Eiksendia b, MMRIFEETHE, MMROEAENA
case, f|#A%apatient, RMKEBIEADECC, HERMEBFES . HEBRMUELET
hospital BBIBEL AR, AUMELERMLENB—T, SFELRZEFROT, M
DECC HEH TR (RBEERIBM—IEAARA. client HE O] |NEN B,
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HEHEB AKX E—E win-win situation, (Social worker #1, focus group, female)

Link between services / pathway
Currently, the burden of providing community/social support was placed on the NGOs or DECCs
in the community. Health professionals from different disciplines suggested that a road map or

pathway was necessary to guide the next steps and list out what resources were available.

IRFEIE{E service th2{R{MIE piecemeal By, BIZFK{MIf medical, psychi 4 psychi,
RIZ community, % private, Rl E@&EHZERMHBIE. B interface RERKM.
EHB £ caregiver Y training EREZER., RE empower fili,

MBEMBFMES handle TR EHFREM. F—E educate fhifIEY.,

(Geriatrician #1, focus group, female, Associate Consultant)

The provisions of post-diagnostic care at the community level was again emphasized.

—TEEREGREZEE, ARZ diagnosis EE, What if I diagnosed 7 ftb dementia,

RALREY community IRAEE aftercare, R BFRAGMBETEY), BEH T E W%, I
AR T . BBEHBIR increase awareness 2 RENFH... EEEE|IRH, XX
HABRME, fhX depressed, fth depressed T, X AHRZE, HEZ—EBEEKRL, E—

& loop. (Geriatrician #1, focus group, female, Associate Consultant)

BRRAEHRST I, SR community’¥ F—E5E, LR —EANME, E—{Epathway,
B2 = BB —1Estep, 20T IAZEZF|BEresources H B BT # 8% T XM R, 2
S RIEAEREDR, thEproblem focusT , (Private PCP #2, focus group, male)

Different concerns were raised by the professionals, including the need for a centralized
scheme/list to facilitate PCPs referring community services for patients, the gaps and
connection from one type/round of service to another, a one-stop webpage for
patients/caregivers to navigate and look for relevant services, and the projection of service

needs for dementia in the long run.

MR INAEE, =REZTIE—E list, HPBEE T athand, BIRIREES refer 5 A
F A4 assessment 3, K day centre i, BIZ2M{—LL cognitive stimulation FYZE
¥, T HE &4 —L pamphlets 45 family & . (Private PCP #3, focus group, male)

FIFst A —ERFE A —ERS, TEERFET &k, HEURHEEE.
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i ErMEEER, DEACEERR ? HERAEEME REEEZKR ' HE
k= H{E case management By system K ERIEMI, BEFMbMIREE T £ —ERTS,
ALt ERNMEEER, XHEEFMTEN, hE—ERE. (OT#2, focus group,
female)

MEFEELREHE —LwebpageT] INZETEEBE, Mbig wisho] L2 SFE—28, whichfth
I UEALE—HR, £FEMELRTMUEEIRT/\E BEZFRBEBEEHTER,
HEWDECCEME, RFHM—EIREE, FEAREZRERGCAZIDECCHER,
HMRE, EREUARIESRKRECETERE BIAESREEETERE.

BHEEARIMELRES MEREScarlyRBZ0 UL HM—25M, FATDCSSE
—EPRTE, MR ERRFRearly [diagnosed], {RET] IUprovideZ BR{Ecarer educationzEfth ]
EEFIRRERE, EFW—{Estand pointfRIBE| B, REHME, BEREFHE
effERE, BERAHENFER, KAESK ERORMF LELHEEmap, E
BT A& HBEE, which BRFEE G Ruser friendly, ZEFRMHE, FHABSEE IR support,
EEFR% ., (OT#I, focus group, female)

Rk 2ER, RERIREERRNERTR, RESEFTEMIFIERE, HEplot
HEFRLE, RRdementiaZBZEXREEH, S EHKEZuide \HHAAQ, FREZD
ABZRAELR HERT Mplot?| BERAE.

BB, BReRIMMB—ERESEREE, REER. (Social worker#1, focus
group, female)

III. Dementia Community Support Scheme (DCSS) — Views of caregivers and healthcare

rofessionals

3.1 Scope and eligibility

Healthcare professionals and service users of the DCSS all agreed that the Scheme provided
comprehensive post-diagnostic care including continuous assessment for patients and their
caregivers within the provision period. The main concerns expressed by the stakeholders were
the coverage and eligibility of the Scheme, that is, who could benefit from the services and who
could refer patients to the Scheme. Specialists pointed out that DCSS could only tackle mild

dementia cases with little or no behavioural and psychological symptoms of dementia (BPSD).

{8 &moderate %] severe HYFP—iHt, IREME deal with FEIFY, BIZF refer=—2h
[case] #fth [DCSS], fbth ERREEKE -2, DECC FBL, MfthzR tackle &
3|, RAMMAY centre, fh{fIAY manpower, BIZH—1{E limitation Ay, BN EMRI—
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B £ ARME day centre A EIMBIZN, LEREEES staff HEEM. BFAZE 7

(Geriatrician #1, focus group, female, Associate Consultant)

The same concern was shared by PCPs and social workers who thought the bulk of dementia

patients who were in dire need could not benefit from DCSS which had a limited capacity.

FHRAIEABHNB—EHLE, HERGIRANHRE. EHEERAHNAE
HERRAEDCSSHEAN. BARRAE—T, THEFDECCRE L TERERE
), EREMEREEAZAREER, RMEERMFFHREXBHELRE—
HEEEKREEM HER—FPERMAKIED, honestly,
EARNZE—EHEBNALR HERRMEFTEFTNE —REREsupport, ... RifnF
FRAR® ZMBENARAZDCSSH—EAR, E—EANEHNENTEEK.
(Social worker #1, focus group, female)

BE
£,
%

HERG F A Escope 2t ER, TRl REE, FPfEprogramme;27E
dementia managementfE H F— @ A 2R RFBIEKT, ERVIERB —HA, BIETER
selectedfcasefItx T, FkAENIE fthAYcapacity o] AEBREK .

21, {2260z ABEoutput2 o] M careZ| & D A, A RZE—team A Z FcareF| % /1>
AHIERT . FRAHIE ., (Public PCP #2, focus group, male)

3.2 Quota not filled up

Despite its limited capacity, it was pointed out that in some districts, the 50-quota for DCSS was
not filled up. The reasons for such varied: accessibility of the training venues, impact of the
Covid-19 situation which deterred people from going out, lack of knowledge about community
resources, exclusive source of referral which made only attenders of geriatric and psycho-

geriatric clinics eligible, and geographical boundaries.

20, ENEEME. AATERBTZET, fhpatent]ofgeK D THRN. ERAEE
ZHl, HEF—YA, HEWRAHMAMTEARHE, TERARMN,
REEEERE— LT RER M. =fEcases, hEHM. EIEHREE, RESER
ERFXMAMEHEMHEEREERT Z/DWR? (Nurse #1, focus group, female, DECC)

R, -F-duZLtbEdifficult to getto, BIRELRAEL, BT —FEWL, 7
o] X KB BB s, (Geriatrician #4, focus group, female, Consultant)

WEIBIARR, FERERMEMEEEERN, ZANXEEHEHR, HEMpatient]F
2, HEAHMERSAEMN, TR BEBK, theeH —Itipsh, RIRE
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AgXZEEBLEERNIIE SRATARSERELBEHYN, ERSHTREREE
HEEN, EEEERK, BIERHAEHNERE, B—2. (Social worker #3, focus
group, female, DECC)

2. MERREMBME, FTAZ, FGHRFAR RMAERIAESA RS HRRR
N, SHEMHE, HEHEARIDCSS)EKM., EERMBRMBIRT AT U@E] 5
piEE, BEERHRESHERE, XEHDNWE, FMMUARREERRRM, Nurse#l, focus
group, female, DECC)

HE#L ARFZHENT, mEidentifyfRL ALk, BIMMEHRBNBE
THSdiagnosishy, HEAMNREEZER. TFLEFthRE L, BHDCSSHBL
e, BEIE, mtE=gerisEpsychogeri, B FEBSLRAT]IN......RIZ2 0] Mreferty, 7B
BEHEMER, thiR#refer, (OT #2, focus group, female)

HE 2 F TR L dementia cases running around in medical wards, because it’s just not be seen
by geriatricians, So whether the medical doctor, B EFEEE4, B2 sE & diabetes,
fi (patient) th;2H dementia, {EE2MMEAE [IT—AT], LEFHKEEinsulinfJrFRE,
2 EAAEML (patient) EHdementia, Fth EEreferfhF/DCSSH,

SOl ARER, REFEEW—EEscreent§, ZEpick upfhif. (Geriatrician #4, focus
group, female, Consultant)

Regarding the issue of from ‘whom’ or ‘where’ the patients could be referred to join the DCSS,
different professionals had highlighted the present constraints and some suggested flexibility in
actual operation, including going beyond geographical boundaries and providing support,

assessment and information for walk-ins at DECC level.

AREREZBDCSS, BEMERAMMIrefer, FRIKIER E4Efamily medicine refer
toFF, AT BZEserveZE Eclusterfydementia patients, F= /N =constrained by
FkMgeographical, X 5 Zdepartmental constraints,

FrIAREBEBERE A FB{Ecoordinator, 2Bk, F % f[scope]LserveAMERA, BIZ

you can break all the boundaries, (Geriatrician #4, focus group, female, Consultant)

BH, AEHE, EfywalkinE R, hEHF —Lcases, XH EMEMBE RO EEE—
Ycase, [BEESEEMAIRHE, HEDCSSHstaffE] SR T INE T EAZELI, LR
Ryt SRMEHhthF. SAEBE - EEtET M. TN, s
------ RAXREEBRAENreferral, FARBARRHER Lcases, BRRAREE Fgeri
X = Zpsychigeri, E—EEBEEM. (Nurse #4, focus group, female)
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3.3 The middle person
The DCSS, as a HA model of medical-social collaboration, had designated a senior nurse (APN)
whom they considered suitable to be the link/coordinator among the different disciplines, or as

the connection point/ middle person between the medical and social.

Fi=E—1E.. APNEZE, whoisgoing to coordinate the management by these DECCs and

then the connection with HA doctors,

In fact, yesterday, FMI[EIFI 7 —{@Ecase conference, withfti{fi[NGOs], HabfiH (+EF
sid, BEMMEEE HERE —EZTZERHEESE.

'TE%WEIL}{ZF&T%E—{E]prwate GPHysetting, {REAEHIE{Emiddle personEHISLEEE,

FB BE 5% A\ B dementia may not have navigated to the next person.

z%, BE—EABERME, FlEEEnurse thE o] UHR Zmedical information ™%
#DECCs, (Geriatrician #4, focus group, female, consultant)

Participants, especially among the nurses, agreed that the APN did provide a channel for faster

communication between doctors and patients under the Scheme.

BEHEHLRMRKRE, BIRRAPNL BB, XT7HN. BE mbMEEmELt—E
messagetn Bl A EAER, HARMSHBE N7 BEEEN.
BEREEFURZRIRHAN—E, 2F—ESHKMNEBNRER HEXREZ BRI
BI%F, B/ (Nurse #4, focus group, female)

3.4 Attitude change
Moreover, it was also noted that the operation of DCSS had brought about attitude change in the
DECC:s, staff and workers were encouraged to pay more attention to the needs of members with

dementia symptoms.

BREEHFOER, FINBEENEE—EprojectliFiE hRAEMNRR 7THEET,

FIMEENA, hEERHES dementiafJE AR

Eﬂ%f’dlﬁ"i—fmsﬁ‘@’@_f ERIEIE—EE, SRR EBME—E, RAEBBEMBEREFE
RS, HESBRETRHLEEL 18181818, HEMREEDECCEE, E2HEME
—LERARE, (Nurse #4, focus group, female)

Focus of intervention was also shifted to the role and support of the caregivers as they would

continue to play a major role in the daily life as well as long term care of the patients.
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R T RS, EstEHEESE.

w B R IR ERAME—E N FREREERACH, RENN. ERRRNBRMRK
B BIMRARAFENE X RHEHRN T, RRABOEL, RMAEE
M717%, RMEBMITENGT, AEMERGNT =/ BEERAZZN.
RmE#F, FRMDECCH T —LLKEE, SIBSEHREEN.

(Social worker #1, focus group, female)

3.5 Collaboration within DCSS
Participants also mentioned about the need to equip themselves with regard to collaboration with

different professionals, that to adapt and adjust was a must in multi-disciplinary collaboration.

PBEREBSE—ERRINEHEER. FEMEI—team A, ARZHtrainingth 2R
AE, ZENEFEHRERAR BEEEEGETE KXSB RSN EER BE
LEHTPABEREERMTE.

i £ cases [patients] EEH —EARE A EL - AEBEprofessional \ X EBIfth, N
HBER T NS L AFREEm—SNER), BT, (Nurse#3, focus group, female)

DCSS#DECC, HERER/RZ 7 —HERAMRE, RAL T —Lmedical staff7EIfT,
BR, BESBEteamEFE, LEARXELHEEGEN. IRARFEZLHEEESHN.
RIRZNmImIAreR, EEBN TE EEEEHLEERZERHE. TEREES 4T
EEREHFE, SR ZHEXAECainingBEANSEE, EEM.

RIRANEREY, BEERE XIERMERE LA HEM T I—HFEAYskills, FHt
BEBREBEBM. (Nurse #4, focus group, female)

Despite that, DECC worker noted the difficulty in enabling two-way communication between
the medical and social sector. It seemed both parties were working on their own following their

own agenda.

AARERNRERERZEBATH - AEHAHAEM BERAACERNERE.
R&EFE, HEWERR, —EAYEAEH, —EMBHEENFEEG, EEHworkout
T, H2017FERAE, HERTBARAECHERERR, HERFABEHEER, &
HESLKRTHENES ABEPARE—LEERES T ER2EREEARBLA
e EEEE, RNREZ.
RESENGOHEMBRR, HEERNGORA L hERE—HEEMESFEmLiE,
BB S B ERER. B services, HEAZKZno sayy.
ERXRRLCBEEBRBH01TERFH—M4F BIERcase TR, Bz AT WR
FMHBDECCEH, KB —EEENHS, ERE—5) HESTEERE hWEANT
RA. EBFIANERER. (Social worker #1, focus group, female)
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3.6 No planning and funding for post-DCSS care

Healthcare professional participants who were involved in the DCSS expressed their concern
about the aftermath of the Scheme’s provisions for the dementia patients, whom after a
substantial period of improvement and maintenance in their cognitive conditions, would face the
challenge of deteriorations and lack of further support if there were no follow-up plan or service

extensions.

MmEAB{E [dementia] trajectory =k 3Kk Z=HY, so therefore, FB{Ecrisis X 5T :RH =
post-DCSSE/EEE#? 1&H KRt [patients] 7 EVRAVEFRE, &% carer stressAYRFE,
W/ moderate, becausefti{fiFA1E 25 Aphysical frail, (Geriatrician #4, focus group, female,

consultant)

Feedback from patient participants on DCSS was not much as only two had participated in the
Scheme, the others either did not join or had not heard of it. One caregiver explained that the
timing was not good when they were invited, they were overwhelmed with other concerns and
did not bother to find out more about the Scheme. One participant was a newcomer and had just
started his training while the family of the other participant thought DCSS offered useful help to
patients and respite relief to the caregiver. Both were grateful to be part of the Scheme. Another

caregiver served as a volunteer of the Scheme

1V. Enhancing roles of PCPs in early diagnosis and management of dementia

Despite the shared views among the participants that PCPs played a rather limited role in the
current dementia care scene, it was also agreed that given more support and resources, the PCPs
were in a good position to facilitate early diagnosis and render effective management to patients

with dementia especially in the early stages.

HENMREBMATELRBEESZ LAENER, AIRIRHEERE —LERMNEMHE
MNEE, BAZTEEIZ—Em?

ENREM-E—LEREOCHRA, HESREMN, BRESMHM—2. ERTMEN
o, Bth2RA BRAMEREE MR ., (Nurse #4, focus group, female, CPN)
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RAF Z Rexpected MCI th3F, fRdementiafypatientth @ Z#KM LK, AP EKidealny
a2 F fprimary care physician 2 —{Egatekeeper, anywayF {5k £ patient first touch,
F—EEBAOA, PTIXINRIKscreenF|—L A, Hdementia XZHEMCI V58, hE &
HH., BARSESIEBM. (Public PCP #6, focus group, female)

There were thus also discussions on measures/strategies to enhance the roles of PCPs in early

diagnosis and management of dementia.

4.1 Service support on diagnosing and managing dementia

Public PCPs shared that given the current provisions and constraints in GOPC, such as the limited
time for each consultation, their pivotal role to treat common chronic problems (diabetes,
hypertension, high cholesterol), and inexperienced junior doctors’ inability to recognize
dementia symptoms, they could offer little support to the multi-disciplinary approach unless
more resources were directed to dementia services which had to come from management
directive. Suggestion such as setting up a special session at GOPC or an ‘Integrated Dementia
Clinic’ modelled on the existing Integrated Mental Health Clinic where patients with mental

health problems were seen together by PCPs and specialists, was put forward.

ot 2EBERRNHEET R Especialist clinic,... H B £ 2 multi-disciplinary
approach, HRZRAREH. AFERRIASHEGOPCHRER, RES/SBRVTHE.
IR, El—ERmEMCTbraing’xE 8, ... BERIN—HFERE BERMEHR
e, IR\ Fscoreshy, .. IRTEBEEMoCA, P X ZE % P Esupportd,

BAE MR A E e primary carei H fispecialist clinic, EEZFIFELIEA.

(Public PCP#5, focus group, male)

FrIdHERBRDEEN, thE—EresourcesXE|MEW, FINKBEEZERSBEMTE
TEEABR mthE—YEER RIRVUEREFE—LEIERE. B, XIEservicefy
planner, 2, fhfI2EEkEE Eservicesle, MR ESprimary careFEinvolve?Eis
— 4= [dementia care], FBEEE RresourceEB @K, FridFHKESth S ERBFH,
Bureau, (& Zhead office 2Ebuy in KK BELEFIEMNEEN.

(Public PCP#1, focus group, female)

For the private PCPs, lacking resources to perform tests on diagnosis, insufficient knowledge
about community resources, no formal channels to connect patients/families with community

support/service package, had deterred or restricted their involvement in dementia care. The
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example of a dementia platform which facilitated communication between NGOs and private
PCPs was quoted as good practice, enabling the latter to be better informed of resources/services

offered by the NGOs that could provide the needed support to the dementia patients.

FIENGOsHE R B R Zservicesle, HKFIGPETU AT, BEEAME, FAHMEFMTE
servicesT] A ZE], FrIXHEMRIEHE —Ecentralisedd—Escheme, FEIMIGPT PL%NE
H C [ENHINGOF 1 Eservices2 8] provideZ|, BERREEN.

MR INEE, =EZT IE—Elist, FFIEE T Plathand, B)ZIRES Hreferfm A Kl
assessmentth §f, FKfifday centreth#¥, B Z—LEcognitive stimulationf9EthiF, MAEH
B 45—t pamphlet4Sfamily 5 &,

B A fth{P9 28 4238 5k (P 2 )il 7 — Leintroduction, FFINFRAEE — LM REL 2B
referfm A, BEREF—LRE, AR LREERER flNEeENEeERRELR]
HAREEW, B4 =2EMEGPE T UEKM . (Private PCP #3, focus group, male)

4.2 Incentives to look after patients with dementia

As shared by most healthcare professionals in the focus groups, there was little incentive under
the present constraints for PCPs, both public and private, to engage more in dementia care.
Several measures were suggested to offer incentive for PCPs to enroll in further training on
dementia/community geriatrics and made it a prerequisite for looking after elder/dementia

patients.

HEWRR, BUFE Emanage—~Lgeriatric patients, AEHEzRdementia, {REFEEE
—{Eldiploma course§ —EEERk, ABMA T IUpick upEliIEL R, A2—ELEBEGPH
2 :Efthhandle geriatric case®HF — A HIRAY ... FPLEGPEfE:LH geriatric training,
R MEE—HE. BEFEYINEREMBFEIEE Lelderly patient with multiple
medical problems plus dementia, F1BIEEREEH.

{R;% Fincentive, 38 1 BiEfk Ammth2iEtk. 28 TER? (Private PCP #4, focus group,
male)

EREMEKREAE ArewardinglI R A, AEZBEANENH, ERfbeXs, F0E—
fEFellow, MRZEHT, AEIEBFE—{EDiploma [in geriatrics], BIZEHRR .
RBIRIMRGIHERZR T, RAZITIHN. BRAFE, MAMBIEERT.

(Private PCP#5, focus group, male)

Offered vouchers for patients to visit PCPs with community geriatrics training and undertake

radiological imaging or laboratory test to facilitate early diagnosis.
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H— X3i@&iFEgeriatric voucher, Bl:2&H —{EDiplomagt 2] MA.. HlanE—ERK
ARt Zmobilise $3000, $5000, BF.. AREFAEEZRE . HEE—{Eorder—{ECT
Scan, RI2T/ B —B AR BARUMAIZEREREA KNEEIEKAIE Bincentive,
2 0] [AEE&E|—Le{EF, (Private PCP #2, focus group, male)

4.3 Designing patients’ management plan with nurses and social workers
Conduct long-term planning with patients, provide post-diagnostic care by bridging patients with

community resources

H—ETREEE, AT IMURNGOS R, I, @MW, FAAXEEEE EHE
fFINGOZ 7 1R £ dementia programmes, ZFFZZ BB H & % funding,

IR support, RIZH A, RIZMu{fIHnurse, [social worker], X HOTHY. A EEwhich
is AHELE AT IAZlink up with BfIRETF, HFIEH RE T U MFIRY. AP
X Ffundingfy, (Public PCP #6, focus group, female)

4.4 Enhancing support to the caregivers

The importance of caregivers in dementia care was recognised by PCP participants of our study,
and it was also crucial that their needs were catered for and caregiver support was rendered.
Respite service for the caregivers, sharing online cognitive training materials with the patient’s
families/caregivers, educating caregivers about the patients’ dementia, and helping them with
stress management were areas that PCPs were capable of. To do this, the PCPs needed to equip
or upkeep themselves with knowledge and information on community resources and support,

such as web-based training and apps.

F—case EME, A EFB{Epatient2 AR{Edementia patient? R FF, MEH —Lcase
12 AR @ caregiverafollow-up, chronic follow-upfth, AR fth{Rdepressed, A MX EER
g REGHEL AREEELRT WhHreferfhX. ERMASWDAELN, BE
th 2. HIEH —LLday care centre™] & H1IT, relieveZ i,

(Public PCP #3, focus group, male)

Bt B HIE A — L web-based 1 F i 2 il — £E cognitive training, 5702 552 M B 58 A9
Primary Care Framework#Bfimodule, HEHKZGER T TX, EM—EFRIGHAMN, D
ah kil aEARIT. L%,

RBIE—L, HERDREZEEAproblem \F, FIINELEH—LRmARIR, 2%, &
— Etrend,Zparkinsonism withiZ {E cognitive impairment, B2 BEIEparkinsonfFF B,
ARG ER, getlost, FLEALE LthE —Lappsh RAR AR [ELKEEE,
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Hits A A2EM.
HHERELER KAthIE T tEinteresteddy, 2, HENZELERtLIE T IXFEGP
HRAEEIT, (Private PCP #1, focus group, female)

R )3 X pn—BEZE AR (B carer stress, HE R L IFA(Edementiafm A, EEREZHh
B IR fEnoticedE| fhEIRE. HEMME......carer AT, EHIEMIZKR, Treeth 2l —ER
EHRA, TAE? REFERMERBEI—{Icarer, FA{REsupportFBfEcarer, R
RER, [Wb)anfaT £ BBEEFER AN . (Private PCP #2, focus group, male)

RS MERHE, RO ILE BB Ecaregiver suggestéhitENiE, X ok RadviselthZEiEEIER,
fREAFEEEE ZEitiRacceptftl. FRIFENEFERMMAFLL. Otherwise, th—7E
RfRgenerous —ERacceptift fIE A RHBLRE REMRBLMIE iR feel bad,
RS EE B ERMMMAORA, FHREANE [RILHE] FtARBNEES
dementiaFIEHRAIIRE. ELEH M.

FBEE BB {Ecaregiver will feel much more relaxed and easy to accept what is going to happen,

FBEE U O] IXEFARIR 2. BREE T °F L E Bficommunication between herself and the demented
elderly, (Private PCP #4, focus group, male)

4.5 Potential role of PCPs in DCSS

Although currently PCPs did not play any role in the DCSS, instance of private PCP referring
their patients with dementia symptoms to receive cognitive training and fee-charging services
from NGO in the community revealed similar form of medical-social collaboration in the private
sector. The problem was how affordable and sustainable it could be especially for families that

had a tight budget.

HERZE B case{® @refer£5 /] [NGO in the district that rendered paid dementia
service], ... E AT EMcognitive B 7, {B21Fth 2 Rsupportive, SR T =& F U
b =W, EESREZNRERN. HARANRB feedback)2RIFHY, ERAHM
BT IMME A

P # R F MBI s diagnosed 2 %%, BR T legal LB Z %% Asupportive, a0 ZsociallyfE
LA NRMEN T, MBRELY . BARAR, ESEBWER?

(Private PCP #5, focus group, male)

Moreover, to ensure this would work, PCPs had to receive adequate training in making diagnosis

and did not miss out relevant factors. Government support in this respect was necessary.

{ERETFIKreferfE NGB L [INGOIHAE Z B, FMEmake sureFi {FI A Zmiss 7 [IEIP1
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B2 4 =R MYsecondary dementia, ZNR... 3 fI/x B manageZ®|, R2HEreferZ|FREINGO, fib
MIARFER, BEEGFLEMGHR,

EBREEERERE SEARZEN. BEFEBNRRERSE, BEGPEHAZ K
FFRygE %, screenT fm A A ] UE Bfm Amanage AlzheimerZENGOFE, MRAZE, #
T EHRAKNEELE, (Private PCP #4, focus group, male)

BRI RAERE —{Eproper training on-- FlENZ K diagnosisz %, FIZNBIEIK M=
collaborate with specialist, F&Fcarefg A, ... FRIFEBEEII T IUELRM, T[4 on-going
surveylZfEfm A, surveillance WETEAZE, FHHELGE FHEXIE. REBEHEHK
PGP {E continuity of careZREERM ., (Private PCP #1, focus group, female)

4.6 Prevention and monitoring reversible conditions
As patients’ regular doctor, PCP participants concurred that one of their main tasks was to

monitor patients’ health to reduce risk for the onset and progression of dementia.

{BRvascular dementia FFITUEZIRE . TAREHTE, ZERE—EEM, CPHEERE
screen forfP£metabolic indexes to avoid future vascular problem, ERiZ{Epick up reversible
dementia, like depression, HhE AW,

ERMEWRIMMSNEM T T, ABEE O] BE BUF Espend — £E 5% 45 GP X i — L&
investigation, #A{&assessY ., FA1E I EmanageSE|FPLETE A . B2, HER /) certain large
proportion of treatable dementia, (Private PCP #4, focus group, male)

Suggestions were also made to develop screening and monitoring scores for PCPs to facilitate

their monitoring of patients’ chronic conditions predisposing to the development of dementia.

RN =T g2 fth[patient] B 2R B2, O RE A hEMCI, X 5 2mild dementia, FBEET]HE
H—1F DM complication screeningfy 1%+, Bl2EH—FXM#— X Ascore, FRF&ETIUEF
F AR MEscoreViB%, A —LE. ... FERFFITTIXNFE —Fbintervene, XHEF LTI
alert systemZintervene,

... O] BE1E ¥hypertension [patients], F{FI Tl IUF —LLeasy detectionfscoresth §F, {+EE
g, ffIk—REZ, BEME —LEHRMchange MR, AR 0] BE FtriggerE|H
—Lservicesth§F, —Lreferralthdy, of INAMA. .. RIREIEEEHMERANEE K
MBI, —FEmE, TTREH DD Mscreeningéaftt, FIKFIFFMBIprogress
B RBEBERKREMEZET, BEPERE, FKFEZE—Bintervene,
((Private PCP #2, focus group, male))

Preventive measure like a large scale MoCA for persons at aged 65 was also suggested, which

would be useful to see how blood pressure control could help prevent dementia.
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P—E R FEMproject, ZH¥ZEF{FIDay one. enroll 655FMEAR, HINZ100{EH., 7
6SERIIBHIE, SEf—RMoCA, #Atfollow upFifE, 655%ZI705%, H—EEEfhAIblood
pressure control ¥ 4%, gNR ftiblood pressure controli§1R 4, HE % FHEMAIdementia
&5 WMRMhblood pressure control§IRZE, Blt/\EHMZKT, XEi&K. EEEZRE
=Y NS

LFEZE, AERENNE, SHRAMERFBZERER, HEprevent 7 — K

burden to community, E{EZEIRE, (Private PCP #2, focus group, male)
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DISCUSSION

Dementia care in Hong Kong, like many other chronic and common illnesses, had been specialist
care-oriented, that is, geriatricians and psycho-geriatricians played a predominant role in the
diagnosis and treatment of dementia patients, while other professionals offered supplementary
service and support. Relying on specialist treatment was a rather unique feature of Hong Kong’s
healthcare system, it was therefore not uncommon for patients/families to go straight to the

specialist geriatricians or psychiatrists when they first noticed memory/behavourial problems.

The major issue is, as one of the private PCPs in the focus group put it, “the ultimate problem is
there are too many elderly patients and too few geriatricians”. Not only will the dementia patient
population grow exponentially in the coming decades, making it implausible for the specialists
to take up the heavy burden of care alone, the cost of care will also be very high in the long run
as dementia is a chronic and declining illness. Not many patients will be able to afford the long-
term costs of care without government and community support. Moreover, as emphasized above,
to tackle the challenge of a growing dementia population, early diagnosis and treatment is the
key and that requires a strong and accessible force of primary care professionals and service

network to support it.

As revealed by our participants, currently a large proportion of services for dementia patients are
diagnosis-oriented, that is, one needs to have a formal diagnosis of dementia to be eligible for
most hospital and community government-subvented services. The waiting time for cognitive
assessment by public specialists ranges from 2 to 8 weeks for acute and severe cases, and to more
than a year for other cases, which implies early diagnosis would not be too early if the patients
lack alternative resources but have to queue for public care. This renders interim measures during
pre-diagnosis stage more significant and essential to prevent deterioration of the dementia
condition. Moreover, patients’ preference to treat other medical problems first until BPSD
symptoms emerged which they and their families were unable to manage had also caused delay
in their help-seeking. To promote awareness of the nature and trajectory of dementia and its

impact on the families through public education, and the advocacy of primary care services for
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dementia and enhancement of caregiver support are important steps that require greater urgency

and priority.

The role of PCPs was much discussed during the interviews. Despite the unimpressed responses
from the patients/caregiver participants towards PCPs’ contribution to their care experiences,
most healthcare professionals agreed that PCPs could take up more apart from making referrals
and prescribing anti-dementia medications. The important point is, they need back-up in order
to overcome the hurdles and constraints that limited their role to conduct diagnosis and render
pre and post-diagnostic care to the patients. Without the required resources and training, it would
be difficult for them to fulfil their expected roles. Government involvements, in terms of policy

measures and tangible support for incentives and training provisions, are necessary in this respect.

With regard to medical-social collaboration for dementia care in Hong Kong, PCPs might not be
a suitable candidate serving as the middle person between the medical and social sector. The time
constraint felt by PCPs at GOPC for each patient consultation left them little room to perform
coordination work, not to mention about connecting patients with community resources, while
the PCPs in the private sector, had no formal structures and information channels that facilitated
their role as a middle person. Nonetheless, they could certainly share the burden of conducting
assessment and diagnosis with the specialists, help manage treatable causes predisposing to the
development of dementia, render advice and support to the caregivers as well as working with
the other healthcare professionals. The suggestions to strengthen collaboration between
psycho/geriatricians and PCPs working in the same district, the adoption of a co-care model,
mini-joint clinic based on the GOPC PPP Programme, or Integrated dementia clinic are all viable
options that build on existing structures to provide better medical and social care to dementia

patients.

Our findings also showed that the role of an effective caregiver was significant especially during
the pre and post-diagnosis stage. Training and supportive service for caregivers needs to run side
by side with services for the patients since at the end of the day, they are the ones who spend

most of the time with the patients. Currently, support and training services specially catered for
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dementia caregivers are offered by DECCs, NECs, and NGOs specialized in dementia care.
Online information and support apps for caregivers, such as the REACH-HK II (35) — a multi-
component caregiver support intervention Apps, are also readily available to caregivers who are
sufficiently motivated and possess the time and abilities to seek support for themselves and their
demented family members. What needs to be emphasized are the needs of those caregivers with
less resources and greater financial constraints. How to connect them with available resources
and/or provide handy support to lessen their care burden require practical measures and

Initiatives to be installed.

The provision of day care centre service provides the needed cognitive training and care for the
patients and good respite for the caregivers. For the majority of families, community care
vouchers, presently offered to those on the waiting list of home/hostel placement, provide useful
support to patients to benefit from day care services, the demand of which would certainly
expand. Moreover, measures to cover expenses on doing cognitive assessment in the private
sector or at primary care settings, and extend eligibility to benefit patients who choose to stay

living at home should also be considered.

Participants expressed their concerns about the piecemeal nature of the different provisions and
services, individual efforts without integration and coordination and variations among different
clusters. It was worried that the benefits of early diagnosis would be wasted and cause adverse
effects if post-diagnostic care or community support service were insufficient and uncoordinated.
The need to have long term projections and planning is pressing given the rapid ageing of the
society and the growing population of dementia patients. At the NGO level, the effort to establish
a one-stop service/model which includes primary care services, specialist assessment, day care
and hostel placement, training activities for patients and caregivers plus research and
development activities are fruitful despite operation costs and user affordability being the major
limitations. It was because of the same reasons that our participants who had employed private

services had to return to public care after a short period of time.

The many strategies discussed in our Study highlighted the effort and importance to build a
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medical-social platform where different healthcare professionals could effectively communicate
and exchange. DCSS was an initiative that responded to such demand. Our findings revealed
several areas for improvement. While an enlarged capacity (a quota of 50 for each district at
present) could enable more patients/families to benefit from the Scheme, the incident of under-
use at certain districts suggested the need to increase the source of referrals and greater flexibility
in operation. To allow PCPs and NGOs to make direct referrals to DCSS facilitates patients’

accessibility to the Scheme as well as other primary care services and community support.

Apart from having medical-social platform at the hospital level, a similar platform to be set up
at the district/community level would also be worth consideration. As lack of knowledge and
information about dementia care and community support services was quoted as a major barrier
among our patient and PCP participants, the platform could help facilitate the transmission of
useful information which will not only be useful to DCSS participants but also to the wider public

with similar needs.

NGO/ DECC are the main providers for community support to the dementia patients and their
families. The growing demand has also exerted pressure on them and more resources to be
assigned to them are inevitable. The need for nurse and allied health professionals to have
continued training in dementia care is also an important point to note. Furthermore, post-DCSS
planning and provisions, although not directly related to early diagnosis and management, are

areas that need to be taken into perspective given dementia care is a long term battle.

Limitations of the study

This qualitative study had several limitations. First, owing to the Covid-19 situation, most of the
discussions and interviews were conducted online and/or over the phone, interaction among the
participants and between the interviewer and interviewees might have been weakened. Yet, same
techniques as in face-to-face interviews were applied to facilitate expression and exchange of
opinions and experiences. Second, the recruitment of participants, especially patients and

caregivers were restricted by the cognitive state and abilities of the patients. Their views in some
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cases were not clearly conveyed due to their declined memory, in other cases where both patients
and caregivers were present, the patients’ descriptions were able to be supplemented by their
caregivers. Third, the sample of caregivers were exclusively female in our Study which might to
a great extent reflect the real situation, the views of male caregivers were not included in the

findings.
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POLICY IMPLICATIONS AND RECOMMENDATIONS

Based on the research findings, we suggest the following strategies to enable optimal use of

resources by primary care providers to enhance early diagnosis and management of dementia:

1) Public education to raise awareness about early diagnosis and management

Despite the increased public awareness to dementia as an illness in recently years, the notion of
early diagnosis and management has not received its needed attention when compared to other
chronic illnesses among the general population, especially the older people. Systematic measures
and publicity campaigns that emphasise seeking help from PCPs and NGOs in the
neighbourhood which render elderly health care and services with memory problems and
impairment will be useful to raise awareness. An ‘Early Diagnosis Programme’ in the form of
free or subsidized cognitive assessment conducted by private PCPs would motivate and facilitate
the public to seek primary care help for their cognitive and mental health. The
campaign/programme can also convey the important message that dementia can be taken care of
at the primary care level, by family doctors with good community support. Moreover, public
education with themes on the prevention of dementia onset and progress by linking it with good
maintenance of the ‘3-highs’ (diabetes, hypertension, and hyperlipidemia) can also be

emphasised.

2) Subsidise continued and further training in dementia care for PCPs

The advocacy of early diagnosis and management requires tangible support both in manpower
and resources. Further training on dementia for PCPs organised by NGOs, medical associations,
agency specialized in dementia services and tertiary institutions (36) had proved successful in
fostering a strong team of primary care force and share the burden of care with psycho/geriatric
specialists. Government involvement and funding support or reimbursement policy for higher
training in community geriatrics and dementia care will serve as incentives to encourage more

PCPs to join the force.
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3) Enhanced care for the caregivers

To enhance the bio-social well-being of caregivers should be one of the key components in
primary care services for dementia patients as caregivers are significant stakeholders in the care
paradigm. Apart from the rich pool of caregiver supportive programmes and training activities
rendered by DECCs, NECs, NGOs, respite and outreaching services to caregivers with greater
care burden and constraints should be designed and financially aided. PCPs can also provide
biopsychosocial treatments for caregivers during their medical consultations. Online apps and
training materials which provide greater flexibility and applicability are also good resources for

the younger caregivers.

4) Expand Public-Private Partnership Prgoramme (PPP) to include dementia treatment

This is a provision to enable dementia patients who have been diagnosed at the SOPD and whose
conditions are stable to be followed up and managed by primary care physicians with
geriatric/dementia training in the community. It helps enhance patient access to primary care
services as well as provide choice for patients to receive care from the private sector, and also

helps shorten the waiting time for dementia care at the SOPD.

5) Set up Mini-joint Clinic at GOPC

A co-care model where PCPs at GOPC can work together with Psycho/geriatricians to treat
patients with dementia symptoms. This will enhance the chance of patients to have early
diagnosis of their memory problems and reduce the need and waiting time for referral. Based on
the current mini-joint clinic model, special sessions at the GOPC will be allocated for joint

consultation by PCPs and psycho/geriatricians.

6) Expand community care voucher usage to include assessment services

Presently, people on the waiting list of hostel/residential home placements are eligible to receive
community care vouchers which provide cash support for diagnosed dementia patients to employ
day care services from designated NGOs. To enhance early diagnosis and management, both pre
and post-diagnostic support are essential. The present voucher provision only covers patients

who are diagnosed and waiting for residential placement, it would be of great help if the provision
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can be extended for patients who choose to visit PCPs with community geriatrics training and
undertake radiological imaging or laboratory test for early diagnosis, and those who prefer to

continue staying at home but also able to receive day care services in the community.

7) Enable different sources of referral for DCSS

To ensure smooth and efficient operation of DCSS, there is the need to revise the referral
mechanism and enable PCPs and NGOs involved in dementia care to make direct referrals to
DCSS. By allocating certain quota to PCP or NGO referral, it helps facilitate patients’
accessibility to the Scheme as well as other primary care services and community support.

Moreover, it also adds flexibility to its operation and prevent resources to be wasted.

8) Establish mechanism to facilitate two-way communication between medical and social
sectors

Despite the importance ascribed to collaboration between the medical and social sector in
dementia care, the long-time structural arrangements and local culture have fostered a strong
medical authority that presides over the healthcare sectors. To enhance medical-social
collaboration, two-way or multiple-way communications among different parties are essential.
The setting up of a medical-social platform at the district level with formal structures and
mechanism for exchange and communication among the different healthcare professionals

should be considered.

9) Long term projection and route map

Current figures and information on the number of dementia patients, their projected demands
and trends in its prevalence and mortality in Hong Kong are lacking. There is little updated
information about the local dementia picture both currently and in the near future. While early
diagnosis and management will help reduce long term care cost and burden, to have actual figures
and accurate projection is equally important. Moreover, it is worthy to explore the need for a
mass screening programme among the 65+ group similar to that of a cancer screening programme.
The data and results collected will be useful for long term projection and the drawing of a route

map that links up the variety of service packages and provisions for dementia care. Funding
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support for research activities and service innovation in dementia continues to play an important

part.

PUBLIC DISSEMINATION

Findings of the Study will be published in both international and local journals in the fields of

geriatric mental health, dementia studies, and health promotion for the elders.

Acreport highlighted interesting and impactful findings of the study will be conveyed to the media.

Seminars will be organized by the research team to target healthcare professionals and caregivers

of elderly patients.
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CONCLUSIONS

The current study provided more information on the patients and caregivers’ barriers and
enablers to seeking treatment and support services for dementia in the primary care setting. Apart
from patients’ resistance to recognise their symptoms, insufficient knowledge/ information about
available community support/services and low priority given to treating dementia, which could
be remedied with good caregiver support and more effective publicity strategies and public
education to raise awareness, the perceptions that PCPs were incapable of treating the disease
and local elderly centres were not the place for treatment had significantly dissuaded patients

and caregivers from seeking help at primary care settings.

The roles of PCPs to deliver dementia care and support patients and their families throughout the
entire dementia trajectory, which if performed as advocated, could help lower the burden of
specialist services in diagnosing and managing dementia patients, monitor treatable causes, offer
compensation techniques to train patients, support to caregivers to prevent emotional stress and
breakdown, and maintain physical and mental health. However, all these hinges on the readiness
of the PCPs to engage themselves in looking after dementia patients, as well as recognition from
other healthcare professionals and service users. Government policy and provisions to support

continued and further training in dementia care for the PCPs is the key.

The costs of dementia care, both short and long term, had also created much burden on the
families with dementia patients. Government support in terms of care vouchers would be helpful,
not only for day care service, but also need to include cost for assessment, and benefit users who
prefer to stay home instead of queueing for residential placement. DCSS and DECCs’
contribution to provide timely help and continuous assessment and support to the dementia
patients through medical-social collaboration are also worthy of greater investment and
development. Mechanisms to ensure greater participation of primary care providers in dementia
care include efforts at various levels: continued training for PCPs, nurses, social workers and
OTs as well as caregivers who would shoulder most of the caring responsibilities in both short

and long term; joint effort in the form of public and private partnership scheme and specialists
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and PCPs joint clinic; provisions for PCPs and DECCs to make direct referrals to DCSS; and
setting up of medical-social platform at district level to enhance communication among hospitals,

PCPs and local NGOs.
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