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Case report

Barriers to dementia diagnosis and care in China

Zara Quail," Angelina Wei,? Vicky Fan Zhang,? Mark McLean Carter

SUMMARY

In China, the ageing population and the prevalence

of dementia are projected to escalate significantly by
2050 resulting in a substantial increase in health and
economic burden on caregivers, healthcare facilities,
healthcare providers and communities. There is no
published national dementia policy or strategy in China.
This case report describes significant barriers contributing
to diagnostic problems and inadequate care of dementia
through the case of an older female in rural China,
whose condition deteriorated due to neuropsychiatric
and functional symptoms of undiagnosed dementia.
Intersectoral collaboration between care organisations
facilitated delivery of a non-pharmacological intervention
programme which was associated with improvements in
the patient’s functional and neuropsychiatric symptoms.
The case demonstrates that recruitment and training

of a wider range of health and care professionals

and caregivers in a systematic approach to non-
pharmacological interventions could help overcome
barriers to the specialised care needs of people with
dementia where resources are lacking.

BACKGROUND

Dementia is a group of serious and debilitating
neurological conditions which cause progressive
deterioration in a person’s cognition, behaviour
and function resulting in complex care needs,
particularly as dementia progresses.! * Ageing
is the most significant risk factor for dementia.'
Population ageing and dementia are increasingly
being recognised as global priorities, especially in
low/middle-income countries.®> However, it was
only in 2019 at the G20 summit in Osaka, Japan,
that the Leaders’ Declaration included the agree-
ment to promote healthy and active ageing and
implementation of policies to address dementia
including risk reduction, sustainable long-term
care and inclusive societies to improve quality of
life for people with dementia and their caregivers.”*
The WHO notes that 15 of the 17 United Nations
sustainable development goals are applicable to
ageing, and if the goals are met, population ageing
will further increase.’ With advanced ageing, glob-
ally it is anticipated that serious health-related
suffering for people with dementia will increase
by 264% between 2016 and 2060, which will
also result in the need for increased resources to
care for people with advanced dementia and at
end of life.® Global healthcare workforce projec-
tions demonstrate a clear lack of available staff to
support the diagnosis and increasing care needs of
people with dementia.”

1.2

Of the global population in 2017, nearly one
in four people over the age of 60 lived in China
where the population of those over 60 is expected
to increase from about 228.9 million (16.2% of the
population) in 2017 to 478.9 million (35.1% of the
population) by 2050.% China also has the largest
population of people over the age of 80 and the
number of people in this age group is projected to
increase fourfold by 2050.%” It is anticipated that by
2050, 66 million people in China over the age of 60
will be care dependent, requiring daily care assis-
tance.” Currently about one fifth (9.48 million) of
the globally estimated 50 million people living with
dementia live in China where the prevalence of
dementia is projected to increase from 14.1 million
in 2020 to 23.3 million people in 2030.° "' As
a result of the escalating dementia prevalence,
there is a substantial expected increase in health
and economic burden on caregivers, healthcare
facilities, healthcare providers and communities.'?
Overall estimated dementia care costs in China
are predicted to escalate from US$47.2billion
in 2010 to US$114.2billion in 2030, which will
likely outpace China’s economic development.'" In
China, there is national level recognition for legis-
lation and policy on ageing and services for elderly
care as set out in the 12th and 13th Five Year Plans
for Economic and Social Development for the
People’s Republic of China.’® 1* Alzheimer’s disease
is one of the conditions listed in the China Central
Government National Five-year Plan for Mental
Health and other national policies and legislation
have prioritised provision of long-term care for
older people."”° The China National Committee
on Ageing, as the secretariat for the China National
Working Commission on Ageing, is tasked with the
development of policies, strategies and plans for
ageing on a national level; however neither these
groups nor any national Alzheimer’s or dementia
societies active in China have published a national
dementia policy or strategy.”' With the rapidly
increasing rates of care dependence in China, there
is a more urgent need for innovative solutions to
providing dementia diagnosis and quality care
within communities and care facilities.®” ' 22

China has one of the highest rates of unde-
tected dementia with studies demonstrating that
over 90% of dementia cases remain undiag-
nosed.”* »° For dementia diagnosis and care plan-
ning, it is recognised that the optimal approach is
early access to assessment and diagnosis to confirm
the dementia subtype and investigate other poten-
tial symptom causes, comorbidities and initiate
early interventions.”® The patient in this case report
was eventually diagnosed with Alzheimer’s disease,
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the most common cause of dementia, accounting for about 63%
of diagnosed dementia cases in China.”” *® Early definitive diag-
nosis of Alzheimer’s disease as well as other causes of dementia
including cerebrovascular disease, Lewy Body disease, fronto-
temporal lobar degeneration, Parkinson’s disease and mixed
pathologies, allows for more appropriate patient management
planning and modification of secondary risk factors." While
the data and case history discussed in this report relate to
China, the prevalence of dementia is increasing in other low/
middle-income countries.®> With no pharmacological cure for
dementia, and significant potential side effects from medications
prescribed for cognition and behavioural and psychological
symptoms, early access to optimal dementia diagnosis and care
planning are important global health challenges.’ ** Individual
non-pharmacological interventions have been shown to improve
cognition, reduce neuropsychiatric symptoms of dementia, are
cost-effective and can be applied as early-stage interventions as
well as in more advanced stages of dementia.”*>'

The patient, her family and care providers had to overcome
numerous barriers to obtain a dementia diagnosis and facili-
tate her increasingly complex care needs in advanced dementia.
There are social, economic and political barriers to accessing
services for people living with dementia in China. However, a
move to address these barriers is starting to be seen with the
development of more widespread policies on aged care. This case
highlights the numerous current social and healthcare system
barriers to dementia diagnosis and care in China which we
discuss in the context of accessibility, availability, affordability,
adequacy, acceptability and awareness.>*™** We also describe how
some barriers to adequate advanced-stage dementia care were
overcome through intersectoral collaboration between a nursing
home and a third-party dementia social care provider to deliver
a non-pharmacological dementia care programme.

CASE PRESENTATION

A female patient in her mid-60s had been living with her husband
and her dog in a rural town in Inner Mongolia. Her husband had
noticed deterioration in the patient’s memory, mood and ability
to care for herself and he was no longer able to manage her
care in their own home. Their only daughter lived in southern
China where she worked and had her own family responsibil-
ities, and as a result was not able to assist with the patient’s
care. The patient’s husband therefore sought out a domestic
helper willing to live in with the patient and provide support.
The domestic helper lived in a rural town in northern China
and so the patient’s husband had to move the patient along with
her dog more than 350 miles away from the family home to a
rented house in the domestic helper’s town.*® The patient subse-
quently became entirely dependent on the domestic helper to
assist her with all activities of daily living including walking. The
patient’s memory deficit resulted in her no longer being able
to recognise her husband and daughter or the domestic helper.
The patient was confused and was disoriented to person, date,
time and place. Significant neuropsychiatric symptoms included
emotional dysregulation, increased agitation noted particularly
in the mornings and around mealtimes, and auditory and visual
hallucinations. Periods of agitation were accompanied by repet-
itive movements such as scratching her scalp and arms, pulling
her hair, rubbing her hands, and repeatedly touching her tongue.
She would also scold and curse at family members and the
domestic helper. The patient, who was unable to describe the
hallucinations, would scream or call out for her parents when
experiencing them. She required adult incontinence pants due to

urinary and faecal incontinence. The patient was on soft diet as
she was edentulous and a baby bottle with milk formula was being
used to feed her. However, the patient would resist feeding by
hitting the helper, spitting out the food and repeatedly shouting.
She would sometimes choke on the formula due to her constant
talking during mealtimes. This patient’s diet had deteriorated
due to feeding difficulties as her condition progressed. Her pre-
morbid diet was not known. Due to the helper’s concerns for the
patient’s safety, she had been kept her in bed and a grade 1 sacral
pressure sore had developed.

In considering the patient’s biopsychosocial history and
dementia risk factors, the patient had no family history of
dementia nor any known genetic risk factors. However, females
have a higher risk of dementia diagnosis and symptom severity as
the disease progresses.’” The patient did have a previous history
of depression but no other psychiatric conditions. Depression
is both a risk factor and a symptom for dementia.*® The patient
had no history of hypertension, other cardiovascular disease,
diabetes or stroke.*® The patient had osteoporosis which is both
an associated potential risk factor for dementia and an increased
risk for bone fracture.’”” ** She had never smoked and did not
drink alcohol. She had been living away from her family in a
different rural city with only her dog and a paid domestic worker
for interaction. Social isolation and loneliness are both dementia
risk factors and symptoms which may also be associated with
symptoms of depression.*®

Two years after her initial deterioration, in 2016 the patient
was finally diagnosed with Alzheimer’s disease when the family’s
growing concern for her progressively deteriorating condition
prompted the decision to take the patient to an acute hospital
in Beijing for assessment. The patient had to travel over 400
miles,*® an 8-hour journey by car, accompanied by her husband
and daughter (who had to take time off work), for further assess-
ment and diagnosis as a hospital in-patient. Following diagnosis,
the patient was prescribed five different traditional Chinese
medicines for sedation, stress relief and stimulation of the
mind. No anticholinergic or neuropsychiatric medication was
prescribed at the time. The patient returned to her rented house
with her dog and domestic helper but her deteriorating symp-
toms were beyond the capabilities of the domestic helper who
had no previous experience in caring for people with dementia.
As a result, in late 2018, the family admitted the patient to a
nursing home with a dedicated dementia ward in a town in Inner
Mongolia. After the patient’s admission to the nursing home,
despite the prescription of quetiapine and lorazepam by the
facility doctor, the nursing home staff experienced numerous
challenges in caring for the patient especially due to her neuro-
psychiatric symptoms. Specialised dementia care is rare in China
and in this nursing home, there were no structured care plans
or programmes for people with dementia.*> Due to the ongoing
difficulties in managing the patient, the nursing home contacted
our dementia social care organisation to request assistance with
a management plan in a collaborative effort to provide advanced
dementia care.

Our dementia social care team provided a multicomponent
dementia social care programme for the patient which included:
» An in-depth needs assessment leading to a focused, practical

care plan which was discussed with the patient’s family and
nursing home staff.

» Strategies and non-pharmacological interventions to manage
or better cope with the patient’s symptoms of dementia
focusing on management of the neuropsychiatric symp-
toms and improving activities of daily living and nutritional
intake.
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» Where appropriate, social activities targeted at reducing
social isolation and loneliness.
» Dementia education for the nursing home staff.

At initial assessment in late 2018, the patient’s Clinical
Dementia Rating (CDR) Scale was 3,*' and Global Deterioration
Scale/Functional Assessment Staging (GDS/FAST) was 6/6.8,%
which confirmed the patient had severe cognitive impairment and
advanced symptoms of Alzheimer’s disease. The patient’s mini-
mental state examination (MMSE) was scored at 0 but co-op-
eration for cognitive testing was difficult due to the patient’s
significant neuropsychiatric symptoms at the time and as a result
it was not possible to determine if this was an accurate reflec-
tion of her cognitive function.®** A multicomponent care plan
was implemented which included at least 1hour a day of non-
pharmacological activities aimed at support and, where possible,
rehabilitation of the behavioural and psychological, cognitive,
functional, physical and nutritional domains of the patient’s
symptoms. Social isolation was prominent in this case and one
of our aims was to encourage social participation to improve
her quality of life. Non-pharmacological intervention activ-
ities applied included music,” *° *¢ art,*” aromatherapy,®® doll
therapy,® light therapy,*” validation therapy,’® talking therapy,”!
food therapy,’* cognitive training,” reality orientation,?” ** phys-
iotherapy, fine motor skill training and rehabilitation of activities
of daily living.*° The selection of non-pharmacological interven-
tions was guided by a structured cognitive intervention pathway
which had been developed by the dementia social care organisa-
tion as part of their dementia care model. A weekly report with
updates and videos of the patient was sent to the family. The
musical activities were noted initially to have the best response
of all the interventions and were associated with reduced agita-
tion and associated repetitive movements and fewer hallucina-
tions. Her mood also appeared to be uplifted by the art, light
(sunbathing) and food activities as evidenced from a less blunted
affect, more smiling, reduced agitation, fewer hallucinations
and fewer verbal outbursts during sessions. Aromatherapy with
lavender and lemon balm and the introduction of a doll to hold
were also associated with reduced agitation during sessions. The
dolls and a music player were available in the patient’s room
at all times as a means of comfort during episodes of agitation
or distress. Talking and cognitive activities were associated with
an improvement in the patient’s communication skills in that
she was able to again introduce herself to people, hold a basic
conversation and communicate some of her needs which, in
turn, contributed to improved socialisation. Reality orientation
strategies included use of a white board in her room for date
and time, daily medication, mealtime and sleep schedules, and
planned social activities. In terms of rehabilitation of activities
of daily living, by January 2019, the patient was able to dress
herself, button up her clothes, comb her hair, wash her hands,
fold clothes after undressing, walk unaided along the corridor
of the nursing home and was able to climb stairs with assistance.
During mealtimes, she no longer shouted or hit out at the team
members nor had any further episodes of choking and by April
2019 was able to feed herself again. By this stage, the patient
was able to sit up in bed unaided as well as move to and from a
chair unaided. She continues to need assistance to use the toilet.
With the use of barrier cream and frequent assistance to turn
the patient, the sacral pressure sore was completely healed by
mid-April 2019.

In May 2019, as expected, the CDR and GDS/FAST scores
remained the same over the 6 months. The patient’s Barthel
Index of Activities of Daily Living scale score improved from
15 to 25 between December 2018 and May 2019.>* Overall,

there was an observed reduction in the frequency of neuropsy-
chiatric symptoms of agitation, associated repetitive movement,
hallucinations and feeding resistance within the first 2 months.
It was however noted after the patient had a 2-week admission
to hospital for pneumonia that her neuropsychiatric symptoms
of agitation and hallucinations escalated again. It is known that
non-elective hospital admission is associated with deterioration
in symptoms of dementia after discharge.’* In terms of cogni-
tion, an MMSE was re-attempted but again a low score of 1 was
affected by difficulty in participating in the test and continued
significantly reduced verbal skills. The patient still did not recog-
nise her husband, daughter and dog at a family visit but appeared
to enjoy the time with them. The overall improvement was most
noticeable for activities of daily living and reduced frequency of
neuropsychiatric symptoms. While it is not entirely clear why
there was no improvement in cognition along with the activities
of daily living, it is speculated that, because this patient had been
confined to bed at home due to her worsening neuropsychiatric
symptoms, she may have not been able to preserve activities of
daily living some of which were rehabilitated with support from
the care staff.

The social care team continue to work with the patient who
was noted to express, unprompted, that she felt happy when-
ever she saw one of the social care team members. The family
indicated that they were very satisfied with the care provided by
the combined efforts of the nursing and social care teams and
the nursing home facility has given positive feedback about the
dementia programme delivered. Our team also provided training
on dementia and the non-pharmacological interventions applied
to help manage the patient’s neuropsychiatric symptoms and
feeding difficulties. As a result, the nursing home staff reported
that their confidence in managing patients with dementia has
increased.

GLOBAL HEALTH PROBLEM LIST

In assessing the barriers to dementia diagnosis and care in this

patient, we consider the following dimensions of healthcare

access, the lack of which contribute to underdiagnosis, delayed

diagnosis and inadequate care in China as follows:***

» Accessibility of healthcare centres and specialist healthcare
providers.'” %3 %

» Availability of doctors, healthcare workers and memory
clinics focused on dementia .'* 3233

» Affordability of escalating costs of dementia care.

» Adequacy of available dementia care services for community
and long-term facility-based care.'®%*

» Acceptability of health services for
nosis. 17 335657

» Awareness of dementia as a condition.

1133

dementia diag-

335859

GLOBAL HEALTH PROBLEM ANALYSIS

Barriers to healthcare access as described in this report are expe-
rienced by many communities worldwide; however they are
more acutely experienced in China due to the geographical size
of the country, the escalating dementia prevalence along with the
ageing population, and socio-cultural effects of stigma and lack
of dementia awareness as discussed below.

Accessibility

Accessibility of healthcare centres and specialists providing
dementia diagnosis and care in China is limited, especially in
more rural areas with most of the specialised neurology or
memory clinics in larger cities requiring long-distance travel to

Quail Z, et al. BMJ Case Rep 2020;13:232115. doi:10.1136/bcr-2019-232115

3



Global health

attend.'” **3%3% While attempts have been made to increase avail-
able memory clinics in hospital outpatient neurology depart-
ments, these are mainly still only in the larger cities.”* This
patient only received a formal diagnosis in the advanced stages
of her disease after having to travel over 400 miles,*® an almost
8-hour journey by car, to an acute hospital in Beijing, due to lack
of access to dementia specialists and screening in her more rural
area.'” In our experience, it is also the general perception among
families that the best medical care in China is in large cities like
Beijing. Lack of access to a formal dementia diagnosis is a reality
for many families in China, and with the predicted escalation
in dementia prevalence, it is a hefty expectation that there will
be sufficient personell and healthcare infrastructure resources to
provide memory clinic assessments, including cognitive testing,
laboratory tests and brain imaging as would be expected in better
resourced countries.*® ® However, in terms of early screening
for dementia, we think that tools such as the Chinese version
of the ‘Mini Mental State Examination’,** ** and the ‘Notice-
able Problems Checklist’®! ®* can be implemented by allied and
community health workers to assess the likelihood of dementia
so that symptom-based community support for cognition, daily
functioning and quality of life can be provided in the absence of,
or pending, a formal diagnosis.

Long-term care provision for older people has been priori-
tised through policy and legislation,” ™ ® and the private
nursing home sector is also increasing access to long-term care
in China®’; however concerns about inadequate regulation, staff
training and quality of care have spurred further legislation to
ensure standardised well-regulated care.'® 7 33 ® Furthermore,
access to specialised dementia care services within the commu-
nity or long-term care facilities is still rare, especially in more
rural areas.” ' %3 ®* This is further impacted by the availability of
healthcare workers with specific training in dementia care and
management.

Availability

There is a projected global shortage of healthcare workers
including physicians, nurses, midwives and allied healthcare
workers.” In China, there are shortages of physicians, geriatri-
cians, neurologists, psychiatrists and geriatric psychiatrists,®
as well as nurses, occupational therapists and physical thera-
pists.®®® Limited availability of healthcare workers in China is
further compounded by lack of training on dementia diagnosis
and care in medical schools and colleges for urban and rural
physicians.’” 2233 As a result, there is a consequent shortage of
doctors confident in diagnosing dementia, prescribing relevant
medications and recommending non-pharmacological interven-
tions.** ® While elderly care facilities such as nursing homes may
have increased their available occupancy based on the targets
set by legislation, there is a shortage of both facility/community-
based care workers with experience or training in dementia care
to provide specialised dementia care services.” '” ** An urgent
need has been identified to train both professional healthcare
providers and formal and informal caregivers in dementia.”® It is
encouraging that the China Central Government National Five-
year Plan for Mental Health includes stipulation on training for
assessment and management of mental health disorders, with
Alzheimer’s disease given specific mention."> While physicians
and specialists are integral to dementia assessment, it is our
opinion that expanding the dementia-capable workforce within
the primary care system would increase availability of medical and
allied health professionals confident in person-centred dementia
assessment and care planning. Extending training opportunities

in dementia care and non-pharmacological management to
formal and informal care settings could expand the available
pool of dementia care providers. For example, the members of
our dementia social care team discussed in this report include a
social worker and a therapist with a diploma in rehabilitation
which included training in physiotherapy, occupational therapy
and speech therapy. Both also have had previous training and
experience in working with people with dementia. Approaches
to collaborative care models with multidisciplinary teams should
be encouraged for the potential to improve outcomes for people
with dementia and reduce costs.”!

In terms of availability of long-term care resources, there
are a number of policies and implementation plans in place to
strengthen the availability and quality of long-term facilities
and care services for older people in China including the 3-tier
long-term care system plan which includes (1) home-based care,
(2) community-based services for support and (3) institutional
care.'® %> However, our experience is that there are only a few
early stage dementia-specific policies or plans at a municipal,
provincial or academic university level, mostly adapted from
other countries, for dementia screening, support and long-term
care at the care frontline. One example is a municipal govern-
ment policy to increase available dementia-dedicated beds by
1000 beds in Shanghai.”* As is the case with many countries, we
recognise that the everchanging political priorities at different
levels of governmental structures can impact on the continuity of
communications and policy formation, the discussion of which is
beyond the scope of this report.

Affordability

Affordability of dementia care in China is a substantial factor
with multiple impacts including potential loss of work for those
who have to leave their jobs to care for their family members, the
need for sufficient income or health insurance to cover the costs
of informal or formal care and increasing costs on healthcare
services, though insurance coverage for dementia is limited."" *
In this case, the patient’s husband was still working and paid
for all the informal carer, diagnosis, nursing home and social
team care expenses through his income and savings. However,
many families may not be able to afford escalating dementia care
costs. In 2015 it was estimated that the annual socioeconomic
cost per person with Alzheimer’s disease was US$19 144.36,
while the average per capita household income in China in
2015 was about US$3542.93 (21 966.2 Yuan).” * In China,
over 80% of costs are carried by people with dementia and their
families through their own funds or through health insurance.!
A study in 2010 indicated that most available dementia care
in China is in the informal sector which accounted for 81.3%
(about US$38.4billion) of the total national estimated costs for
dementia.'! ** Nursing home care accounted for 12.8% (about
US$6billion) spend.!’ Currently in China, there is no national
government funding provided for home-based or community-
based dementia care services much of which are paid for out-
of-pocket or by health insurance for those who have insurance
cover.”> 7> Our experience is that on a regional level in different
cities there may be some funding for ‘severe conditions’;
however there is very little government funding for institu-
tional dementia care with the only funding being provided to
some hospitals with dementia wards and limited nursing homes.
Access to government-funded nursing homes is very limited to
only those with no resources and no alternative access to care
through family support or finance.”®
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Adequacy

Adequacy of dementia service design and care within residen-
tial and nursing home facilities for people with dementia is an
ongoing concern.*® In our experience, we have met a number
of families who have withdrawn their parents from facilities
due to dissatisfaction with the quality of care. We have noted
in working with some facilities that they are short-staffed,
have few resources, supports and programmes for people with
dementia and staff have little to no training in dementia care.*’
Despite having a dedicated dementia ward, the facility to which
the patient in the report was admitted had no staff trained in
dementia care, nor did they have the services of a dietitian or
a speech and language therapist to advise on improving the
patient’s nutritional intake or conduct a swallow assessment to
ensure safe food consumption and consistency. However, the
rehabilitation specialist on the social care team did have suit-
able training for swallow assessments and was able to advise on
nutritional improvements. Within community or facility settings,
there is often inconsistency of a central point for care coordina-
tion for people with dementia which can contribute to poorer
outcomes; however, appointing a key care coordinator can help
overcome barriers to care.”” ”® In this case, the social worker
acted as the central point of care coordination and facilitated
improved communication and understanding of the patient’s
needs, abilities and neuropsychiatric symptom triggers along
with appropriate non-pharmacological interventions with other
nursing home staff members and the patient’s family. The social
care team also provided training to nursing home facility staff
on how to communicate with people with dementia, assess
potential triggers for neuropsychiatric symptoms and deliver
non-pharmacological interventions that stimulate the five senses
with the aim of addressing and where possible reducing neuro-
psychiatric symptoms. There needs to be an increase in health
and social care provider recruitment and training in manage-
ment of dementia and symptoms from both a pharmacological
and non-pharmacological perspective to facilitate improved
diagnosis, care coordination and management of people with
dementia.’® Burden on the healthcare system could be alleviated
by promoting multidisciplinary, collaborative care and training
further allied healthcare workers, formal and informal carers in
person-centred dementia care.* 7!

Acceptability

Acceptability of health services is a term which has various
definitions.’® In the context of dementia in China, we view
acceptability and awareness to be closely correlated with
dementia acceptance on both a social and national level.
Social acceptability of dementia diagnosis and treatment in
China is impacted by the significant negative cultural stigma
of dementia for both the person with the disease and the
family.’” 3 The Chinese term for dementia translated liter-
ally into English would be considered derogatory, reflecting
the stigma and discrimination that people with dementia and
their families can face.*® Fear of discrimination or institution-
alisation may be personal barriers to seeking and accepting
a dementia diagnosis.'” In China there is a cultural priority
of wanting to live at home for as long as possible, which is
further enhanced by a sense of family duty to care for aged
family members and encouraged on a local level."” ** However,
changing socioeconomic environments mean that family
members, many of whom may have no siblings to share the
responsibility of care due to the former ‘one-child’ policy,
may not be able to care for an ageing parent at home due to

the need to continue work, sometimes in a different city or
region.* This, in turn, may contribute to social isolation, both
a risk factor for and symptom of dementia.*® The options for
care that remain are to give up work in order to care for a
relative, pay for care in their own home or admit the person
with dementia to a nursing home. Accepting formal care at
home may be limited by the person’s own beliefs which may
lead them to perceive formal care as potentially threatening to
their ongoing desire to live independently at home.”® In terms
of acceptance of dementia at a national level, the WHO and
Alzheimer’s Disease International set out a 6-stage ‘Acceptance
of Dementia’ model to frame the stages of national acceptance
which include stage 1, ignoring the problem; stage 2, some
awareness; stage 3, building dementia infrastructure; stage 4,
advocacy efforts; stage 5, policies and dementia plans or strat-
egies; stage 6, normalisation.*” °” China is still in the lower
stages indicating the significant need for community education
and public health literacy campaigns to improve health literacy
on dementia in China.””

Awareness

Dementia awareness is significantly lacking in China where the
symptoms of dementia are considered by many to be the normal
consequences of ageing, rather than a disease.®* °® %% Lack of
awareness on the impact of dementia and of appropriate avail-
able resources for diagnosis, treatment and support contribute
to delayed diagnosis.”® Furthermore, the significant stigma
attached to dementia in China needs to be addressed through
community education, as the fear of a diagnosis of dementia
may further contribute to the reluctance for people with
symptoms of dementia, or their families to access diagnosis.
Education for people with dementia, their families, caregivers
and communities should focus on understanding the effects
of dementia and guidance on how to choose professional
assessment and support.’® There are no published national or
provincial public health awareness campaigns or education
on dementia in China. In the context of our dementia social
care service, each member of the allied healthcare staff in our
social care team undertakes training and educational activi-
ties in community and facility settings with family members,
care providers, neighbours, nursing home staff and commu-
nity members. Further broad-reach tactics for public engage-
ment and education on dementia employed by the social care
team in China have included the use of information sharing
on social media like WeChat and the promotion of massive,
open, online courses from the Wicking Dementia Education
and Research Centre at the University of Tasmania.”” *® Our
organisation also partners with dementia and ageing organisa-
tions in China to present information on dementia at meetings
and conferences.®' *

CONCLUSION

People with features of dementia need supportive dementia
care to address their deteriorating condition, rehabilitate daily
functioning when possible and re-establish social connection.
Healthcare system barriers require further significant institu-
tional, public and social health policy, planning and implemen-
tation strategies to meet the escalating number and needs of
people with dementia in China.

Despite both global and national recognition of the need
to address the increasing prevalence of dementia in China, a
member of the WHO, there remain significant and numerous
barriers to dementia diagnosis and care and substantial
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