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ing for 11.4% of the total population [1]. Since age increases the risk of dementia, the increasing

ageing population in China will contribute to a rise in the number of people with Alzheimer dis-
ease (AD) and other forms of dementia. The prevalence of dementia in China has thus increased consid-
erably from the 1980s to 2010s [2].

By the end of 2017, the population of China aged 65 and older has grown to 158 million, account-

Dementia care is a long journey challenged with significant economic burden, caregiver distress and in-
creasing service demands [3-6]. These challenges will have a significant impact on the health care system
in China, which aims to provide a continuum of services from screening and diagnosis of patients to lon-
gitudinal patient care and caregiver support. Strategically, the continuum of services for dementia has four
major elements: risk assessment, timely diagnosis, post-diagnostic support, and caregiver support. Here-
in, we review the current needs, resources, and local practice related to the continuum of care in China.

SITUATIONAL ANALYSIS

Prevalence and incidence of dementia and related cognitive impairment in
China

An early multi-site epidemiologic study focusing on people aged 55 years or older in 1997 demonstrated
that China had a prevalence of AD (4.8%) and VaD (1.1%) that is comparable to Western countries [7].
Further analysis revealed that northern regions had a higher dementia prevalence than southern regions,
especially for VaD, and that people with older age, female sex, or lower education level tended to have a
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A memory clinic is the optimal setting

network model is proposed to im-
prove accessibility to high-quality
care for rural centres. There were also a host of single-site epidemiologic studies conducted

7 higher prevalence of AD but not VaD [8]. After a follow-up of 4.5 years,
the crude incidence was 7.8, 4.9, and 2.3 per 1000 person-years for

for a comprehensive assessment and dementia, AD, and VaD, respectively [9]. A multi-centre survey of res-
evaluation, creating a diagnosis and idents aged 65 years or older conducted from 2008 to 2009 showed
management plan, and following up that the prevalence of dementia, AD, VaD, and MCI was 5.14%, 3.21%,
in dementia care. A memory clinic 1.50%, and 20.8%, respectively [2,10]. The prevalence of dementia,

MCI, and AD but not VaD was higher in rural areas than urban areas,
and the education level might partly contribute to the difference.

in China in the past 30 to 40 years. According to systematic reviews and

meta-analysis, the prevalence of dementia, AD, VaD, and MCI for the
population aged 60 years and older in China was 2.8%-3.0%, 1.9%, 0.9%, and 12.7%, respectively, and
the incidence was 9.87, 6.25 and 2.42 cases per 1000 person-years for dementia, AD, and VaD, respec-
tively [11-14]. Moreover, the prevalence of AD and all forms of dementia increased with age (above 55
years old) and time (from 1990 to 2010), was higher in women than in men, and was comparable be-
tween urban and rural residents [11]. Chan et al. estimated that there were 9.19 million patients with
dementia in China in 2010, including 5.69 million AD patients [11].

Wau et al. reported that the prevalence was approximately doubling every five-year age increase, and wom-
en had a higher prevalence than men above age 65. These results were based on a review and meta-anal-
ysis of 76 studies through 2012 [15]. They also observed that the prevalence of dementia was higher in
the northern part of the country, lower in the southern region, and intermediate in the central area. Re-
cently, it has been demonstrated that the age-stratified prevalence of dementia was higher in women than
men and approximately doubling with every 5-year age increase. The pattern of decreasing prevalence of
dementia from northern, central and southern China (unadjusted pooled estimate for northern China,
5.4%; central China, 3.8%; southern China, 3.7%) was reported in their updated review [16]. They also
observed a high prevalence of dementia in western China (9.6%). Additionally, there was an increasing
trend in the prevalence of dementia in China, even after adjusting for methodological factors and geo-
graphical areas (4.9% in 2010-2015 vs 2.8% before 1990). The current estimated prevalence of demen-
tia is 5.3%, indicating that there are 9.5 million dementia patients in the population above age 60. The
most recent estimate from the Institute for Health Metrics and Evaluation (IHME) of the University of
Washington cites 10.427 million cases in China in 2015 [17].

In general, the estimated prevalence and incidence of dementia were similar between the Chinese popu-
lation and global population (prevalence, 3.9%; incidence, 7.5 per 1000 person-years at age 60 or older)
[18]. Given improvements in ed-
ucation and prevention of vascu-
lar morbidity, the prevalence of
dementia among the population
65 years or older declined during
the past two decades. The prev-
alence decreased significantly in
the United States (8.8% in 2012
vs 11.6% in 2000) and United
Kingdom (6.5% in 2011 vs 8.3%
expected in 2011 using data in
1991) [19-21]. However, the
prevalence of dementia has in-
creased in China along with the
ageing population and increased
life expectancy. The difference in
prevalence rates between studies
could also be partly attributed to
the discrepancy in sample size,
screening tools, methodologies,
and diagnostic criteria. The total

Photo: The vol provides training to the y café participants on non-verbal communication with f . ih A
basic psych therapy techniques (photo from the collection of the Dementia Care and Research Center, Costs ol patients wit D were
Peking University Institute of Mental Health, used with permission). estimated to be the US $167.74
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Chinese health providers have developed the continuum of care framework that inte-
grates community-based health, hospital-based specialist care and social care and sup-
port services. The key areas include raising awareness, risk assessment, screening (com-
munity level), diagnosis (hospital level), post-diagnostic support and caregiver support
(coordinated between hospital and community levels).

billion in 2015 based on a nationwide investigation in China. This information indicated that the average
cost per patient per year was approximately US $19144.36 [3]. Taken together, China is facing a greater
growing demand for the management of dementia than Western countries.

VIEWPOINTS

The gap between diagnosis and treatment

The low rate of diagnosis is a significant concern in dementia care [22]. Chen et al. found that only 7%
of Chinese older adults with dementia were diagnosed in a rural area [23]. On one hand, perspectives of
persons with dementia (PWD), families, and physicians potentially impede the timely care seeking [24,25].
PWDs and their families consider cognitive decline as one of the phenomena of senility and normal age-
ing [26-28]. Shame and stigma may also be reasons for reluctance to seek care [29-34]. In China, approx-
imately 76.6% of Chinese had a personal fear of Alzheimer disease [27]. Even in severe cases, families
tend to use “senile confusion” [“Lao Hutu” CGEHI¥R) in Chinese pronunciation (characters)] rather than
“dementia” to describe the clinical presentation.

Limited physician knowledge about dementia is another obstacle to timely diagnosis [25]. Few physicians
in major hospitals in China know the diagnostic criteria of dementia [35]. Primary care physicians do not
screen cognitive impairment routinely [36]. Thus, access to appropriate assessment and further diagnos-
tic workup may be compromised.

Even in memory clinics, the delay in care seeking remains substantial. In a national registry study cover-
ing 28 well-established memory clinics, Zhao et al. observed that approximately two-thirds of persons
with dementia delayed seeking care for more than 12 months, and one-quarter delayed seeking care for
more than 36 months. The average duration from the first noticeable symptom to first visit seeking diag-
nosis or treatment was nearly 2 years [37].

Care needs

At present, the care mode of affected older adults is divided into three categories: home care, community
care, and institutional care.

Due to the influence of traditional Chinese culture, home care is the primary form of care, and most of
the care is provided by family members (mostly spouses) and paid caregivers. People with mild and mod-
erate dementia usually stay at home. Family members play a critical role in providing care.

In China, the typical community care, which uses community service resources to support daily life, typ-
ically interplays with home care [38]. In recent years, to effectively alleviate the growing demand for aged
care, the government has complemented community day-care services. The day-care centre is an emerg-
ing form of aged care partly funded by social pension. Most services include catering and organizing lei-
sure and entertainment activities for elderly individuals. Currently, only a limited number of day-care
centres provide specific care for people with dementia.

Currently, there are several types of institutions designed for long-term care, including nursing homes,
elderly apartments, old-age care communities, elderly care homes, and hospice care institutions. Regard-
ing long-term care, only a few institutions have dementia care units. In most cases, persons living with
dementia co-reside with those who are cognitively normal. However, managing challenging behaviours
associated with moderate and severe dementia results in an emerging trend for increased demand for
long-term care for dementia.

In China, most people with dementia receive informal care at home, while only those individuals with
mild symptoms and those from high-income households have access to formal care at nursing homes. In
a survey, only 2.0% of PWD who lived in a nursing home or hospital were cared for by professionals, and
the remaining patients were cared for by non-professionals at home. Among those, 84.9% were cared for
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by family members; 8.3% lived alone; and 4.9% were cared for by hired nannies [39]. Spouses are the
primary caregivers [40].

Unfortunately, due to a shortage of education programs and support services in China, most family care-
givers and paid caregivers at home or nursing homes have limited knowledge and skills about care for
someone with dementia. The burden for caregivers is severe, including great physical and mental pres-
sure for caregivers [40,41].

Therefore, concerning the optimal care for PWD, there are significant challenges in implementing the
continuum of care, including lack of trained care providers, insufficient training for the caregivers, limit-
ed support for the caregivers (especially for stress management and mental health), and insufficient in-
vestment for care funding.

RESOURCES AND ADVANTAGES

Ageing service policies

Recognizing the global social and economic burden, the World Health Organization has cited dementia
as a public health priority [42,43]. Worldwide, more than 20 countries have developed a national demen-
tia plan [44]. In China, dementia has always been considered a great social and health care challenge. Al-
though there is no single national dementia plan, dementia has been addressed in several government
documents [45].

The expansion of the new rural cooperative medical system (NRCMS), the urban employee basic medical
insurance (UEBMI), and the urban resident basic medical insurance system (URBMI) has seen the achieve-
ment of universal health insurance in 2011 [46]. Having health insurance coverage is extremely import-
ant for older people, especially for those residing in rural areas and people who were never employed.
These insurance schemes would provide platforms for to the development of culturally appropriate de-
livery systems for dementia care that are well integrated into the social medical service system.

In the 13" Five-Year plan, a series of government guidance, covering a wide range of mental health and
aged care services, were released and include dementia care as their integrative component (See a list of
documents in Table 1).

Memory clinics

A memory clinic is the optimal setting for a comprehensive assessment and evaluation, creating a diag-
nosis and management plan, and following up in dementia care [47,48]. Since the first memory clinic
was established in the 1990s, more than 260 memory clinics have been established in China to this point
(see geographical distribution in the map, Figure 1).

Memory clinics in China provide a wide range of services by assessing all memory problems caused by
brain injury, stroke, Parkinson disease, depression, mild cognitive impairment and dementia. Approxi-
mately half of the patients seen in current memory clinics have dementia [37].

Ideally, memory clinics provide a minimum service for PWD, including cognitive screening and assess-
ment, neuroimaging examination, and medications. However, only one-third of physicians order cogni-

Tahle 1. Primary government documents on mental health, ageing and aged care service released during 2013-2018

GOVERNANCE BODY Documenr TiTie Mam content
The General Office of National Mental Health Work Plan Focus on common mental disorders, such as dementia; pay attention to psycho-
the State Council (2015-2020) logical and behavioural problems of elderly individuals; explore the appropriate

prevention and treatment mode of common mental disorders

The General Office of ~Guidance to promote the combination of  Establish and improve the cooperation mechanism between medical institutions

the State Council medical care and pension services and pension institutions

The General Office of Planning of national health service system  Establish pension institutions, geriatric hospitals, geriatric nursing homes, reha-

the State Council (2015-2020) bilitation institutions, etc.

Thirteen ministries The “13th Five-Year” Healthy Ageing Plan  Popularizing appropriate techniques for dementia and providing mental health
and care services for elderly individuals

The General Office of Document to perform pilot work for Implement targeted life care, family health care, mental comfort, emergency res-

NHFPC old-age care cue and other activities for elderly individuals

NHFPC — National Health and Family Planning Commission (now as National Health Commission)
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tive tests for more than 75% of patients when
making a diagnosis. Greater than three-quarters
of physicians do not routinely evaluate the pres-
ence of neuropsychiatric symptoms. Therefore,
the predicted increase in demand for memory
clinic services means that further support, train-
ing, and supervision are required to guarantee
the quality of service.

To improve support for patients living in rural
communities in China, it is crucial to build a
network of services that interact with more re-
mote centres. Hence, a memory clinic network
model has been proposed to improve accessibil-

VIEWPOINTS

>20

: ::200 ity to high-quality care for rural centres [49].
1~5 Ideally, multiple first-tier memory clinics (eg, in
C? [ Not applicable communities or less developed areas) will be es-

tablished within the memory clinic network to
provide essential care. These first-tier memory
clinics will forge links with larger centres of ex-
cellence that already exist and have the skills
and capabilities to screen, diagnose and provide an excellent level of care to their patients. Within the
network, the newer clinics can access the facilities of these larger centres, including imaging resources
and training. The centres of excellence should be linked into ‘circles of excellence’ to share best practice
and ensure consistency and efficiency to form a network that can share the increasing burden as patient
numbers increase. Through these efforts, some community health centres have established a memory
clinic, providing screening and long-term support for dementia.

Figure 1. Geographical distribution of memory clinics in China. Colours code
the number of memory clinics within the provincial administrative territory.

Social care resources

The current aged care system primarily relies on informal care from families and community-based social
services, while the commercial caring system remains unaffordable to the most of China’s elderly popu-
lation. This makes family and neighbourhood communities the optimal settings for delivering dementia
care besides hospitals.

Underpinning the provision of informal care by families is the traditional ethics of filial piety and reci-
procity between spouses [50]. In support of this effort, the National Aging Committee’s most recent guide-
lines has emphasised the urgent need to build age-friendly communities and systems for providing home-
care services. To some extent, these strategies may also help engage society in community-based services
for the PWD.

However, substantial efforts are needed to reach a high-level preparedness in the community. For exam-
ple, there remains a debate about the Chinese word for dementia [28,51-53]. The word for dementia in
Chinese is “Chidai,” which means “idiot, stupid.” Some people are concerned about its negative meaning
and hope to change the word. Such intention reflects the vast misunderstanding of dementia and dis-
crimination against patients with dementia in China. However, one can argue that the name “chidai” itself
is not the origin of the stigma. It is the meaning endowed with the word that affects the perception of de-
mentia. The impact of changing the name or empowering the word in China needs further exploration
and studies.

Institutionalized care remains a last resort for most families of people with dementia. In addition to the
nursing home established by the government, quite a few newly equipped nursing homes have been built
in the past decade. These five-star nursing homes designed by international corporations drive the devel-
opment of dementia units in nursing homes. Despite the modern infrastructure, the insufficiency of the
well-trained staff remains a significant barrier. Therefore, capacity building is the primary challenge for
improving care quality for PWD.

In recent years, long-term care issues have been recognised as a key concern. How to integrate medical
and social care for elderly individuals has been a hot topic in this area. With the development of social
worker organizations, different types of care have emerged. For example, in Beijing and Shanghai, small-
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sized day-care centers have recently been established in the community. These day-care centres take care
of the PWD who live in the neighbourhood in the daytime. In some cities, such as Qingdao, some com-
munity-embedded care centres could provide respite care for elderly individuals when intensive care is
temporarily needed.

CONTINUUM OF CARE: STRATEGIES AND PRACTICE

In China, dementia care primarily depends on the health care providers, especially in the mild and mod-
erate stage. Concerning the dementia care pathway, the World Alzheimer Report 2009 provides a sev-
en-stage model for planning dementia services. Planning collaboratively with community-based health
and social care and support services, Chinese health providers have modified the model into the contin-
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uum of care framework. Key areas include raising awareness, risk assessment, screening (community lev-

el), diagnosis (hospital level), post-diagnostic support and caregiver support (coordinated between hos-
pital and community levels).

Raising awareness

Signs and symptoms of dementia are commonly misunderstood as parts of normal ageing [28,52]. Lack
of awareness and understanding of dementia and the stigma associated with it are significant barriers to
early detection, appropriate treatment and management of dementia [54]. Increasing public awareness
and understanding of dementia is the first step.

There are many examples of campaigns in China that aim to increase awareness and understanding of the
condition. The nationwide campaign organized by Alzheimer Disease Chinese since 2002 is one such ex-
ample. Every year, especially during World Alzheimer Month (September), numerous large-scale public
lectures are delivered in communities; on TV, radio, and newspaper; and through social media. Pamphlets,
booklets, and infographic cards are disseminated in the settings where elderly reside. The audience is es-
timated to be approximately 100 million or more. The message that dementia is a disease-causing dis-
ability and not an inevitable consequence of ageing is the main information of raising awareness. Cur-
rently, awareness-raising campaigns have been the primary driver for creating dementia-friendly
communities.

Risk assessment and screening

Alzheimer Disease Chinese proposed that a brief screening for cognitive decline should be integrated into
the routine physical check-up [55]. A few community initiatives focus on the integrated care provided by
general practitioners. Risk factors, such as smoking, drinking, cardiovascular diseases, and diet patterns,
could be evaluated simultaneously with brief cognitive testing.

Although several instruments are useful for cognitive screening, AD8, clock drawing test, Mini-mental
state examination (MMSE) and Montreal Cognitive Assessment (MoCA) are widely used [56]. For com-
munity health workers who have a heavy workload and limited time, AD8 and clock drawing tests are
suggested. In the community-based dementia management toolkit, the WHO WPRO proposed a screen-
ing flowchart used in low- and middle-income countries to identify people who are at risk for dementia
[57]. The toolkit has now been piloted in China.

As suggested in the toolkit, people at risk for dementia can be interviewed by community workers at
community centres or home visits at the request of families. If the person consents to being screened, they
will be asked the basic question of “Have you noticed a significant change in memory, behaviour or func-
tion in the last year?”. On the basis of the answer, the community worker will decide whether to refer in-
dividuals to a community doctor or specialist if available. Once an individual is suspected of having de-
mentia, he or she will be referred to a specialist in the memory clinic.

Diagnosis

In China, a formal diagnosis is made by specialists. Eligibility for and initiation of anti-dementia drug
prescriptions is exclusively determined by specialists in the field, including neurologists, geriatric psychi-
atrists or geriatricians. As there is currently an absence of certification requirement for subspecialty train-
ing on dementia and cognitive impairment, it raises an issue of service capacity by health professionals,
and quality of care may diverge across different areas in the country.
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To harmonize the work-up of the diagnostic procedure, several practice guidelines on dementia manage-
ment have been published (see Table 2). However, an efficient or effective method to monitor the phy-
sician’s performance is lacking; it is difficult to estimate how the guidelines have been transferred into the
routine practice. The poor implementation of dementia guidelines may cause additional barriers for ac-
cessing dementia care services in different areas nationwide.

The diagnostic procedure work-up used in most memory clinics is illustrated in Figure 2. However, mem-
ory clinics need to function as a driver for better dementia care. Therefore, a group of Chinese and inter-
national experts who have abundant experience in managing memory clinics developed a consensus guide
for operating the memory clinic [49]. The minimal and optimal requirements for the primary functions
of a memory clinic are elaborated in full detail.

VIEWPOINTS

Although CSF and PET imaging may verify the biological diagnosis of Alzheimer disease, the application
of these techniques are constrained due to several reasons, such as high cost and risk of physical discom-
fort. Only centres of excellence use these tests, and they are mainly for research purposes.

Post-diagnostic support

In most memory clinics, once an individual is diagnosed with dementia, eligibility for anti-dementia drug
prescriptions is determined by the specialist. Afterwards, a specialist in the memory clinic initiates the

Memory Complaint

Obtain medical history

i

Check for cognitive,
neuropsychiatric, and
functional status

Observational
follow-up

uspected of cognitive
impairment?

etabolic dysfunction?
Nutritional deficiency?
Infectious diseases?

Dementia due to metabolic,
nutritional or infectious factors

Lab tests

Vascular dementia
Dementia due to brain tumor

Neuroimaging
scans

Cerebrovascular events?
Brain tumor?

Dementia

Mild Cognitive Impairment?

PET imaging
CSF test

no Excluding Alzheimer's
di Other types of

Amyloid positive

dementia

High probability of
Alzheimer’s disease

Figure 2. The workflow for making a diagnosis.
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follow-up on pharmacological and non-pharmacological interventions, including cognitive training and
psychosocial intervention [58,59]. Representative examples are shown in Table 3.

For individuals experiencing psychological and behavioural problems, non-pharmacological interven-
tions are the first-line option as explicitly specified by the consensus on the clinical management of neu-
ropsychiatric symptoms [60]. However, there are minimal resources for psychosocial intervention for
people living with dementia, even in long-term care settings. Therefore, a set of quality indicators for psy-
chosocial intervention for people living with dementia are proposed to improve post-diagnostic support
(Table 4) [61].

Caregiver support

As the patient’s disease severity progresses, the dependency on caregiver support will increase, and assis-
tance may be required with activities of daily living, including administration of medication and financial
and legal matters. Caring for a patient with AD impacts on the quality of life and health of the caregiver
[40,41]. However, a range of interventions for caregivers, such as providing information about AD, ad-
vice about patient management, and the importance of self-care, can reduce caregiver burden [62].
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In China, the tradition is for the family-based care for elderly individuals [50]. Often, a “nanny” is em-
ployed by the family to provide “one-to-one” care for patients with AD. However, it is likely that the nan-
ny will not have any formal training in caring for AD patients. Many of these caregivers have a low level
of education and literacy and may be isolated in rural communities. Therefore, caregiver support plays a
vital role in China and is a crucial area where memory clinics could improve the standard of care.

Tabhle 2. The list of dementia practice guidelines and consensus

Time Pusuis paTe  ResponsisLE oreAnIZaTION
Dementia clinical practice and management guideline 2007  Chinese Society of Psychiatry
Committee of Dementia and Cognitive Disorders, Chinese Society
Management of dementia and cognitive disorders 2010 of Neurology
Alzheimer Disease Chinese (ADC)
Chinese expert consensus on memory check-up 2014 Alzheimer Disease Chinese (ADC)
Expert consensus on frontotemporal degeneration 2014 Working Group on Geriatric Neurology, Chinese Geriatrics Society
Chinese expert consensus on the diagnosis and treatment of Lewy 2015 Scientific Group on Neurodegenerative Diseases, Chinese
body dementia Society of Micro-circulation
Expert consensus on care for people with cognitive disorders 2016 Committee of Cognitive Disorders, Chinese Society of Geriatrics

ideli h licati [ brief — e in th
G_mde 1?65 on the _app ication of brief cognitive testing in the 2016 Guideline Working Group, Alzheimer Disease Chinese (ADC)
diagnosis of dementia

Chinese diagnostic guideline on vascular mild cognitive impairment 2016 Guideline Working Group, Alzheimer Disease Chinese (ADC)

Clinical expert consensus on the management of neuropsychiatric

201 Psychogeriatric Interest hi iety for Psychiat
syndrome in neurocognitive disorders 017 sychogeriatric Interest Group, Chinese Society for Psychiatry

Expert consensus on the management of post-stroke cognitive dis- Scientific Group on Post-Stroke Cognitive Disorders, Chinese Stroke

2017

orders Society
Chinese clinical guideline on dementia management 2018  Alzheimer Disease Chinese (ADC)

Committee of Dementia and Cognitive Disorders, Chinese Society
Chinese guideline on dementia and cognitive disorders 2018  of Neurology

Alzheimer Disease Chinese (ADC)

Tahle 3. Representative examples of the post-diagnostic support program (in alphabetic order based on city)

Cirv Hospima Acriviry

Beijing The Sixth Hospital of Beijing University Caregiveré support; Dementia café; Cognitive training
Community outreach

Changsha Changsha First Hospital Caregiver support

Chongging The First Affiliated Hospital of Chongqing Medical University — Caregivers support

Hangzhou Zhejiang Provincial Hospital Caregiver education and support

Shanghai Shanghai Mental Health Center Family support with NGO; Nursing home service

Taiyuan The First Hospital of Shanxi Medical University Caregivers Education; WeChat consultation; Cognitive training

Tianjin Tianjin Medical University General Hospital Cognitive training and care support

Wenzhou Wenzhou Medical University Affiliated First Hospital Caregiver education and support

Xi'an The First Afhliated Hospital of Xian Jiaotong University Caregivers Education; WeChat consultation
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Tahle 4. Quality indicators of the psychosocial intervention for people living with dementia (adapted from Jiang et al [61])

Domain InpicaToRs

Assessment A person with dementia and his/her primary caregiver should receive a comprehensive assessment, including background assessment,
such as personal life experience, education and employment history, family and social support, interests, and hobbies (QI #1).

Current situation evaluation, such as physical condition, functional status, medication, daytime activities, sleep and appetite, and
nutritional status (QI #2).

Regular evaluation of mental health statuses, such as anxiety and depression, preferably twice annually (QI #3).

Assessment of primary caregivers mental health status and caregiving skills (QI #4) g
Communication The multidisciplinary intervention team should communicate with the family members and the person with dementia and convey Z

knowledge of diagnosis and prognosis to them (QI #5). @)
Formulation The multidisciplinary team should formulate the psychosocial intervention with consultation with caregivers (caregivers in care %
?Hlfl implemen-  institutions or at home) and the person with dementia (QI #6). m
itittleorr\ie(:titzi The individualized plan should be based on the individuals interest and hobbies, cognitive function and physical conditions (QI #7). S

At least two types of psychosocial intervention should be provided to the person, including but not limited to daily living activi-

ties, recreational and social activities, and cognitive and behavioural training (QI #8).

When implementing the psychosocial intervention, health and social care should be coordinated by designated staff, such as social

workers, in the multidisciplinary team (QI #9).

The designated staff should follow-up with the person with dementia and his/her primary caregiver (QI #10).

The effectiveness of individualized psychosocial intervention should be regularly monitored, preferably once every six months (QI #11).

Concerning the management of challenging behaviours, psychosocial intervention should always be the first choice and be docu-

mented (QI #12).

The multidisciplinary team should regularly analyse the factors that contribute to, aggregate and improve the behaviours (QI #13).

The intervention plan should be adjusted according to behaviour changes (QI #14).

The team should implement the intervention according to behaviour changes (QI #15).
SCua;;%l:ter Caregivers should be trained with caregiving skills (QI #16) and supported psychologically (QL #17).
Team The multidisciplinary team should receive continuous education on dementia care (QI #18).
management The team should be supervised on the practice of dementia care (QI #19).

The team should obtain feedback from the person with dementia and primary caregivers, including the acceptance and satisfaction
of the intervention plan (QI #20).

Some memory clinics are already running monthly meetings for caregivers with a training or therapy pro-
gram to prompt caregivers to consider how best they can look after the patient with AD at home. Care-
giver support groups at the memory clinic or centre can be very helpful. Most groups are managed by a

multi-disciplinary team, including a physician,

Tahle 5. Example of monthly meeting agenda of memory café trained nurses, and occasionally social workers.

The s memory caf, namey, the dementia caregiv-

1. How to reduce the caregiver burden? er support group, was established in Beijing in 2000

April 8,2017 2. Relaxation training (Box 1). For 18 years, the group has aimed to en-
3. Children performance courage caregivers to share their experience and con-
1. Prevention of dementia cerns with others, educate caregivers with informa-

May 13,2017 2. Cognitive training tion about diagnosis and management and build a
3. Children performance social support network for caregivers where their
1. Effective communication with people living with dementia emotional distress could be relieved. Most groups

June 10,2017 2. Reminiscence therapy meet regularly, ie, monthly or quarterly. As illustrat-
3. Children performance

ed in Table 5, professionals give mini-lectures on the

Box 1. Memory Café, Peking University Institute of Mental Health

In 2000, Peking University Sixth Hospital established the first caregiver support group of dementia in China. It is a nonprofit sup-
port group composed of professionals and family members of patients to provide mutual assistance and support platform for fam-
ilies of dementia patients. For 18 years, professionals, patients, and their caregivers have gathered every Saturday morning on the
second week of each month regardless of the weather. The activities of the caregiver support group are generally divided into two
parts: mini-lectures and discussions on disease knowledge and care skills and cognitive and behavioural training, group psycho-
logical intervention or group activities, such as Finger exercises. Peking University Sixth Hospital Dementia Care and Research
Center launched the child volunteer program in 2012. Every month child volunteers play music and art performance for the care-
giver support group (see example in Table 5). By participating in various activities, the caregivers increase their knowledge of the
disease, improve their care skills, release their emotions, decrease their pressure, and reduce the burden of care.
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essentials of dementia, early signs of cognitive impairment and caregiving skills at group meetings. Vol-
unteers then organize cognitive training and recreational activities for caregivers. Caregiver support groups
have now been established in more than ten cities, including Beijing, Shanghai, Changsha, Taiyuan, Hang-
zhou, Wenzhou, Xi'an, and Tianjin. Recently, care support has become frequently provided via social me-
dia, such as WeChat groups.

FUTURE DIRECTIONS OF DEMENTIA CARE

In 2017, WHO adopted the Global Action Plan in the Public Health Response to Dementia 2017-2025 [43].
Improving access to care is the key to minimize the gap between diagnosis and treatment of dementia. In
addition, as most older adults live in the community, making use of community resources might improve
the pathway to care for dementia. Primary care physicians and non-specialists play a more significant role
in diagnosing and managing dementia given the insufficient numbers of specialists. Furthermore, outreach
in the community and regular home visits are considered essential for the timely identification of dementia.
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Concerning community-based dementia care, representatives from multiple sectors of relevant stakehold-
ers convened the High-level Roundtable Meeting on Dementia Action Plan in China in January 2018. The
participants proposed five recommendations for implementing the dementia action plan: (1) It is imper-
ative to integrate existing resources to promote dementia care; (2) Policy makers from different sectors
will collaborate to promote the WHO dementia action plan and develop an implementation plan; (3)
Building community-based care capacity is critical to increase access to care and service coverage; (4) Ex-
ploration of a novel collaborative management mechanism that aims to increase the efficiency of commu-
nity dementia care is needed; and (5) Further exploration to utilize advanced technology is needed.

The WHO mhGAP program has used non-specialists to develop evidence-based guidelines for the man-
agement of dementia in order to scale up treatment and reduce the treatment gap [63,64]. The WHO Re-
gional Office for the Western Pacific (WPRO) developed a “dementia toolkit for community workers in
low- and middle-income countries” [57]. Therefore, implementing the mhGAP and dementia toolkit will
be one of the major tasks in the coming decade.

In addition, the service of memory clinics should be made accessible for those who are suspected of demen-
tia. More efforts are needed to implement the memory check-up plan in the community. Additionally, the
Excellence Centers for Dementia Care are encouraged to function and liaison with the memory clinic net-
works to ultimately improve the diagnosis and standard care for dementia through education and training.

In addition, adequate support for nursing homes still needs to be leveraged. Social and medical care should
be integrated into multidisciplinary teams to provide holistic care for persons with dementia.

Last but not the least essential, collaborative efforts of the relevant stakeholders should advocate for pol-
icy development, eg, developing national dementia plan, and implementation, eg, individual articles in
the national mental health plan. Prioritizing dementia care on the policy development agenda will even-
tually allow the WHO Global Dementia Action Plan be effectively implemented in China. With the suc-
cess of the high-level roundtable meeting in 2018, we can reasonably expect engagement from and part-
nership with the government sectors, health and social care facilities, academic institutions,
non-governmental organizations, industry, and international institutions.
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