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FOREWORD
Crises and emergencies bring deep truths to the surface, everywhere in the
world. The COVID-19 pandemic was and is no diﬀerent. It has brought human
misery on a scale not seen for decades. And it has also reminded us that that
progress is always halting and slow and that retreat to the past is never far
beneath the surface.
What we witnessed on a worldwide scale in 2020 was a test of the move to the
rights-based framing of disability. We, as humanity, have generally failed the test.
Ever since the adoption of the UN convention on the rights of persons with
disabilities (CRPD) in 2006, we thought that the war of ideas had been won and
was over. Maybe it had been won, but only at the level of ideas. Max Weber long
ago warned us about the diﬀerence between ‘the law in the books’ and the ‘law
in action.’ Law and policy may change, but systems are much slower to turn
around. It is in how systems react (or in their first reactions) that we can see and
measure just how deep the commitment is to new values and new framings. In
this case they are not deep at all, and certainly not deep enough.
We have witnessed this globally in the sheer fragility of support systems for
persons with disabilities who are trying to flourish in their communities. With the
removal of services, persons with disabilities were left without human contact,
food and even medicines. Homelessness increased, and persons with
disabilities who were homeless were left even further in destitution. Moreover,
women and girls with disabilities became even more vulnerable to domestic
abuse. Rights cannot be fully respected unless an eco-system is in place to
ensure they can be made real. ‘Building back better’ cannot remain an empty
slogan. As the World Bank has emphasized, building more resilient service
systems – systems that can withstand the pressures of new emergencies – is a
worldwide priority. An important aspect of this is fair treatment for informal
carers a much neglected topic that can be neglected no longer.
I am glad to see that the research conducted and published here also looks at
the service ecosystem in China and the need to build a more inclusive and
resilient system. As the World Bank makes clear, this is a challenge for all of us,
and we look forward to what innovation in China can teach us. Certainly, our
service models of the past require a compete transformation if they are to be
able to withstand the next crisis.
We have also witnessed the heightened vulnerability of persons with
disabilities, especially in institutional settings. The most intense form of such
settings is congregated (the gathering of patients in institutional residential care).
Here the withdrawal of services was not matched by an emergency drive for deinstitutionalization, which is what the global disability community has (rightly)
clamored for. Perversely, this meant a ban not just on family and visitors, but
also on visits by third parties whose job it is to monitor conditions in such
places. Those most impacted around the world were older persons with preexisting conditions or disabilities. To the human rights-based argument against
such institutions can now be added a public health argument – they are just too
dangerous. I hope what we will see emerging – in China, as elsewhere in the
world – is a realization that long-term care for older persons should not mean
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institutionalization and that more community-based options are developed in the
future. Older citizens everywhere deserve the same rights as persons with
disabilities to flourish in their own homes and in the community with adequate
support. I hope and expect much advocacy in the future to focus on the
autonomy and community living rights of older citizens. I especially welcome the
intersectional character of these two reports. We can’t build back better in silos
– and the research reported here points to a diﬀerent kind of inter-sectional
policy imagination.
Moreover, we have witnessed unequal access to health care, including to lifesaving services and equipment. To govern is to choose, and when faced with
scarcity, rationing becomes inevitable. Yet how we ration is extremely
problematic. It is in our choices that we reveal whom we value – and whom we
don’t, (and why not). Persons with disabilities, especially older persons with
disabilities – did not fare well in the world when it came to the rationing of health
care. We may have made much headway in our law schools (including in China)
in instilling in future lawyers a sense of the rights of persons with disabilities (and
older persons). Maybe it’s time we spent as much attention on medical
education. Ethical guidelines for triage (rationing priorities) tended to leave too
much room for implicit judgments about the ‘quality of life’ or ‘inherent worth’ of
individuals based on their labels or status. The liberal use of ‘frailty indexes’ to
make rationing decisions was seriously flawed. The world, including China, is
searching for a disability- and age-neutral way of making such hard choices.
Having a health-care system is important; ensuring equality and equitable
access to it is just as important.
As a party to the UN convention on the rights of persons with disabilities,
China is part of the global conversation about the move to a rights-based
framework for disability and older people. The paradigm may have shifted at the
level of ideas. Global experience shows that systems do not necessarily follow
suit at the same pace, though they need to in order to give reality to the rights.
I hope and expect this research will provoke much reflection as well as
innovation in China. We all share in the vision of building a better and more
inclusive future. It’s a hard task, and the first step is to be honest about the
challenges. I look forward to the conversations that this research will stimulate.
We all need the impulse to make ‘build back better’ more than just a slogan.

Gerard Quinn
Raoul Wallenberg Chair of Human Rights and Humanitarian Law
UN Special Rapporteur on the Rights of Persons with Disabilities

The Rights of PWD and Older Persons in a Pandemic

The Raoul Wallenberg Institute

v

INTRODUCTION
Since 2012 the Raoul Wallenberg Institute of Human Rights and
Humanitarian Law (RWI) has supported multi-disciplinary research on disability
issues in China in cooperation with Wuhan University’s Public Interest and
Development Law Institute (PIDLI) and the Wuhan East-Lake Institute for
Social Advancement (EISA). The purpose of this collaboration has been to
bring together diﬀerent stakeholders from academia, disabled people’s
organizations and government institutions to formulate a common rightsbased research and policy development agenda replacing outdated medical
and charity-based understandings of disability. A key result of this cooperation
has been the establishment of a network of disability researchers who share
the aim of eﬀectively promoting the rights of persons with disabilities through
their work in the public sector, civil-society organizations and academic
institutions. Another achievement is the annual publication since 2014 of the
yearbook Disabilities Rights Studies in China , which has become a well-known
and influential publication in its field.
While the COVID-19 pandemic impacts on all members of society, persons
with disabilities and older persons are disproportionately aﬀected because of
the attitudinal, environmental and institutional barriers that are reproduced in
times of crises. In light of this, in July 2020 RWI launched a research grant
within its disability research network in China to address the rights of persons
with disabilities and older persons during the COVID-19 pandemic.
This report is the result of this research grant and of collaboration between
two teams of Chinese disability-rights scholars and activists with RWI. The
research was initiated to record and analyze the human rights situation of
person with disabilities and older persons directly following the onset of
COVID-19. The need for the research was evident from lessons from the past:
groups who already had an underprivileged position in society, such as
persons with disabilities and older persons, have fared far worse than others in
times of emergency.
Indeed, the early experiences of and the information available to the authors
of this report confirmed the precarious position of persons with disabilities and
older persons in times of emergency. Significantly, the problems were not due
primarily to COVID-19 itself, but to the fact that community relief responses to
COVID-19 were not designed to reach persons with disabilities or older
persons. Also, some of the restrictions to prevent the spread of COVID-19 had
particularly grave consequences for persons with disabilities and older
persons, consequences that were not mediated. A dire example concerning
disability, discussed by both research teams in the report, is the case of a
young boy who died at home from neglect during the hospitalization of his
family members.
The two teams have conducted empirical research on the enjoyment of
human rights since the outbreak of COVID-19. The information covers almost
v
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every aspect of life, including the enjoyment of a rich plethora of human rights.
Between the two teams, they bring out the perspective of several key actors.
First and foremost, they seek the knowledge and experiences of persons with
disabilities and older persons, but they also seek the perspectives of family
members and service providers. They analyze this information in terms of its
compliance with human rights law as well as in terms of the reasons for the
lack of enjoyment of human rights by persons with disabilities and older
persons during the onset of COVID-19.
Perhaps most importantly, the teams have their focus firmly fixed on
solutions. How can the results of the research assist us in putting an end to the
human rights violations of persons with disabilities and older persons in
general and during pandemics in particular? Without forestalling the results
presented by the two teams, it should be noted already here that the problems
facing persons with disabilities and older persons during COVID-19 is the
consequence of earlier shortcomings in the realization of human rights. The
failure to include the requirements, experiences and knowledge of person with
disabilities and older persons in the design of communal life already existed
before COVID-19, but it became acutely visible during this time of crisis. From
this it follows that any lessons that emerge during COVID-19 are important not
only in preparing communities for emergencies, but in the construction of
everyday life. A crucial dimension of ‘building back better’ is to include all of
humanity, and not only in times of disaster.
The research in this report focuses on the situation in China, where it
accordingly has key relevance. Notwithstanding this, disability discrimination,
age discrimination and COVID-19 are, regrettably, all global phenomena. While
working together on this project, we found that many lessons from the Chinese
context serve to illuminate problems and suggest solutions to problems in
other parts of the world as well. Without exaggeration, it is safe to say that the
consultation of the following research results has lessons for ‘building back
better’ that far exceed China.
The first text of this report is entitled Lessons Learned from COVID-19: A
Participatory Action Research Project with People with Disabilities and Seniors
in China. The authors are all aﬃliated with the grassroots disabled people’s
organization Minority Voice, which is committed to building a stronger
disability community through peer support, knowledge sharing and collective
activism. The authors are Xu Yue (PhD Candidate at the University of Illinois,
Chicago, and Member of the Board of Directors of Minority Voice), Shen
Chengqing (Executive Director of Minority Voice and self-advocate), and Guo
Jiani (Media Operation Manager of Minority Voice and self-advocate).
The text explores the experiences of persons with disabilities and older
persons during the onset of COVID-19 in four key areas: education, healthcare,
employment, and community living. In each area, the research documents the
problems reported by persons with disabilities and older persons and their
vi
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suggested solutions. While the focus is on disability-related experiences, the
research also touches upon the problems experienced during COVID-19 due
to old age (including among older persons with disabilities) and identifies
possible solutions.
In addition to these results, a key feature of this research is its focus on
placing front and center the experiences and knowledge of persons with
disabilities and older persons themselves and on combining research with
action to promote their rights directly. The report meticulously documents the
application of participatory action research (PAR) as a methodology and is rich
on self-reflections on the benefits as well as the challenges of this
methodology, including ways to overcome the latter.
The second text of this report is entitled Empowering the community:
reflecting on community-based services for persons with disabilities in risks
and emergencies. The authors are Huang Yi (Postdoctoral Researcher at
Shenzhen University, Researcher at Shenzhen Autism Society, and Committee
Member of Shenzhen Association of Persons with Psychosocial Disabilities
and Their Relatives and Friends), Chen Bo (Assistant Professor at the Faculty
of Law, Macau University of Science and Technology, and Adjunct Lecturer at
the Centre for Disability Law and Policy, National University of Ireland at
Galway), and Liu Hanxu (Researcher at Wuhan East-lake Institute for Social
Advancement).
The text records the lack of inclusion of persons with disabilities within their
communities. The analysis is anchored in Article 19, ‘Living independently and
being included in the community’, in the UN Convention on the Rights of
Persons with Disabilities (UNCRPD). The research investigates the
shortcomings of the community that were exposed when persons with
disabilities re-entered family homes and community settings because of the
shutdown of institutionalized and segregated services during COVID-19.
Notably, the research collects the experiences and knowledge not only of
persons with disabilities but also of other key actors for community living such
as service providers, family members and (indirectly) neighbors.
Based on the failure of the community to meet the requirements of persons
with disabilities in its responses to COVID-19, the researchers chart crucial
building blocks of what the kind of community envisaged by Article 19
UNCRPD might look like. What would it have taken to truly include persons
with disabilities who re-entered their communities at this time?
Anna Bruce
Senior Researcher, RWI
Chen Ting Ting
Senior Programme Oﬃcer, RWI
vii
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1. INTRODUCTION
Background
The aim of this project is to take action through participatory action research (PAR) to
assess the needs of people with disabilities and seniors during the current pandemic and to
advocate for change through a town-hall meeting with stakeholders. The COVID-19
pandemic has directly influenced billions of people’s lives around the globe. A few major
aspects of life, such as education, healthcare, employment, and community living, have
changed due to the lockdowns and the social economic consequences of the pandemic.
People with disabilities and senior citizens are more severely impacted during natural
disasters and public health emergencies such as the COVID-19 pandemic (Tate et al. 2015;
Jonkman et al. 2009). Amid the pandemic, a young teenager with severe cerebral palsy
passed away after his father and younger brother were taken away to be quarantined
elsewhere (Yan, 2020). He was left alone without any care, even though his disability
requires lots of support and care around the clock. This tragedy is a wake-up call for
emergency response systems to consider the needs of people with disabilities and other
vulnerable populations such as senior citizens, on whom the impacts are more pronounced.
Participatory action research (PAR) method can mobilize community members to
participate in and take charge of research development. To integrate our research project
with action, we chose PAR as our research method. Though conducted as separate
research projects, our findings largely corroborate those of the Disability Rights Monitor’s
report on disability rights during the pandemic (Brennan, 2020).

Education and Emergency Preparedness
Education is central to all children, including those with disabilities. Children spend much
of their time awake in school, away from their parents. Therefore, schools play important
roles in mediating the impacts of disasters for children, particularly children with disabilities.
Children and young people with disabilities are often dependent on others for their activities
of daily living. In particular, school-aged children with disabilities depend on the support
provided through special education, an accessible physical environment, or communication
support.
During an emergency, without a proper accessible evacuation plan, children with
disabilities will not be able to evacuate and seek shelter (Peek & Stough, 2010; Ronoh et al.,
2015). For example, communication disorders can impact on how children respond to an
emergency and receive emergency information (Campbell et al., 2009). Children with autism
and other sensory processing disorders may be particularly vulnerable when alarms are set
oﬀ during emergencies (Self et al., 2007; Asher & Pollak, 2009).
When it comes to emergency preparedness, diﬀerent countries have diﬀerent practices. In
the United States, legal protection is in place to protect people with disabilities, including
children during emergencies. However, problems still exist in its implementation. The
Individuals with Disabilities in Emergency Preparedness Executive Order 13347 (2004)
established that the US Federal Government is responsible for appropriately supporting
safety and security for individuals with disabilities during disasters. However, children with
Study 1: A Participatory Action Research Project with People with
Disabilities and Seniors in China
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disabilities are still overlooked in emergency planning. In a survey of school emergency
preparedness, Graham and colleagues (Graham et al., 2006) found that one quarter of US
schools did not have any disaster plan for children with special health-care needs. Such
neglect in preparing for emergencies with accommodation for children with disabilities
seems to be prevalent across English-speaking countries such as Australia, Canada and
the UK according to a literature review(Boon et al., 2011).
In China, policies on to protect the rights of children with disabilities have been enacted
since the death of the teenager with cerebral palsy in 2020 mentioned above (Yan, 2020;
China State Council 国务院, March 2020). The Chinese State Council urged that village
oﬃcials must provide care for children whose guardians or caregivers are not present
during emergencies such as the current pandemic. Furthermore, in May 2020 this mandate
was written into the new Civil Code (Damihexiaomi⼤⽶和⼩⽶，May, 2020). However, the
policy did not specify how children with disabilities should be supported in ensuring their
rights and accommodation during disasters and other emergencies. The sheer
inaccessibility of new virtual learning environments and the disparity caused by the digital
divide further exacerbate barriers to the education of marginalized children with disabilities.
Therefore, a detailed guide that centres the voices of individuals with disabilities would
shed light on how schools, educators, and educational policymakers can enhance
emergency plans for children with disabilities in educational settings.

Employment and Emergency Preparedness
Employment is another important sector in the lives of people with disabilities. More than
nine million people with disabilities are employed in China (China Daily, 2018). However,
little is known about whether suﬃcient accommodation and emergency planning are geared
towards such employees in China. The COVID-19 pandemic has drastically impacted the
global economy, especially in increasing unemployment due to business closures
(International Labor Organization, 2020). To the best of our knowledge, there is no
nationwide relief fund in China to buﬀer the economic impact of the lockdown. Although the
exact number of people with disabilities who lost jobs is unknown, we do know that they
tend to be employed in the service sector (Shi & Wang, 2013). A significant number of
people with disabilities held jobs like giving blind massages and providing online or
traditional customer services by telephone. Since the service sector has been impacted
severely by COVID-19 (Kochhar & Barroso, 2020), there is reason to believe that the
pandemic has disproportionately aﬀected the employment of many people with disabilities.
With an in-depth needs assessment and a better understanding of the experiences of those
with disabilities with employment or unemployment during COVID-19, we can help frame
future emergency preparedness policies related to employment for this vulnerable
population group.

Healthcare and Emergency Preparedness
Access to healthcare is critical for both people with disabilities and senior citizens, even
at times without disastrous events such as COVID-19. Recent studies have shown that
senior citizens and others with disabilities make low use of healthcare services in China
(Guo et al., 2016; Zhang et al., 2017). The lack of healthcare utilization among these two
Study 1: A Participatory Action Research Project with People with
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groups is probably due to the lack of features promoting access, such as height-adjustable
examination tables, scales with handrails for people with physical disabilities, and a lack of
sign-language interpreters for those who are deaf or hard of hearing, to name but a few.
Although we did not find any studies on the ‘reasonable accommodation’ of people with
disabilities and senior citizens during disasters and pandemics, given the low utilization of
healthcare in general, one could argue that these two groups are exceptionally vulnerable
during pandemics like the COVID-19 when it comes to accessing healthcare. The teenage
boy’s death mentioned above could partly be attributed to a lack of accommodation
allowing him to go into quarantine with his father and younger brother in the emergency
quarantine facility. An in-depth needs assessment may uncover more first-hand
experiences with the healthcare system by people with disabilities and senior citizens.
Moreover, their first-hand experiences will further guide future practices so as to serve this
vulnerable population better during emergencies and be able to reach them so as to
prevent tragedies and unnecessary mortality.

Community Living and Emergency Preparedness
Community living involves an individual's day to day activities in the neighbourhood they
live in. The COVID-19 pandemic has shown how important community leaders and frontline
social workers are in preventing the spread of the coronavirus. It is unknown how many
people with disabilities live in the community and how many institutions or nursing homes.
However, what is known is that community-based organizations and practitioners tend to
be ill-equipped to serve people with disabilities. In their reflections on the disability
volunteer network that is combating COVID-19 in China, Xu and Han pointed out the critical
nature of the eﬀorts of community leaders and social workers to communicate with people
with disabilities, despite not being well trained in supporting them (Xu & Han, 2020). Current
literature on emergency preparedness often lists neighbours as a critical element in any
emergency plan. In a survey of disaster preparedness among people with mobility
impairments, Rooney and White (2007) found that neighbours, friends, and family often
form spontaneous networks that assist people with mobility impairment. Such spontaneous
community responses during an emergency may be diﬃcult in many communities in China
due to the lack of buildings accessible to people with disabilities.
Community living for senior citizens is important, since many rely on their communities for
their day-to-day social activities. A survey of 1992 senior university students revealed that,
during COVID-19, the lack of senior university activities in their community aﬀected their
ability to participate in the latter and that they would prefer in-person learning to remote
learning (Wan, 2020). Such impacts on community participation for people with disabilities
and senior citizens could lead to negative mental health outcomes. During the lockdown in
Hubei, social workers provided mental health support to people with disabilities through
online social media platforms (Liu, 2020). However, such virtual support to mental health
may not be a viable way of supporting senior citizens who lack internet literacy and
accessibility (Chen, 2020). Therefore, it is important to look back and evaluate how
stakeholders, policymakers, and community workers can improve their support to
community participation during a public health emergency like the COVID-19 pandemic in
the future.
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The Current Study
Our preliminary literature search revealed a lack of documented first-person experience in
dealing with an emergency from the perspectives of those with disabilities and senior
citizens and how these experiences inform policy and practice. The present study therefore
attempts to contribute to the literature on emergency management for vulnerable
populations by adopting a participatory action research (PAR) approach and conducting a
needs assessment to inform policy and practice.

2. RESEARCH QUESTIONS

1. How did people with disabilities (PWD) and senior citizens
access information at the beginning of the COVID-19
1. How didpandemic?
people with disabilities (PWD) and senior citizens access information at
the beginning of the COVID-19 pandemic?
2. What were PWDs’ and senior citizens' experiences of
2. What were PWDs’ and senior citizens' experiences of preventative and protective
and protective measures during the pandemic?
measures preventative
during the pandemic?
3. How did the pandemic aﬀect PWDs’ and senior citizens’ activities in respect of
3. How did the pandemic aﬀect PWDs’ and senior citizens’
their day to day lives, educational needs, employment, and access to healthcare?
activities in respect of their day to day lives, educational
4. What were
some
of the urgent
needs
of PWDs and senior citizens during
needs,
employment,
andunmet
access
to healthcare?
the pandemic?
Whatthese
were experiences,
some of the urgent
of PWDs and
5. How4.should
set outunmet
in theneeds
four questions
above, guide future
policy andsenior
practice
in emergency
preparedness
citizens
during the
pandemic? for PWD and senior citizens?
5. How should these experiences, set out in the four questions
above, guide future policy and practice in emergency
preparedness for PWD and senior citizens?
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3. METHODS
3.1. Participatory Action Research
Participatory Action Research (PAR) is a community-based practical research method
challenging traditional research approaches that exclude marginalized populations from
participating in research projects. Unlike traditional research, PAR assumes that people
from marginalized groups can fully engage in the process of research themselves, thus
centring their voices and priorities (Nelson et al., 1998; Baum et al., 2006). The fact that
people from under-represented groups participate and lead research eﬀorts under the PAR
paradigm aligns well with the international disability rights slogan, "Nothing About Us
Without Us" (Charlton, 1998). This research method eﬀectively answers our research
questions, since authentic lived experiences should be integrated into an in-depth needs
assessment that further informs policy and practice on emergency preparedness for PWDs
and senior citizens.

3.2. Project Context and Procedures
This report presents the initial findings and key action items that emerged from a PAR
project undertaken by a researcher from the University of Illinois at Chicago and Minority
Voice, a grassroots disabled people's organization in China. Minority Voice is one of the
largest online disability communities, serving a thousand members with disabilities. Their
online blog features the lived experiences of people with disabilities together with writings
on disability rights, culture, and advocacy. In February 2020, as the COVID-19 pandemic
spread through China, leaders of Minority Voice participated in an online volunteer network
supporting those with disabilities who were in need. Seeking a better understanding of the
needs and priorities of people with disabilities and senior citizens, the executive director
and editor in chief of Minority Voice met with the researcher to discuss a research
partnership. In light of Minority Voices' experiences in serving the disabled community
online, the two parties developed the project’s aims as follows: 1) to gain a better
understanding of the experiences, unmet needs, and priorities of people with disabilities
and seniors during the COVID-19 pandemic; and 2) to explore better ways of preparing for
pandemics and emergencies so as to ensure that the rights of people with disabilities and
senior citizens are met during such events.
Data were collected through three main methods: 1) a focus group with action team
members reflecting on their experiences during the lockdown caused by the pandemic and
identifying issues and concerns related to their experiences; 2) designing a questionnaire
based on the priorities mapped out in the focus group to collect quantitative data; and 3)
the reflections of volunteers and the research team while providing support to the action
team’s members. Figure 1 illustrates the research process.
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FIGURE 1. RESEARCH PROCEDURES

FIGURE 1. RESEARCH PROCEDURES

3.3. Participants
PAR Team Members
Minority Voice identified 22 participatory action team members. For seniors, we used 55
as the cut-oﬀ point for senior citizens, since 54 is the average age for retirement in China
(BBC, 2015). Half of the PAR members were seniors, while the other half consisted of
younger individuals with disabilities (between 18 and 54 years old). Among PAR members
who are seniors, only two lacked any kind of disability.
Action team members were recruited from Minority Voice’s online community members
and snowball sampling methods in the case of senior citizens. The selection criteria
included: 1) lived experiences with a disability or being a senior citizen; 2) demonstrated
leadership in the community or willingness to connect with and empower others in the
disability and senior community; and 3) a commitment to complete the research project as
an active research member. Table 1 describes the characteristics of the action team’s
members. Of the 22 participants, six (27.3%) lived in Hubei province, which COVID-19 hit
the hardest. Figure 2 shows where PAR team members resided during the lockdown in
China. The majority of the PAR members come from east and central China; none came
from west or northeast China.
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TABLE 1. PAR TEAM
MEMBER
CHARACTERISTICS

Demographic Characteristics

N (%)

Gender
Male

12 (54.5)

Female

10 (45.5)

Age
18-29

8 (36.4)

30-54

4 (18.2)

55-70

10 (45.5)

Disability Type
Senior without disability
Physical Disability

2 (4.5)
14 (63.6)

Deaf or Hearing Impairment

3 (13.6)

Visual Impairment

2 (9.1)

Autism Spectrum Disorder/ ADHD

1 (4.5)

FIGURE 2. PAR TEAM MEMBERS’ RESIDENCE
DURING COVID-19 LOCKDOWN IN CHINA
TABLE 1. PAR TEAM MEMBER
CHARACTERISTICS

FIGURE 2. PAR TEAM MEMBERS’
RESIDENCE DURING COVID-19
LOCKDOWN IN CHINA

[Image caption: Figure one shows a
map of China. Provinces that had PAR
team members are marked in darker
green: three are from Beijing, one from
Shanghai, three from Anhui, six from
Hubei, one from Shanxi, one from
Shaanxi, one comes from Zhejiang, one
from Guangxi, and one from Guangdong.]

[Image caption: Figure one shows a map of China. Provinces that had PAR team members
are marked in darker green: three are from Beijing, one from Shanghai, three from Anhui, six
from Hubei, one from Shanxi, one from Shaanxi, one comes from Zhejiang, one from
Guangxi, and one from Guangdong.]
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Ques&onnaire Par&cipants
There are 223 questionnaire participants. The majority of the questionnaire participants
identify as women (55.2%). Among questionnaire participants, over one third (36.3%) are
employed, about a quarter (23.8%) retired, and close to a quarter are looking for jobs
(22.4%). There are also a small number of students (7.6%) and people who are not actively
seeking work (9.9%). The majority (70.4%) of the questionnaire participants were people
with disabilities under 55. Approximately one fifth (21.8%) were senior citizens (55 and
above) without disabilities. There is also a small number of seniors with disabilities (8.5%).
Figure 3 depicts the distribution of questionnaire participants on a map. The majority of the
questionnaire participants are from eastern and central China, which is similar to the
geographical distribution of PAR team members. However, there are a small number of
participants from almost all provinces except for Ningxia, Guizhou, Xizang special district,
and Hainan island.

FIGURE 3. QUESTIONNAIRE PARTICIPANTS’ RESIDENCE
DURING COVID-19 LOCKDOWN IN CHINA

FIGURE 3. QUESTIONNAIRE PARTICIPANTS’ RESIDENCE DURING COVID-19 LOCKDOWN IN
CHINA

[Image caption: Image provides a map of China showing where the questionnaire
participants come from. There are 35 participants from Beijing, 28 participants from Hubei,
17 from Tianjin, 15 from Guangdong province, and 12 from Jiangxi. There are ten or fewer
participants in all the other provinces except for Xizang, Ningxia, Hainan, and Guizhou, with
none.]

[Image caption: Image provides a map of China showing where the questionnaire participants come from.
There are 35 participants from Beijing, 28 participants from Hubei, 17 from Tianjin, 15 from Guangdong
province, and 12 from Jiangxi. There are ten or fewer participants in all the other provinces except for
Xizang, Ningxia, Hainan, and Guizhou, with none.]
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3.4. Data Collection and Analysis Methods

Priority Mapping Focus Group
After recruiting PAR team members, we set up a priority mapping focus group
online via video conferencing to provide a forum for stakeholders to come
together to engage in a dialogue, develop collective testimonies, and
brainstorm ways to make changes (Kamberelis and Dimitriadis, 2005). All PAR
members participated in this meeting to discuss their experiences during
COVID-19 and its impacts on the four aspects set out previously: education,
employment, health-care, and community living. The focus-group questions
were developed based on input from Minority Voice's leaders, who are
themselves people with disabilities who had volunteered for the disability
volunteer network during the lockdown.
Our priority-mapping exercise draws its methodological guidelines from Mitton
et al.’s work (2003) on priority-setting frameworks. After an in-depth discussion
of each topic, volunteers summarized the key points mentioned on that one
topic and let all the members vote for the three priorities using the following
criteria: 1) I believe this is a critical issue for future pandemics and emergency
preparedness for people with disabilities in China; 2) I believe changes can be
made through concrete actions regarding this issue; and 3) changes in this
issue may result in a significant positive impact in my life moving forward so as
to be better prepared. After all the participants had selected their top three
issues within each topic area, the focus-group facilitator then announced the
three that won the most votes.
An audio recording was transcribed and coded independently by two
researchers using content analysis (Bengtsson et al., 2016). The two
researchers then met to discuss commonalities and diﬀerences with each
other’s coding. When there is disagreement, it was discussed in order to come
to a consensus.

Ques&onnaire
We developed a questionnaire based on the results of the focus-group
discussion. We identified issues specific to people with disabilities and
senior citizens during the lockdown under the four main topics. Once we
developed the questionnaire's initial draft, we sent a copy to PAR members
for comments and editing. The final version of the questionnaire was
launched on September 23rd on LingXi360.com, a Chinese questionnaire
management platform. We concluded this phase of data collection on
October 3rd. Appendix 1 shows a copy of the questionnaire.
Questionnaire data were extracted to calculate descriptive statistics for
multiple-choice questions, i.e. the number and percentage of people who
selected each option.

Study 1: A Participatory Action Research Project with People with
Disabilities and Seniors in China

The Raoul Wallenberg Institute

19

Town-Hall Mee&ng
After the priority-mapping focus group, PAR team members divided
themselves into four sub-groups for the four topics: education, healthcare,
employment, and community living. The top three issues to be voted under
each topic during the focus group were then provided as a starting point for
each sub-group in embarking on their activities. Each group used diﬀerent
ways to brainstorm decisions regarding the materials, information, and
testimony it chose to include in its presentation for the town-hall meeting.
Stakeholders such as researchers, non-profit organizations, media, and
public audiences were invited to the meeting, in which forty-one people
participated. A redacted recording of the meeting can be accessed on
Minority Voice's public blog to amplify the impact of the PAR team's actions.

Reﬂec&ons
After the conclusion of the PAR project, the research team, including
Minority Voice's leaders and four volunteers who provided support to each
subgroup, reflected on their experiences, on how the PAR project impacted
on themselves, and on critical incidents during the project. All research
members and two of the four volunteers identified as people with disabilities.
The research and support team's reflections provided insights into improving
support to PAR team members from marginalized and low-resource
communities. The reflections were analysed using content analysis
(Bengtsson et al., 2016).
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4. RESULTS
We present the results of the PAR project in two main sections: research results and
action results. Research results include themes that came up during the focus group and
that result from the questionnaire analysis. Action results involve actions taken through this
process and the reflections of the volunteers and the research team.

4.1. Research Results
Focus Group
The priority-mapping focus group's results were grouped under the four main topics we
discussed: healthcare, community living, education, and employment. Under each topic,
participants shared barriers and unmet needs specific to people with disabilities and senior
citizens and the challenges faced by the general population. Here we only present
discussions that pertain to challenges faced by those with disabilities and seniors.

Healthcare barriers
The COVID-19 pandemic disrupted previously existing services and care for people with
disabilities, exposing the absence of a continuous and resilient service model in China’s
healthcare service system. The latter’s vulnerability to emergency situations echoes the
DRM’s findings globally. Access to medication for chronic conditions such as hypertension,
diabetes, and high levels of cholesterol was identified as one of the most pressing issues.
During the lockdown, seniors with chronic conditions and people with disabilities who
needed regular medication, such as those with epilepsy, could not renew their supplies of it.
One PAR member, a senior with a physical disability, reported that her relatives from
Wuhan, who had visited her in Guangdong province, were unable to travel back home. For
three months, eleven people lived in her house, many of them needing medication for their
chronic conditions. Some of them had to discontinue their medication for a while before
they were released from isolation. Another PAR member, also a senior with a disability, had
to discontinue her cholesterol control medication for nearly half a month. When asked if
discontinuing her medication had had any impact on her health, she said, "Yes. I felt dizzy”.
This could also happen to seniors with urgent healthcare needs other than COVID-19. One
PAR member with Parkinson's disease was unable to receive the clinical treatment she had
been prescribed by her doctor. She was supposed to go to hospital for treatment right after
the Chinese New Year. However, due to COVID-19 she had to postpone her treatment, and
her condition had worsened.
Another common barrier faced by people with disabilities and seniors is receiving
information on the pandemic. Technology played a significant role in the control of
COVID-19 pandemic. However, the digital divide between seniors and younger generations,
as well as the lack of accessibility features in the case of some technologies, made it
challenging for people with disabilities and seniors to access up-to-date information about
the pandemic. One team member, a senior without a disability who lives in a senior
community, stated that many seniors in her community did not know how to use WeChat,
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consequently “they are not getting information through this way at all”. Receiving
information at the beginning of the pandemic was critical in ensuring that everyone could
take action to protect themselves. However, many people with disabilities did not receive
information promptly due to the lack of consideration given to accessibility. One deaf PAR
member who was in Wuhan during the lockdown stated that many deaf people there were
not aware of the pandemic in the beginning because the TV news did not have signlanguage interpreters. Another member with a hearing impairment pointed out that,
although doctors usually wear a mask during appointments, this was diﬃcult for people
who read lips, but it was even more challenging to communicate with doctors now that they
are even more covered up in all the PPE.

Community Living Barriers
One of the community-living barriers identified by both members with disabilities and
seniors was the lack of flexibility and accessibility awareness in the execution of community
lockdowns. Before the lockdown, packages were delivered to people's doorsteps.
However, to help contact tracing and management, many communities only allow delivery
drivers to leave packages at the entrances to communities or in a designated facility.
Picking up packages became a challenge for many people with disabilities and seniors.
One member, a senior without a disability, lives in a larger community from which she had
to walk three miles to the retrieve her packages from the entrance. Another challenge
imposed by the lack of flexible pandemic management execution is that many communities
closed their entrances apart from just one left for people to go in and out of their
neighbourhood. Without disability accessibility awareness, many communities closed their
wheelchair-accessible entrances. One PAR member, a wheelchair user, had to move back
to his parents' home during the lockdown. However, as the community also closed the
elevator exit to the parking lot, he had to be carried by his parents down the stairs from the
second floor. Similarly, one deaf member lived in a community where people were only
allowed to get groceries through an organized group eﬀort in order to reduce the risk of
leaving their homes. These grocery trips were announced through loudspeakers instead of
by text messages or WeChat, and she was unable to hear any of those announcements.
Social isolation and the stress caused by isolation is another commonly identified barrier.
For people with disabilities, disability community gatherings and activities were all
cancelled due to the lockdown. One member from Shanghai, a senior with a disability,
reported that the disability community used to get together to sing and play music, but it
was all cancelled. Another senior with disabilities, who was single, said he felt isolated
during the lockdown, since he could not participate in the social clubs and volunteer
activities as he usually would. Similarly, in the case of seniors without a disability, one
member who had retired stated that since all the community activities for seniors had been
cancelled, she could no longer see her friend. In addition, she had to provide childcare for
her grandchildren, as her son, daughter-in-law and grandchild had all moved back in with
her. The lack of social activities and the additional childcare burden made her feel socially
isolated and stressed.
One critical barrier for people with severe disabilities is the discontinuation of personal
assistant (PA) services. In China, the government pays organizations to provide a PA for
people with disabilities. PAs are usually not family caregivers, and at each visit there might
be a new PA attending the same person. One of our members with severe disabilities lives
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alone and is heavily dependent on PA services. However, all PA services were shut down to
enforce social distancing and prevent the virus from spreading. He did not have PA services
for nearly a month.
A few other barriers that were not voted as the top issues for the action team may
also shed light on the lack of consideration given to accessibility during the pandemic. One
barrier that is unique to members with a hearing impairment is the challenge of lip-reading,
since everyone, including essential workers such as market staﬀ, was wearing masks. One
member with ADHD and Autism Spectrum Disorder felt restless due to the lack of social
connection and physical activities during the lockdown. Due to the lack of any security
latch for wheelchairs, people using them normally have to hold on to poles inside subway
carriages when using public transportation: during the pandemic, they were afraid to touch
the poles.

Employment barriers
The economic impact of the pandemic extends to unemployment and challenges with
online job interviews. One issue commonly identified by working-age people with
disabilities is the detrimental consequences the pandemic has on people in the service
sector, which employs many people with disabilities. In China, people with a visual
impairment or who are legally classed as blind tend to be employed in the massage
industry. Special schools are dedicated to training blind massage therapists. According to a
recent quantitative study of the needs of people with disabilities, close to 90% of those with
a visual impairment reported that their incomes had fallen during the lockdown (Li & Cai,
2020). The percentage of participants with other disabilities who reported a reduction in
income ranges from 44% (hearing impairment) to 69% (intellectual disability). This
disproportionate financial impact may be due to the cluster of employment in the massage
industry. One blind member is a massage therapist, but he has had to stop working for a
long time since the work he does is considered high risk. Another member with a physical
disability is a street vendor. Street vendors have been highly regulated in the past decade,
but due to the economic downturn caused by the pandemic, China has started to allow
people to sell merchandise on the streets without a license or other oﬃcial approval.
However, this has opened up competition for many people with disabilities. Our member
was threatened by a non-disabled man competing with him for the spot he had selling toys
in a park.
Another barrier to those seeking employment is the lack of accessibility awareness on the
part of employers moving work and job interviews online. One member with a hearing
impairment works as an IT tester. Due to the pandemic, he had to work remotely. Meetings
held remotely rely heavily on hearing. He was unable to communicate with his co-workers
eﬃciently with these communication barriers in place. Another member with physical
disabilities was seeking another job during the pandemic. Since all interviews were moved
online, he could not visit the company’s premises to check out its accessibility features.

Education Barrier
Moving education online was helpful for some students with disabilities, but it was
challenging for those with a visual or hearing impairment. One member is a college student
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with a physical disability. She recalled how she had to move quickly from one building to
another for diﬀerent classes throughout the day. If the weather does not cooperate, it can
be slippery, since she uses a crutch. Moving things online saved her time and helped her
avoid moving between inaccessible college buildings. However, when she returned to
school, due to the pandemic the school security staﬀ did not allow her parents to go inside
with her to help her with her luggage or to clean up her dorm. Other members mentioned
how screen readers are not properly designed for reading mathematical equations in
Chinese. The lack of captioning makes online courses challenging for students with a
hearing impairment. Overall, the challenges surrounding education underly the lack of
accessibility awareness and accommodation for students with disabilities.

Ques&onnaire
The questionnaire also asked what barriers people with disabilities and senior citizens
faced during the lockdown. In Table 3, we list the issues identified under each topic. Below
we present the most pressing issues of concern for the questionnaire participants. In Tables
2, 3 and 4, we present the barriers identified by most questionnaire participants.

TABLE
TABLE 2.
2. TOP
TOP HEALTHCARE
HEALTHCARE BARRIERS
BARRIERS DURING
DURING LOCKDOWN
LOCKDOWN

Unmet Need or Barrier During Lockdown

N (%)

Due to the delay in receiving information, I was unable to
purchase PPE or be prepared at the beginning of the pandemic

105
(47.09%)

Due to fear and anxiety, my mental health was not well during the
lockdown

59
(26.46%)

I was unable to secure myself on public transportation when
using my wheelchair or other assistive technology, since it was not
safe to hold on to any public surface

59
(26.46%)

Online community grocery shopping groups were not accessible.
I was not able to receive their information on grocery shopping

57
(25.56%)

I was not able to buy my medication, or I had to stop taking my
medication during the lockdown

33
(14.8%)

During the pandemic, healthcare workers are all covered with
PPE, so I could not communicate through lip-reading.

23
(10.31%)

During the pandemic, government-financed personal assistant
services were stopped, which had a significant impact on my life

23
(10.31%)
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TABLE 3. TOP COMMUNITY LIVING BARRIERS
TABLE 3. TOP COMMUNITY LIVING BARRIERS

Unmet Need or Barrier During Lockdown

N (%)

Packages were not delivered to my doorstep due to lockdown;
I had diﬃculty getting my packages due to my age or disability
Work or school were moved online, and I felt isolated

128
(55.16%)
70 (31.39%)

Social activities were cancelled, my health is being aﬀected by
social isolation

49
(21.94%)

During the lockdown, my family members did not understand my
access needs

37
(16.59%)

I had to move back to my hometown; family conflict made my
mental health worse

37
(16.59%)

During the lockdown, most social activities and connections
happened online; as a senior who did not grow up with these apps,
I am not tech-savvy

35
(15.7%)

Senior universities and senior hobby clubs were shut down
during the lockdown, and I felt isolated

25
(11.21%)

TABLE 4. TOP EMPLOYMENT/ECONOMIC IMPACT 1
TABLE 4. TOP EMPLOYMENT/ECONOMIC IMPACT 1

Unmet Need or Barrier During Lockdown

N (%)

We did not receive any financial relief fund from the government,
and I could not make ends meet

73
(32.74%)

The government did not oﬀer a relief fund for our industry; I could
not make ends meet

38
(17.4%)

Working remotely was not a good option for me due to the lack of
accommodation

33
(14.8%)

I did not have any income due to the lockdown

30
(13.43%)

Software platforms for working from home did not have features
making them accessible to me

28
(12.56%)

Many of these impacts only apply to those who are employed or seeking jobs. The percentage,
however, is based on the total population.
1
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TABLE 5. TOP EDUCATION BARRIERS
TABLE 5. TOP EDUCATION BARRIERS 2

Unmet Need or Barrier During Lockdown

N (%)

I had challenges with remote learning, since there was no
one-on-one support from teachers

7
(3.14%)

Due to the lack of accessibility features with remote
learning software, I faced challenges in learning from home.

6
(2.69%)

My learning style works better with in-person classes.
Remote learning was very challenging for me.

6
(2.69%)

The use of PowerPoint and other multimedia was not
accessible to those with hearing or visual impairments

6
(2.69%)

4.2. Action Results
Town Hall Mee&ng
After the PAR team had prioritized issues and selected which topic they
would like to take actions on, each subgroup formed a WeChat chat group
to discuss how to do so. The education group opted to write a blog post, the
employment and community living groups chose to do a PowerPoint
presentation, and the healthcare group chose to write a letter collectively
addressing policymakers and other stakeholders. Each group was assigned
a volunteer to help conduct literature or policy searches based on the
direction of its own discussion. For example, the community living group
discussed how seniors without access to IT would call grocery-store owners
to deliver groceries instead of shopping through online platforms. Another
group member suggested that resourceful people in the community, such as
grocery-store owners, should get together and oﬀer more help during a
crisis. The research team and volunteers then provided examples of
community coalitions in the United States where social workers, police
oﬃcers, school principals, researchers, and teenagers discuss issues related
to teenage violence and plan actions together. The subgroup then
brainstormed to identify important stakeholders to include in a coalition for
the rights of people with disabilities and seniors in a community.
As each group gathered resources and put together their action item,
the research team collected questionnaire data and shared the preliminary
results based on each subgroup's topic area, so that each team could draw
data related to its topic. As they prepare for their final actions, the
quantitative data provide references on perceptions of the identified issues
by other people in the community. Minority Voice leaders invited researchers

Similarly, the percentage is based on the total population. It is worth pointing out that only 17
students filled out the questionnaire, contributing to the low percentages.
2
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from Hong Kong University, Zhejiang Normal University, and the Chinese
University of Political Science and Law. Leaders of community-based
organizations such as Lion’s Club, Co-Founder of One Plus One DPO, and
Sprout Disability Association were also contacted/invited. One blind selfadvocate pushed for accommodation for China’s college entrance exam,
and a journalist from a medical media group was also involved. Other
stakeholders who were unable to attend the live town hall meeting included
a people’s representative, an associate professor of law from Wuhan
University, and an assistant professor of business from the Central University
of Finance and Economics. Stakeholders provided feedback and comments
during the live town-hall meeting. Those who were unable to attend the live
meeting watched the recordings and provided comments.
The town-hall meeting was held online via Zoom. Using technology was
initially challenging for some PAR members, but with a bit of practice
(priority-mapping focus group and two other testing exercises), all the
members were able to present their action items to stakeholders. The
recording was de-redacted to protect the privacy of PAR members. After the
redaction, we publicized the recording on Minority Voice's media platforms.
Table 6 showcases some of the proposed action items from each group.

TABLE 6. PROPOSED IDEAS FOR FUTURE POLICY AND PRACTICE

TOPIC
HEALTHCARE

SUMMARY OF PROPOSED IDEAS

1. Community clinics can divert the pressure from hospitals for chronic
condition management and prescriptions. Building accessible and
community-oriented clinics can help maintain care when hospitals
are facing challenges during a pandemic. Community clinics should
maintain an emergency supply of medication and first aid to help
buﬀer the eﬀects of shortages of medication.
2. Use big data to 1) remind patients about check-ups and medication
refills, and 2) create a support system with social workers, personal
assistant providers, and community workers.
3. Build a dataset of people with severe disabilities and empty-nest
seniors that social workers can use to help inform them and provide
one-on-one support during a pandemic or other emergencies.
4. Be aware of the access needs of people with disabilities. For
example, provide extra PPE for those who need to sanitize their
wheelchairs or other assistive technology.
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TABLE 6. (CONTINUED)

TOPIC

SUMMARY OF PROPOSED IDEAS

COMMUNITY
LIVING

1. Allowing reliable delivery services to enter communities to deliver
packages for people with disabilities and seniors, instead of retaining
all packages at the community gate.
2. Train community workers on accessibility, disability rights, and
knowledge of basic emergency responses to support vulnerable
people with disabilities and seniors during evacuation.
3. Build a dataset of people with disabilities and empty-net seniors and
their special access needs, and coordinate community resources to
provide precision emergency support.
4. Enact flexible policy to ensure independent living for people with
disabilities, including allowing personal assistant services to continue
with clear guidelines.
5. Build a community coalition around the issue of emergency
responses for people with disabilities and seniors. Key stakeholders
may include social workers, people with disabilities, seniors, grocerystore owners, senior food services, community workers, and
homeowner’s associations.

EMPLOYMENT
AND FINANCIAL
IMPACT

1. Issue an emergency relief fund for people with disabilities.
2. Add information about employers’ accessibility infrastructure to joblisting websites.
3. Oﬀer stable stalls for street vendors with disabilities; expand
philanthropy or disability service job opportunities for people with
disabilities.
4. Ensure reasonable accommodation for both online and oﬄine
employment.
5. Mandate employers to plan and practice emergency evacuation for
employers with disabilities.

EDUCATION

1. Ensure accessible infrastructure on campus, including elevators,
ramps, and automated doors.
2. Promote online education and provide tablets, internet coverage for
low-income families.
3. Make mathematical equations, images, and charts in textbooks and
course presentations accessible to students with visual impairments
4. Implement emergency evacuation plans for students with disabilities
in school settings.
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Research Team and Volunteer Reﬂec&on on Cri&cal Incidents
Research team members and volunteers reflected on the process of the project after the
conclusion of the town-hall meeting. They declared that they had been amazed at the level
of participation and how resourceful the PAR members were in sharing insightful ideas. The
PAR members' lived experiences provided a rich source for proposing action ideas.
The two groups with the most senior members were the community living group and the
healthcare group. Compared to the other two groups (education, employment), these two
had relatively less discussion in the first ten days. The two volunteers assigned to them had
a hard time facilitating the discussions. Realizing that the group members may prefer a
scheduled meeting instead of online messages, the research team set up a zoom call for
the community living subgroup and a scheduled online chatting time on WeChat for the
healthcare group. As these modes of communication were preferred, these two groups
made progress with the two volunteers and the research team's support.
Another key point of reflection was the issue of accessibility. Our PAR members had
diverse disabilities and access needs. To ensure each event's accessibility, we provided
captioning for the focus group, and both captioning and sign-language interpreting for the
town-hall meeting. Although we set aside time for testing the technology, the captioning
specialist could not connect to Zoom until half an hour after the meeting started. As a
result, the first half an hour was messy, with the research team trying to type everyone's
speech for the captioning. Similar issues happened during the test meeting on Zoom three
days before the town-hall meeting on October 2nd. Such technical issues are often
unavoidable, but with practice, and having learned lessons from these two incidents, we
were able to ensure the town-hall meeting got oﬀ to a smooth start.
A few critical incidents happened as the subgroups were working on their action items.
One member of the healthcare group focused on criticizing the quality of government-paid
personal assistant services, instead of brainstorming potential solutions. Other members
then commented that diﬀerent regions may have diﬀerent systems and that the quality of
their personal assistant services may be acceptable, thus showing a lack of appreciation for
their colleague’s negativity towards these services. The regional diﬀerences in PA service
quality may be due to the lack of quality control for PA services nationwide. The volunteer
then redirected the discussion back to potential solutions for the poor quality of PA
services. One member of the community living group emphasized self-advocacy during the
priority-mapping focus group. However, his proposal was that people with disabilities and
seniors should "perform" in a way that was "rude" or "diﬃcult to deal with" at community
centres and service organizations: he thought that people working in the community would
prioritize meeting his needs if he were "diﬃcult to deal with." The Principal Investigator
attempted to redirect his attention by asking, "In an ideal world, if you did not have to
'perform' as if you were mean or rude to get the support from community and service
organizations, would you still do that?" The PI also invited him to reflect on how someone
with severe physical or social communication disabilities could "perform" and whether this
kind of "performance" would be feasible for all people with disabilities and seniors. This
member may have felt challenged or oﬀended by these questions, as he chose not to
attend the town-hall meeting and left the WeChat group two days before it took place.

Study 1: A Participatory Action Research Project with People with
Disabilities and Seniors in China

The Raoul Wallenberg Institute

29

5. DISCUSSION
In this project, we set out to examine the priorities and unmet needs of people with
disabilities and seniors during the COVID-19 pandemic using a participatory action
research method. Our PAR team consists of 22 members with disabilities and seniors. After
recruiting PAR members, we organized a priority-mapping focus group whose members
were asked to share their lived experiences, barriers, and unmet needs regarding
healthcare, community living, employment, and education. After the discussion, we asked
PAR members to rank the top issues they would like to see changes in and action taken on.
Then the PAR members formed subgroups to discuss potential solutions and gather
resources to present their proposed solutions. A town-hall meeting with stakeholders was
then scheduled where PAR members showcased their proposals and received feedback
and comments from stakeholders.
To answer our first research question, "how did people with disabilities (PWD) and senior
citizens access information at the beginning of the COVID-19 pandemic?”, PAR members
reported barriers in accessing information and updates on COVID-19 due to the lack of
sign-language interpreting, image descriptions of maps, and the digital divide that aﬀects
seniors who are not fluent in using smartphones. Such barriers are also being faced by
people with disabilities and seniors from other countries, as the pandemic continues to
spread worldwide. In India and the United States, COVID-19 briefings did not have signlanguage interpreters. The White House did not provide sign-language interpreting and was
later ordered by a federal judge to do so from October 1st, 2020, following a lawsuit filed by
the National Association of the Deaf (Polantz & Kelly, 2020). In India, a group of volunteers
provided live sign-language interpreting on Facebook for the deaf community (Arya, 2020).
The digital divide between younger generations and seniors in South Korea existed already,
but coronavirus has heightened the issue due to the push for contact-free industries and
social distancing (Lee, 2020). Our results highlight the importance of providing timely and
accessible information to people with disabilities and seniors. Promising practices from
other countries around the world may provide solutions: Paraguay, Panama, and Mexico
have all adopted systems to ensure that relevant information is provided in an accessible
version (UNOHCHR, 2020).
Research question two asked about people with disabilities’ and seniors' experiences of
preventative and protective measures. Both PAR members and questionnaire participants
brought up the issue of delayed information resulting in a lack of preparedness. Another
salient issue identified by wheelchair users is the challenges they face when using public
transportation during the pandemic. The fear of catching the virus and the challenges of
using public transportation further prevent them from accessing services and participating
in their community. On the other hand, personal protective equipment such as masks has
made it challenging for people with a hearing impairment who normally have to rely on lipreading and social communication. Wheelchair users often need to take extra time to clean
their equipment after returning home from outside. However, not being provided with extra
alcohol, wipes, and other hand sanitizers during the PPE shortage resulted in their further
social isolation.
Research question three asked, "How did the pandemic aﬀect PWD and senior citizens’
activities of daily living, educational needs, employment, and healthcare access?" We
presented the top concerns of the PAR members and the barriers the questionnaire
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participants most frequently selected. Perhaps the most significant barrier shared by
people with disabilities and seniors in these four aspects is the lack of accessibility
awareness in China's emergency response. Access not only applies to people with
disabilities, it also aﬀects seniors’ experiences as well. The lack of accessibility awareness
in emergency responses is reflected in every aspect we discussed. One of the common
barriers for the two population groups is the complete shutdown of government-paid
personal assistant services during the lockdown. This blanket prohibition of PA services
heavily impacted on the quality of life for both people with disabilities and seniors.
Promising practices in other developing countries include PA exemptions from government
restrictions in Argentina (UNOHCHR, 2020).
Research question four asked about urgent unmet needs for people with disabilities and
seniors during the pandemic. In addition to the discontinuation of personal assistant
services, perhaps the most alarming issue was the discontinuation of medication and the
problem of urgent healthcare needs going unmet. Although other vulnerable populations
may experience similar barriers when accessing healthcare during the lockdown, the
impact on people with disabilities is more pronounced. As mentioned in the results section,
one PAR member did not receive proper treatment for her Parkinson’s disease, and her
body was deteriorating. Urgent unmet healthcare needs were also identified by twenty
(8.9%) questionnaire participants. Although, this number does not seem significant, urgent
unmet healthcare needs may have serious consequences for suﬀerers’ health, activities of
daily living, and quality of life. One death is too many in this case.
Our last research question asked how the experiences of barriers and unmet needs
during the COVID-19 pandemic should guide future policy and practices. The lived
experiences of our PAR members provide rich testimony of future policy and practices at
diﬀerent levels. Among the many proposed ideas listed in Table 6, we highlight a few critical
steps in the implications section.

Key Policy Lessons

Key Policy Lessons
The results of this project highlight the importance of first, improving disability and
The results of this project highlight the importance of first, improving disability and
accessibility awareness in emergency responses and taking into consideration of the digital
accessibility awareness in emergency responses and taking into consideration of the digital
divide facing seniors.
divide facing seniors.
First responders and community service providers ought to be familiar with accessible
First responders and community service providers ought to be familiar with accessible
evacuation routes and understand how to support people with disabilities and seniors
evacuation routes and understand how to support people with disabilities and seniors
during an emergency. Information should be accessible and in plain language so that
during an emergency. Information should be accessible and in plain language so that people
people with disabilities and seniors can receive emergency information in a timely fashion.
with disabilities and seniors can receive emergency information in a timely fashion.
Second, a database of people with disabilities and empty-nest seniors should be created
Second, a database of people with disabilities and empty-nest seniors should be created
to provide individualized support both in emergency planning and response. Modelling the
to provide individualized support both in emergency planning and response. Modelling the
Smart 911 database model, people with disabilities and seniors can voluntarily share their
Smart 911 database model, people with disabilities and seniors can voluntarily share their
information on disabilities and how they would want to be supported during emergency.
information on disabilities and how they would want to be supported during emergency.
Third, a strengthened vocational rehabilitation system should be created that expands
Third, a strengthened vocational rehabilitation system should be created that expands
employment channels for people with disabilities to avoid the overwhelming impact on
employment channels for people with disabilities to avoid the overwhelming impact on
people with disabilities, and provide an individual relief fund for those who are employed in
people with disabilities, and provide an individual relief fund for those who are employed in
industries that may be aﬀected the most by the economic consequences of a pandemic,
natural disasters, and other social emergencies.
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Fourth, accessibility and reasonable accommodation for students with disabilities in
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pressing need to develop emergency preparedness curriculums for individuals, community,
and society.
Fifth, prior emergency planning should take place at the individual, community, and social
levels to ensure the rights of people with disabilities and seniors are met. There is a pressing
need to develop emergency preparedness curriculums for individuals, community, and
society.

Limitations
Our study demonstrates the strengths of integrating the voices of people with disabilities
and seniors into the research process. Each step in our research and actions was taken
with the active participation of PAR members. Despite the strengths, the results of this
study should be read with a few limitations in mind.
First, although PAR members actively participated throughout our research, we did not
have suﬃcient time for them to develop all the research questions of the study. The topical
areas were also pre-selected by the research team. For a more organic process, the
research questions and topics to explore should all have been developed by PAR members.
Second, given our use of technology, some PAR members may not have fully participated
in the process. As we pointed out in our discussion, the digital divide facing people with
disabilities and seniors may prevent certain members from fully engaging in the process. In
line with this limitation, although we aimed to recruit a diverse group of PAR members, we
were unable to recruit anyone older than seventy. This may be due to our recruitment
procedures. All recruitment happened online through WeChat. The lack of older members
further reflects the issue of the digital divide. Future studies should consider a mixed
recruitment method over solely recruiting online.
Thirdly, although some of the volunteers have lived experiences of disability, they are not
trained in PAR research, nor were they trained in any particular topical area. All the
members of the research team and volunteers are in their twenties or early thirties. Without
a senior citizen in our core research and volunteer team, we may not have fully considered
ways of facilitating the discussions and actions for the two groups with more senior
members (healthcare and community living).
The questionnaire part of the study also has a few limitations. First, we did not collect
data on the socio-economic status (SES) of the questionnaire participants. Without
information on SES, we are unable to perform a statistical analysis controlling SES. Second,
as we rank the issues selected by participants, we did not have any way of ranking the
urgency of each issue. Although some issues may not be as prevalent, they may have had
detrimental eﬀects on a small group of individuals. A survey designed for people to choose
relevant issues and rank the severity of the issue to them would help clarify the level of
urgency of the diﬀerent issues.
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Conclusion
To the best of our knowledge, this study is the first participatory
action research project with people with disabilities and seniors. We
recruited 22 members with disabilities and seniors to participate in
the project. During the lockdown, their lived experiences provide
critical insights for future policy and practice in protecting the rights
of people with disabilities and seniors. Based on the results of the
priority-mapping focus group involving the PAR members, we
designed an online questionnaire targeting more people from these
communities to amplify our PAR members' voices in relation to
these concerns. PAR members took the initiative to gather
testimonies and promising practices around the world to put
together four action items on healthcare, community living,
employment, and education. Their presentations were well-received
at a town-hall meeting with stakeholders, including researchers,
disability-serving community-based organizations, and media. This
study's results underscore the urgent need to build a
comprehensive emergency response system in which stakeholders,
service providers, and policymakers are made aware of the special
needs of people with disabilities and seniors.
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APPENDIX
Questionnaire Designed Based on Focus Group Results
1. I belong to the following group:
a. People with disabilities (under 55)
b. Seniors (55 and above, without disabilities)
c. Seniors (55 and above, with disabilities)
2. I am
a. Employed
b. Not employed but seeking for jobs
c. Not interested in looking for a job
d. Retired
3. During the lockdown, information about the pandemic is critical. Did you run into
any of the following barriers accessing information?
a. Due to the lack of a sign language interpreter, or the lack of image
description for maps, I had trouble accessing information.
b. I do not know how to use WeChat or other technologies. I had trouble
accessing information online.
c. Due to the delay in receiving information, I was unable to purchase PPE in
time.
d. Due to the lack of information, I did not take preventative measures at the
beginning of the pandemic.
e. Healthcare workers were all covered in PPE gear, I had barriers
communicating with them (e.g. reading lips).
f. Homeowner associations announced information about grocery shopping in
a way I was not able to access (solely online through WeChat, or phone calls I
cannot answer).
g. I did not have trouble accessing information.
4. Regarding my disability (such as rare disease, epilepsy), mental illness (such as
bipolar disorder, schizophrenia, major depression), or chronic conditions (such as
hypertension, high cholesterol, or diabetes).
a. I was unable to purchase medication for my condition or disability.
b. I had to discontinue medication during the lockdown.
c. Since I was unable to get medication refills, it took a toll on my health.
d. Due to fear and anxiety, I felt very stressed out.
e. During the lockdown, my mental illness became worse.
f. I had urgent healthcare needs during the lockdown that did not receive
timely treatment.
g. No impact.
5. Regarding preventative and protective measures during the pandemic, what
barriers did you experience?
a. I had to sanitize my wheelchair or other assistive technology when returning
home. It took lots of time, and I needed more alcohol than others.
b. I was afraid to hold on to poles when using public transportation.
c. My disability heavily relies on the sense of touch; the pandemic prevented
me from touching anything.
d. None.
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6. Various social services stopped during the lockdown. What impacts did it have on
your life?
a. The discontinuation of personal assistant services heavily impacted my
independent living in the community.
b. The discontinuation of rehabilitation services heavily impacted my life.
c. I do not need any social services. No impact.
7. During the lockdown, events, social activities were canceled or moved online. What
barriers did you face?
a. My social network suddenly narrowed since work or school moved online. I
felt isolated and helpless.
b. Due to the lockdown, I was unable to attend any senior university classes or
senior interest clubs, which narrowed my social network.
c. Many social activities and connections happened online, but as a senior, I
am not familiar with how to use apps and technologies to stay connected.
d. My mental illness became worse due to the unpredictability and cancellation
of all social activities and events.
e. The reduction of social activities took a toll on my physical health.
f. No impact.
8. During the lockdown, many families chose to stay together. Some families had
multiple generations under the same roof. Family dynamics have changed drastically.
a. My child moved back home (or I moved back to my parents’ house), and
fear and anxiety led to increased family conflicts.
b. My family members did not understand my access needs during the
lockdown.
c. Dealing with my family was taxing for me, and it took a toll on my mental
health.
d. No impact.
9. Challenges with grocery shopping and delivery
a. Packages were not delivered to my doorstep. I faced barriers picking up
packages.
b. Homeowners’ associations did not know how to communicate with me or
provide reasonable accommodation. I felt isolated and did not receive any
help from them.
c. Due to the discontinuation of personal assistant services, no one could help
me purchase food, water and other necessities.
d. No impact.
10. My employment was heavily impacted due to the lockdown
a. My industry was shut down for a long time. I did not have any income.
b. My salary was cut during the lockdown.
c. Chinese New Year is the time when I get most of my income for the year.
The lockdown heavily influenced my income this year.
d. Due to the economic setback, I lost my job.
e. I recently graduated from college; I had a hard time getting a job due to the
economic setback.
11. Did government relief or financial support help with your financial needs?
a. Government did not issue financial support to individuals; I can barely make
ends meet.
b. Government did not issue financial support to our industry.
c. Government relief fund helped me make ends meet.
d. N/A
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12. Issues regarding working remotely during the lockdown
a. The remote working platform does not work well with my screen reader.
b. Virtual meetings did not have a sign language interpreter or captioning. I
was unable to participate actively.
c. I have a visual impairment, or light sensitivity: I cannot work on my
computer or other screens for prolonged periods of time.
d. N/A
13. Issues regarding remote learning
a. There is a lack of accessible features for the remote learning software I am
using.
b. Without in-person support, I found it hard to learn remotely.
c. I prefer learning with peers. However, remote learning does not facilitate this
type of learning.
d. My school did not provide reasonable accommodation. I had trouble
learning during the lockdown.
e. No impact
14. Issues regarding returning to school as the pandemic lingers on
a. My school did not allow anyone other than students to enter the campus.
My parents could not come in to help me with my luggage, and it was
challenging for me because of my physical disability.
b. My school’s management approach made it diﬃcult for me to obtain
reasonable accommodation.
c. No impact.
15. Other issues about educational access and reasonable accommodation during and
after the lockdown
a. Remote learning platform does not work well with my screen reader.
b. No captioning or sign language interpreter for virtual sessions.
c. Software that facilitates access such as xunfei is expensive. I could not
aﬀord it.
d. PowerPoint slides or other multimedia were not accessible through online
remote learning.
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1. INTRODUCTION
The aim of this study is to examine the right to live independently and to be included in
the community of persons with disabilities in the specific context of the COVID-19
pandemic. Article 19 of the Convention on the Rights of Persons with Disabilities (CRPD)
reaﬃrms the right to live independently and be included in the community. One of the
typical issues targeted by Article 19 used to be the involuntary institutionalization of those
with disabilities. The community is sometimes an abstract conception opposite to the
institution. As COVID-19 made people, including persons with disabilities, stay at home for
long periods of time, it provides a unique context to develop an in-depth understanding of
the meaning, scope and function of the community, to examine the relationship between it
and persons with disabilities, and to explore the barriers that result in the disabled living but
not being included in the community.
Given this context, the article seeks to explore to what extent the community’s inclusion
of persons with disabilities has influenced their participation in the Chinese state's disaster
preparedness and emergency responses. This central research question will be divided into
three aspects:
factual: what have been the experiences and responses of the
○○ factual: what have been the experiences and responses of the
stakeholders during
during and
and after
after the
the outbreak,
stakeholders
outbreak, lockdown,
lockdown, and
and other
other epidemic
epidemic
controlmeasures?
measures?
control
○ normative: did the government's responses comply with the CRPD's
normative: did the government's responses comply with the CRPD's
○obligations?
obligations?
reflective:
among other lessons learned, how do qualitative data help us
○
re-think the concept of community for persons with disabilities and decide
reflective:
among
other lessons
how
do community?
qualitative data help us
○how
to improve
real inclusion
by thelearned,
disabled
in the
re-think the concept of community for persons with disabilities and decide
how to improve real inclusion by the disabled in the community?

The article has the following structure. Section 2 provides the contextual information that
is necessary to understand the background to the study, including a brief literature review
of the increasing emphasis on community-level factors in emergency preparedness and
how this trend relates to CRPD Article 19 on community living. Section 3 will explain the
research methods. Section 4 will present and analyse the empirical findings. It will show,
first, from the various perspectives of stakeholders, how the interaction between COVID-19,
relevant epidemic prevention measures, and the type of disability-related services have had
an impact on persons with disabilities; and second, what measures have been taken to
mitigate the negative consequences of COVID-19 and epidemic-control policies on those
persons. By presenting and analysing the empirical findings, the report aims to provide a
baseline study that records the lived experiences of those with disabilities and other
stakeholders during COVID-19, especially their feelings and experiences shortly after the
outbreak of the epidemic and subsequent lockdown. Following the analysis of empirical
findings, Section 5 will examine the degree to which the state is fulfilling its obligations
under the CRPD in the COVID-19 pandemic. Section 6 will propose and discuss some
issues for future policy development and research.
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2. BACKGROUND INFORMATION
This section reviews the existing literature and explains the relevant international
legal obligations arising under the CRPD and other international policy regarding the
community, civil-society organisations, and emergency plans and responses. It also
introduces background information on China of relevance to the current study. The
aim is to lay the foundation of the later discussion and give the reader some insights
into the situation regarding persons with disabilities in China during COVID-19.

2.1. Community factors in emergency preparedness and responses
There has been a growing trend in research and practice initiatives to emphasise building
community resilience to emergencies in recent decades, and on moving away from a more
traditional lens that focused on individual motivations on making personal emergency plans
(Adams et al., 2019). In particular, empowering communities is critical to their ability to cope
with the demands that arise with emergencies (Gil‐Rivas & Kilmer, 2016). To this end,
diﬀerent types of organisations, government bodies and civil-society organisations should
be coordinated to arrange key resources such as funds, medical supplies, social capital,
and information in better ways (Norris et al. 2008). Social justice, defined as consisting of
both distributive justice and process-based rights, should also have a place in the decisionmaking process (Gil‐Rivas & Kilmer, 2016). In this context, distributive justice refers to
substantive equality in resource allocation, while process-based rights to representation in
the decision-making process makes the voices of those with disabilities heard. Community
preparedness and responses should also be able to accommodate diﬀerent cultural and
social needs and background, including the diverse accommodation needs of the disabled
(Gil‐Rivas & Kilmer, 2016). All these considerations within communities level echo the
requirements stipulated in the CRPD.

2.2. International framework within international human rights law and policy
Article 19 of the CRPD requires the State Parties to ‘take eﬀective and appropriate
measure to facilitate full enjoyment by a person with disabilities of their rights and their full
inclusion and participation in the community’. This is interpreted as promoting
deinstitutionalisation and the return of disability services back to their communities
(Bantekas et al., 2018). Paragraphs (b) and (c) further clarify that persons with disabilities
must have access to community-based disability-related services, as well as equal access
to services provided to the general population.
All these services are critical to the human rights and well-being of persons with
disabilities in emergencies, under which States Parties are required to take ‘all necessary
measures to ensure the protection and safety of persons with disabilities’ (Art. 11). Several
other CRPD provisions are also very relevant to the right to community living, including
Article 5 on equality and non-discrimination, Article 9 on accessibility, Article 12 on legal
capacity, Article 28 on having an adequate standard of living and social protection, and
Article 29 on participation in political and public life.
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In addition, as stipulated in Article 3(c), Article 4(3) and Article 33(3), the participation of
persons with disabilities and their representative organisations is woven into the national
implementation and monitoring of the CRPD. Article 33 also requires triangulated national
regimes to involve government focal points and coordination mechanisms, independent
mechanisms and civil society in protecting, promoting and monitoring national
implementation of the CRPD (De Beco, 2013). The CRPD Committee (2018) clearly
indicates that CRPD’s Article 33(3) is complementary to Article 4(3). Hence, states have the
general obligation to involve civil society, including disabled people’s organisations (DPOs),
in all disability-related policy-setting and decision-making processes nationally and locally
(Committee on the Rights of Persons with Disabilities, 2018b). The CRPD Committee asks
states and humanitarian actors to ‘closely consult and actively involve’ persons with
disabilities and their representative organisations in the planning, implementing and
monitoring of emergency-related laws and policies, which should include aid distribution
and other measures adopted in response to COVID-19 concerning persons with disabilities
(Committee on the Rights of Persons with Disabilities, 2018b). To achieve eﬀective and
meaningful engagement by DPOs and other civil-society organisations, states are required
to consider such organisations as having a broad and diverse representation of disability,
genders, and ages, and provide them with realistic timelines, adequate resources, and
accessibility, and give due consideration to their inputs (Committee on the Rights of
Persons with Disabilities, 2015, 2018a). It would be reasonable to suggest that the negative
influence on the disabled is likely to be reduced if their participation in all aspects and
stages of emergency responses is ensured.
Recently, the United Nations General Assembly called on its Member States to implement
the 'Sendai Framework for Disaster Risk Reduction 2015 - 2030' (United Nations Oﬃce for
Disaster Risk Reduction, 2015, hereinafter, Sendai Framework) as part of their COVID-19
response and recovery policies (United Nations Oﬃce for Disaster Risk Reduction, 2020).
The Sendai Framework (para. 19.d) reiterates the human rights-based approach adopted as
part of the sustainable development agenda, and emphasises the need for states to make
their actions under emergency responses inclusive and accessible to people with
disabilities (United Nations Oﬃce for Disaster Risk Reduction, 2015). Communities and their
involvement in the planning and implementation of disaster risk-reduction activities are
highlighted in this important document. Civil society, voluntary groups, and communitybased organisations are encouraged to contribute to development of the implementation
and normative frameworks of disaster risk reduction nationally and locally in order to
participate in related awareness-raising activities and to advocate resilient communities and
inclusive disaster risk management (United Nations Oﬃce for Disaster Risk Reduction,
2015, para 36.a). More importantly, persons with disabilities and DPOs should have a
critical role to play in such processes in order to ensure their needs are meet (United
Nations Oﬃce for Disaster Risk Reduction, 2015, para. 36.a.iii). The Sendai Framework
shows promising guidance to states in developing a human-rights and community-based
form of risk management that includes persons with disabilities. The experience of
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COVID-19 suggests that disaster risk management against biological hazards requires more
involvement and contribution from health workers compared to other natural disasters
(Djalante et al., 2020). Therefore, the involvement of people with disabilities and their
representative organisations is crucial to the preparation and development of such disaster
risk management to avoid the traditional medical model and therefore to comply fully with
the spirit of the CRPD and Sendai Framework.
The importance of ensuring the active and meaningful participation of persons with
disabilities was underlined again in the OHCHR's thematic study of Article 11 of the CRPD
(UN Human Rights Council, 2015). States and non-state actors are invited to reform their
laws and policies in compliance with the CRPD and other international human rights laws
and principles concerning persons with disabilities under situations of risk (UN Human
Rights Council, 2015, para. 54). Other essential measures include providing the adequate
and timely delivery of accessible information and resources to the disability community, and
building the capacities of all stakeholders involved in emergency field operations
concerning persons with disabilities (UN Human Rights Council, 2015, para. 58-59). This
study reflects on the reality that situations of risk may render the disabled more vulnerable
to abuse, violence and neglect, possibly aggravated by declining law enforcement, support
and isolation. Hence states need to identify the potential risks and provide suﬃcient
assistance, including legal aid, to ensure their access to community-based support services
(UN Human Rights Council, 2015, para. 34). Mechanisms related to emergency
management and response should also consider their appropriateness from the
perspectives of the disability, age and gender categories (UN Human Rights Council, 2015,
para. 35).
In summary, the CRPD and the Sendai Framework have established a mechanism
regarding persons with disabilities in risks and emergencies and the role of civil-society
organisations and the community in supporting them. UN human-rights bodies have further
clarified principles, as well as the state’s obligations and commitments in planning,
implementing and assessing the practice of such mechanisms, emphasising the
participation of DPOs, and empowering community-based response and services.
However, each country has a margin of appreciation to manage their practices under
international guidance.

2.3. Disability and COVID-19 responses in China
The World Health Organisation’s statistics indicate that 15% of the world’s population are
disabled, though the Chinese government has provided a lower percentage, namely that
only 6.34% of Chinese people have a disability. 80.296 million persons were said to have
disability certificates in mainland China in its initial report to the CRPD review (Committee
on the Rights of Persons with Disabilities, 2019). Of them, some three quarters live in rural
areas, less than a million enter universities, nearly half of them are illiterate, and only around
a quarter are employed, constituting 80% of the 30 million population in poverty
(International Labour Organization, 2008). These social and economic conditions are critical
in understanding the challenges faced by persons with disabilities in China in their daily
lives and in making emergency plans. Household emergency preparedness is generally low
in China, due to negative attitudes to preparedness and a lack of motivation and knowledge
(Chen et al. 2019). Qi and Hu (2020) observe very few discussions about public crisis
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preparedness for persons with disabilities, reflecting a more vulnerable situation for those in
this category in China.
The China Disabled Persons’ Federation (hereinafter CDPF) works directly with
governments at all levels in the development and implementation of disability-related law,
policy and services in China, thus playing a central role in disabled people's daily lives
(Committee on the Rights of Persons with Disabilities 2011, para 148, 149; Zhao and Grotz
2019). Claiming to be a national umbrella organisation for the disabled, the CDPF has
provincial, municipal and local branches, which also represent the interests of the
government, which funds most of their activities and staﬀ (China Disabled Persons'
Federation, 2016; Zhao and Grotz 2019). The function of the CDPF reflects its unique 'half
government and half civil society' approach (Zhao and Grotz 2019).
Searching the database of policy papers issued by the CDPF, the first policy directly
relating to persons with disabilities and COVID-19 was released on 6 February 2020,
requiring enhanced preventive measures in institutionalized services as well as other
institution-based services, i.e. services that are not residential but provided in an institution
that is separate from the community (General Oﬃce of the China Disabled Person’s
Federation, 2020a). Five days later, another announcement was made requiring local
branches of the Disabled Persons’ Federation to ensure the essential care of persons with
disabilities, especially those whose family members were in isolation (General Oﬃce of the
China Disabled Person’s Federation, 2020b). This was considered to be a direct response
to the shocking death of Yan Cheng, described briefly later in the article. In late May,
when the situation in China had become comparatively more stable, Zhang Haidi,
the chairwoman of the CDPF, stated in a news interview that services for persons
with disabilities and collecting the relevant information started ‘very early’ after
the breakout of COVID-19, among many other arrangements to supply
services to persons with disabilities with diﬀerent needs (Xiao Jinbo,
2020). In March 2020, the China Disability Research Society (2020a,
2020b) collected and published a list of oﬃcial preventative
guidelines for the general public and a list of policies more
specifically tailored to groups including persons with disabilities,
particularly those living in institutions. In September, CDPF (2020c)
issued Guidelines for Persons with Disabilities in Major Epidemics
(Trial), in which some of the needs and conditions of the disabled
are briefly addressed. The latest development in this regard is the
Guidelines for Social Support Services for Persons with Disabilities in
Major Epidemics (Trial), co-issued in October 2020 by nine responsible
public bodies, requiring local governments and departments to ensure a
variety of disability-specific services, including information and facility access,
home visits, temporary care for those who are unable to live independently,
and online prescriptions for persons with mental health issues.
However, the project’s research team were unable to find more specific
information regarding how persons with disabilities in the community
reacted to these policies and services. This background serves as a
strong motivation to the team members in this study to focus on
collecting the lived experiences of those with disabilities from the
grassroots during the pandemic using qualitative methods.
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group and 19 from Shenzhen), 2 focus groups with 7 persons with
disabilities, 4 focus groups with disability service staﬀ members, and
non-participant observation with 3 disability service organizations.
Due to the constraints of the project’s duration and distance from
its field site, participants are recruited and selected based on their
own willingness to take part and the personal and professional
connections of the team’s members. This study does not aim to be
statistically representative but is instead committed to providing a
deeper understanding of what has happened to a group of persons
with disabilities and other related stakeholders at such a crucial time.
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4. FINDINGS
This section aims to present and analyse empirical findings concerning the experiences
and reactions of various stakeholders within the pandemic. As an overview, the empirical
findings suggest the pandemic has had two overlapping but divergent stages. In the first
stage, due to the lack of information transparency, most people in China lacked awareness
of the seriousness of COVID-19, not to mention understanding and preparing for the
negative consequences for those with disabilities. Like many others, persons with
disabilities, their families, and disability-related service-providers reacted rather passively to
the impact of COVID-19. In the second stage, while the negative impact of the epidemic
had become more inevitable, these stakeholders responded to the influence of COVID-19
more actively and played dynamic roles in mitigating the negative consequences of
COVID-19 and epidemic-control policies on persons with disabilities.
The turning point between these two stages was 30 January 2020, when Yang Chen, a
boy with cerebral palsy, was found dead alone at home because his father was
hospitalised. This tragedy triggered an awareness that interaction among epidemic-control
policies, impairments, poor inclusion into the community, and the fragility of services may
force persons with disabilities into very vulnerable situations in the pandemic. The online
volunteers’ group was formed as a direct response to this tragedy, which also drove various
people and social bodies to rethink their roles in supporting persons with disabilities who
are at risk or in an emergency.
Based on this background, the project’s empirical research findings are presented and
analysed in three inter-related parts. The first part addresses the tragedy reported on 30
January 2020 and how it influenced those people and social bodies that participated in this
research. The second part illustrates the experience and feelings of persons with
disabilities, their families and disability-related services-providers, including members of the
online volunteers’ group, during the COVID-19 pandemic and their opinions and attitudes
toward such experiences. The third part demonstrates the active measures they have
adopted in response to the influence of COVID-19 and the outcome of such measures.

4.1 Yan Cheng’s death as the turning point
Before Yan Cheng’s death, he had stayed at home on his own for six days, while his
father suﬀered from COVID-19 and was therefore admitted and quarantined in a hospital.
His mother had died years before, and his brother, with autism, was staying with their father
in the hospital, but it was not clear whether his brother was infected or not. After the boy’s
death, the local disabled persons’ federation and village committee both claimed that they
had had certain arrangements in place to take care of the boy when his father was
hospitalised.
This tragedy raised a lot of concerns, questions, and controversies, especially among
disability communities nationwide. First of all, it illustrated the vulnerable situation of
persons with disabilities in the pandemic. In the interviews, many families of persons with
disabilities indicated that this tragedy had made it clear to them that COVID-19 could in
many ways cause them immediate and severe harm to persons with disabilities.
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“

When Yan Cheng’s death was reported, I immediately felt afraid
because I realised that my boy could be the next in such news…

”

and I didn’t know who can help us in such time…

(Interviewee 07, mother of a boy with autism).
.

In addition, it was revealed that the top-down epidemic-prevention policy was not in the
least disability-sensitive. The local government and the local Disabled Persons Federation
showed only very limited knowledge or understanding of the diverse and specific needs of
persons with disabilities in the pandemic, leading to their failing to respond properly to the
vulnerable situation this population group faced by persons with disabilities.

“

…I believed that the local Disabled Persons Federation and village
committee tried to do something to take care of Yan Cheng but I was not
surprised that it did not work. Because for children with special needs,
sometimes only their parents and us teachers, who have regular contact
with them every day, know their habits, understand their willingness and
can therefore respond to their needs. For those who were not familiar with

”

children before, it is very diﬃcult to provide suﬃcient support.

(Interviewee 11, a staﬀ of an organisation providing rehabilitation
.

training to children with intellectual disabilities).

Moreover, it drove various people and social bodies to re-think a lot of issues, such as what
kinds of roles should be played by the families of persons with disabilities and relevant
service-providers in the pandemic, and how should disability-related NGOs join forces with
government and other social sectors to protect vulnerable populations such as persons
with disabilities. As many interviewees pointed out, this tragedy was somehow a trigger or
catalyst that drove persons with disabilities, their families, and many other relevant social
bodies to shift from just passively accepting the influence of the pandemic to actively
responding to its negative consequences for persons with disabilities.
One of these active responses was the formation of and online volunteers’ group, which
provided support, both material and emotional, to persons with disabilities. The members
who participated in this project reported deep shock, heartbreak, despair, sadness, and fear
when the tragedy became well known (Volunteer 1, with a family member with mental health
problems). One of the participants, who had work experience in civil society and the publicinterest field, initiated a series of WeChat groups as a platform to coordinate volunteer
services for persons with disabilities who had been aﬀected by the pandemic, primarily in
Wuhan and neighbouring regions.
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4.2 Experiences and responses of online volunteers
4.2.1 Experiencing direct danger, being abandoned and having barriers
in accessing services during the lockdown
All four participants from the online volunteers’ group reported that
they started volunteering because the local branches of the CDPF and
relevant services were largely absent, at least for a while, before the
government became more experienced in handling the situation. In
other words, for some time, there was no or only minimal disabilityspecific or disability-sensitive services for persons with disabilities
around Wuhan, or even beyond. In addition to the tragedy of Yan
Cheng, participants also reported cases of many persons with hearing
diﬃculties being unable to understand the seriousness of the
pandemic, as there was no sign-language interpreter at the release of
the oﬃcial report concerning the pandemic and the response measures
in the early stage (Volunteer 4, deaf). In some cases involving more
serious risks, people with hearing diﬃculties who were infected by the
virus could not communicate with the treatment team simply because
no sign-language interpreter was available. Given the emergent nature
of the crisis, the low speed of coping with some impairment-specific
needs is understandable. That said, the emotional distress, fear, and
desperation was well reflected in the interviews with those volunteers
who were in direct contact with persons with disabilities at the centre
of the epidemic.
On the other hand, as a response to the lockdown, the local authorities
and neighbourhood committees in Wuhan gradually managed to
provide daily supplies to the general population. In these less urgent or
dangerous conditions, those with diﬀerent types of impairment
encountered diﬀerent barriers in accessing these services. For
example, a member of the online volunteers’ group who is hard of
hearing herself stated that many community services for the general
population in the locked-down neighbourhoods, such as delivering
food and other daily supplies, relied on speakers, which was an
obvious barrier to receiving information and services for persons with
hearing diﬃculties, including many senior people (Volunteer 4, deaf). In
some other neighbourhoods, many essential services were announced
on WeChat, but many sign-language users cannot read written texts
and were therefore excluded from the mainstream services (Volunteer
4, deaf). Many of those with disabilities had diﬃculties in expressing
their needs in surveys that aimed to collect needs for epidemicprevention materials and daily supplies, simply because the online
survey was an unfamiliar and strange phenomenon in their lives.

4.2.2 Responses
The formation and functioning of online volunteer groups as a whole could be seen as
one of the community responses of those who have experience of rights-based disability
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services and advocacy. As will be shown later, most if not all the members of this group
started volunteering after the shocking news of Yan Cheng’s tragic death. The participants
in the study all clearly indicated that in forming or joining this group they were driven by a
sort of mission that ‘we must do something’. The findings reported in this subsection aim to
capture the actions undertaken by the volunteers. Given the observation that this online
volunteers’ group was the only national network to coordinate a variety of forms of support
to persons with disabilities in Wuhan, this section aims to provide a unique perspective on
how the stakeholders reacted to COVID-19.

a. Scope of online volunteer services
As discussed earlier, the formation of this group was a hasty and intuitive reaction to
Yan Cheng’s death rather than a well-planned project (founding volunteer, with work
experience in disability rights advocacy). Hence, the range of clients who received
voluntary services was based on how the volunteers interpreted help-seeking
messages and emergencies. A few rounds of the online survey were conducted to
determine what persons with disabilities needed, and, as a natural result, most of the
most urgent and critical clients were located in Wuhan and neighbouring regions
(Volunteer 1, with a family member with mental health problems, and founding volunteer
3, who has work experience in disability rights advocacy). Occasionally, the volunteers
received help, in particular regarding the need for preventive supplies such as masks
from areas outside Wuhan or Hubei Province. However, outside Wuhan most of these
needs were not deemed very urgent or life-threatening and therefore were not given a
priority. That said, there were some cases when the volunteers’ group received a
donation of supplies and the donors had directions that a certain proportion of the
supplies could be reserved for persons with disabilities in some remote areas in Hubei
Province (Volunteer 4, deaf).
Another reflection of the hasty formation of the group was the inexperience of some
volunteers in delivering their services, for example, ordering food that was not suitable
for persons with disabilities certain conditions (Volunteer 1, with a family member
having mental health conditions). These situations were largely avoidable if adequate
training was in place. The situation did improve when some key figures from the local
community of the disabled became more involved in voluntary work, a point worth
discussing as a lesson learned. However, the reality that those with disabilities had to
rely on inexperienced volunteers in some cases reflected the lack of disability-sensitive
services.
In the volunteer group’s work review, the total number of persons with disabilities who
received voluntary services was about 400 (founding volunteer 3, who has work
experience in disability rights advocacy). Most of them received preventive supplies and
online medical card, which was a coupon for online medical consultancy during the
lockdown, the need for which significantly decreased after 9 February due to the
expanded admission policy for patients or suspected patients of COVID-19 in Wuhan
(Founding volunteer 3 who has work experience in disability rights advocacy). The other
persons with disabilities received communication support and other casework
intervention, which were much more time-consuming and will be discussed later.
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b. Resources provision
One of the first demands the volunteers received in their needs survey concerned
essential prevention materials, primarily masks and disinfectant liquid, and daily
supplies such as food and medication for a pre-existing condition (Volunteer 1, family
member of a person with mental health issues; founding volunteer 3, who has work
experience in disability rights advocacy). After Wuhan was locked down all these
resources immediately became scarce, and those persons with disabilities found
themselves facing even more barriers in accessing them. During the first weeks of the
lockdown, the volunteers collected a small number of masks (about 200) from another
Disabled People's Organisation and posted them to about 20 to 30 persons with
disabilities in Wuhan (founding volunteer 3, who has work experience in disability rights
advocacy). Another type of resource the volunteers were distributing was online medical
cards, which their recipients could use for online medical appointments to renew their
prescriptions and so on (founding volunteer 3, who has work experience in disability
rights advocacy).
It is evident that, as a grassroots organisation without stable sources of supplies, the
online volunteers came together and reacted to these urgent needs out of instinct and a
sense of moral obligation. They also realised that their strength was not about providing
these supplies but about filling the gaps between persons with disabilities and
community support, including resources provision, for the general public. For example,
during the lockdown, restrictive measures in each neighbourhood varied. Thus, some
persons with disabilities sought help from the online volunteers simply because they
could not pick online orders from the ground floor due to it being an environment
inaccessible to them, while others were unable to use smartphone applications to order
daily supplies (Volunteer 1, family member of a person with mental health issues). These
experiences related to another essential role played by the online volunteers: providing
communication support.

c. Communication support and other support in individual cases
A significant part of the volunteers’ work was filling in the communication gaps between
persons with disabilities and those supplying community services to the general
population. In addition to assisting them in receiving food and other daily supplies from
the local community, communication support also extended to producing videos
(Volunteer 4, deaf) and easy-to-read materials (Volunteer 2, with mental health
conditions) for diﬀerent groups with diﬀerent needs. In the process of producing these
communication-supporting materials, nationwide cross-sector collaboration played an
important role, including students majoring in special education, a volunteer illustrator
who had a personal concern with disability, education video producers and so on.
These materials were later shared with persons with disabilities outside Wuhan.
Even within the online volunteers’ groups, communication barriers also had a place, but
could be addressed in very practical ways. As noted earlier, online surveys to collect
information caused diﬃculties for some persons with disabilities who had little
Study 2: Reflecting on community-based services for
persons with disabilities in risks and emergencies

The Raoul Wallenberg Institute

52

experience of expressing their needs online, and volunteer sign-language interpreters
intervened and assisted them in that regard (Volunteer 4, deaf). Similarly, as an original
electronic preventive guidebook requires particular smartphone applications to read,
one participating volunteer wrote a ‘jingle’ explaining, in an accessible way, what should
be done and considered to protect vulnerable people in the community (Volunteer 1,
with a family member with mental health conditions).
The participants also reported some individual support that was needed during the
lockdown: for example, one person with disabilities requested help for his or her child's
online class, which used electronic devices that no family member was able to operate
due to their disabilities or ageing.

d. Psychological support to persons with disabilities and the emotional eﬀect on
volunteers
Participating volunteers reported that in some cases they could not be very helpful to all
the clients who made claims for specific support, but having someone to contact was a
valuable source of emotional support by itself during this special time (Volunteer 1,
family member of a person with mental health conditions; and founding volunteer 3,
who has work experience in disability rights advocacy).
The emotional eﬀect on the volunteers is another interesting point to note. All these
volunteers felt an obligation to do what they had to do for the disability community
while at the same time gaining a sense of fulfilment by doing their voluntary work. The
founding volunteer associated their work with the belief, or motto, that only action can
bring about real change. The Online Volunteers Group was their contribution to the very
special situation caused by COVID-19.

e. Policy advocacy
Due to a variety of constraints, the actual impact on persons with disabilities who
received voluntary services is impossible to identify, at least not at this stage. One of
the outcomes brought about by the Online Volunteers’ Group was successful policy
advocacy, which benefited non-local blind massagers in Wuhan.
Once the epidemic had gradually been brought under control in Wuhan, the
government issued certain subsidy policies that aimed to assist small businesses to
survive the crisis. One of these policies targeted massage parlours run by the blind but
with a restriction to local household registration holders only, thus excluding those nonlocal blind massagers who provided services in Wuhan. The group’s volunteers made
considerable networking eﬀorts to coordinate individual business owners and in
particular leaders of the community of blind massagers, sending a policy
recommendation by letter to the relevant government department. As a result, the
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arguably discriminatory restriction was removed (founding volunteer 3, who has work
experience in disability rights advocacy).
This was a positive result in that the government in Wuhan demonstrated its openness
to considering reform proposals coming from the grassroots. However, not all the
attempts to work with local government or local branches of the Disabled Persons
Federation were successful. Another participating volunteer reported the failure to
mobilise the local branch of the association of the deaf and hard of hearing regarding
resources distribution and related matters, which caused a quarrel (Volunteer 4,
deaf). This happened for a variety of reasons, such as an excessive workload during the
pandemic, the low rate of pay of those local public employees, their levels of education
and awareness of disability rights, and so on.

4.3 Experiences and responses of disability-related stakeholders in Shenzhen
Before the extreme lockdown of Wuhan city from 23 January 2020, the impact and
awareness of the epidemic was very limited in Shenzhen, a city outside Hubei province.
Most ordinary citizens in Shenzhen, including those with disabilities and their families, were
focused on their preparations for the spring festival. Following the lockdown of Wuhan city,
however, diﬀerent degrees of restriction were also imposed in Shenzhen to contain the
further spread of the virus, which in many ways aﬀected everyone’s normal daily lives. The
interviews revealed a common impression of the beginning of the pandemic, in which, as
diﬀerent interviewees described it, they ‘plummeted from the happiness and expectations
of family reunion to the panic, isolation, illness or even death’ with ‘no preparation at all’.

4.3.1 Experiences
4.3.1.1 Persons with Disabilities.
The interviews with persons with disabilities show that the interaction between COVID-19
and disability-related factors influenced their medical treatment, daily routines, and
lifestyles. It further resulted in feelings of inconvenience, uncomfortableness, and confusion.
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a. Inconvenience
Persons with disabilities involving a chronic illness, especially those with mental health
conditions, may have to get medication and repeat examinations regularly. The city’s
lockdown, restrictions on public transportation and many other epidemic control measures
had made it very inconvenient for them to follow their regular treatment plans.
For those who used to obtain their medication from the community health centre, some of
them pointed out in the interviews that these centres had ceased operating because of
COVID-19. The centres failed to provide patients with their medication on time, and the
social workers in the centres were too busy with epidemic-control measures.

“

…I called my social worker and asked her when and how can I get my
medication, but she did not know either. She told me that everyone in
the centre is working on epidemic control day and night… I felt that
they too fell into chaos… It was not their fault, the whole thing

.”

happened so fast…

(Interviewee 03, with mental health conditions).

Those who have to go to a hospital far away from their home for medication or repeat
examinations pointed out in the interviews that even very basic epidemic control measures,
such as wearing masks, could make it extremely diﬃcult for them to go to hospital.

“

…Every time I go to the hospital, I need at least three masks. The

problem was, it was very diﬃcult to buy masks in January and
February. As I did not have enough masks at that time, I could not go
to the hospital and was therefore out of medication. It made me very

.”

anxious…

(Interviewee 04, with mental health conditions and diabetes).

As some persons with disabilities involving a chronic illness are dependent on medication
or regular examinations to manage their conditions, such inconveniences could have
negative influences on their health, quality of life and even lives. However, the interviews
indicated that, at least in the first two months of COVID-19, a few measures were taken to
remove the inconvenience experienced by disabled people.
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b. Uncomfortableness and Confusion
Some persons with disabilities, especially those with intellectual disabilities and autism,
have relatively fixed daily routines or activities. City lockdowns and other epidemic-control
measures had in many ways changed their lives. In the interviews, some of them described
how they felt or observed that ‘things have been diﬀerent’.

“

…They didn’t go to work or school, so that there were many people at
home and it was noisy. I didn’t like it. But they didn’t tell me why they

.”

don’t go to work as usual.

“

(Interviewee 01, with autism).

I don’t like wearing a mask, but I have to, otherwise I cannot get on bus
No. 43. I like taking the bus No. 43 at night. But, it is very strange that
after the spring festival, there was no bus No. 43 at night. This made me

.”

sad.

“

(Interviewee 05, with autism).

Some people wear masks, while others do not. This is not good, because

.”

I don’t know what to do.

(Interviewee 02, with intellectual disabilities)

The change of environment or living conditions can be very challenging for some,
especially those with autism. What makes it more challenging is that the changes brought
about by COVID-19 and epidemic-control measures somehow came without warning. It
can also be implied from the interviews that, while many persons with disabilities had
realised that ‘something is diﬀerent’ since the middle of January, they were not provided
with suﬃcient information or support to understand what had been happening or what the
reason was for such changes. This further increased their negative feelings of
uncomfortableness and confusion.

4.3.1.2 Families of persons with disabilities
The lockdown and social isolation during the pandemic resulted in the shutting down of
nearly all oﬀ-line activities and services, and people had to stay at home, together with
other family members, for much longer periods of time. The most obvious and direct impact
on the families of persons with disabilities was the upsurge in the stress of caring. In
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Shenzhen, for example, the authorities did not permit the majority of oﬀ-line disabilityrelated services to resume until the middle of June. During this half-year, from January to
June, persons with disabilities could not receive care, training, or other services outside the
home, which means that their families might not have the opportunity for private downtime
or a temporary respite. The current law and policy do not specify any support to the families
of persons with disabilities, either in ordinary time or in the pandemic.

a. Anxieties and worries
Interviews with families show how their experience and feelings
have changed with time.
At the early stage of COVID-19, most family members of
persons with disabilities were overwhelmed by constantly
updated information and epidemic-control policies. As some of
the interviewees pointed out, they ‘did not know which
information is true or what to do’.
Most participating family members indicated that February and
early March was the period in which their anxieties and worries
reached their peak. The main factor that had constantly
aggravated their stress is that, after being isolated at home for
more than two weeks, those with disabilities displayed various
emotional symptoms. Some even started to hurt themselves or
others, making their family members realise that measures should
be adopted to address their emotional problems. However, most
of them had no idea what to do or from whom to seek help.
In addition, it could be very hard for the main carer, in most
cases the mother, to consider the needs of persons with
disabilities while also taking care of the needs of their other family
members, especially when there were seniors or other children in
the family. More than half the participating family members shared
their experience in ‘one or two most despairing days’, in which
they felt that they ‘were on the verge of collapse’.

b. Absence of support
At the beginning of COVID-19, the negative consequences
resulting from the lack of preparedness were imposed on
everyone without discrimination. After the initial chaos, the local
authorities gradually managed to devise emergency response
schemes to mitigate the loss and provide support for general
citizens. However, the eﬀectiveness of the emergency response
was rarely enough to reach persons with disabilities and their
families.
In the interviews with family members, many of them
complained that, of all the COVID-19-related information, only a
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very few items displayed a concerns with the diﬃculties suﬀered
by persons with disabilities and their families. Although many topdown support schemes, such as delivering epidemic prevention
resources, food and other daily supplies, superficially applied to
all families without discrimination, in practice it might not be
accessible for the families of persons with disabilities. In addition,
as many disabled persons receive institution-based services or
rehabilitation training, the staﬀs in the institutions, who knew their
clients well, were sometimes the main source of support for their
family members. However, due to the shutting down of all oﬀ-line
services in the pandemic, this important resource of support was
no longer available.
Moreover, given the diﬃculties in resorting to external support,
some of the family members of persons with disabilities had
looked for support from neighbours or other people within the
community. However, this support was also limited. In some
cases reported by the interviewees, people in the community
showed prejudice or even enmity towards persons with
disabilities. While, though in more cases the main reason for the
lack of support within the community was a lack of awareness
about the disabled in their midst and their needs. Even though
some were willing to provide support for community members
with disabilities, they might not know how to do it properly. One
interviewee shared her experience that she had once talked with
her neighbour about the negative influence of social isolation on
her autistic son. Her neighbour was a little bit surprised because
she used to believe that people with autism like being isolated at
home.

4.3.2 Responses
As noted in Section 4.1, the tragic news of Yan Cheng’s death, reported on 30 January
2020, was somehow a turning point. After the tragedy, many persons with disabilities and
their family members, as well as many other relevant social bodies, shifted from passively
receiving the influence of the pandemic to actively responding to the negative
consequences of the pandemic on persons with disabilities. This subsection presents these
responses in Shenzhen.

4.3.2.1 Disability-related service providers
Based on the observation and interviews with disabilityrelated service-providers in Shen Zhen, the latter’s
responses could be roughly divided into four stages.
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a. Failure to respond immediately to COVID-19
When recalling the beginning of COVID-19, several leaders of
organisations that provide disability-related services admitted that
they had failed to make respond in a timely fashion to the
outbreak of COVID-19.
By checking the records of the social media of organisations
that provide disability-related services, only very limited
information related to COVID-19 before 19 January 2020 could be
found. Most organisations only had the usual updates of their
work, showing the vacation arrangements, or sending spring
festival greetings to the service recipients, sponsors, donors or
the organisation’s alliance. When Wuhan was declared locked
down on 23 January 2020, only a few organisations responded on
their social media. The responses were hardly disability-specific
and mainly showed concerns and sympathy to persons with
disabilities generally in Wuhan.
On 26 January, Organisation B, which provides services to
children with autism or intellectual disabilities and runs social
media channels on autism-specific topics, posted a message on
its social media platform to encourage persons with disabilities
and their family members, especially those who were in Wuhan,
to share their experience of this special time. Some of the
narratives then collected were shown on its social media on 28
January. Most disability-related organisations, especially those
providing rehabilitation training and services to persons with
disabilities, did not demonstrate a specific response to the
outbreak of COVID-19, nor pay attention to its potential impact on
persons with disabilities before 30 January.
The interviews with some service-providers suggest three main
reasons for such slow responses. First, as the pandemic broke
during the spring festival, many staﬀ were on leave. Therefore,
even though some staﬀ members responded to the outbreak of
COVID-19 on their social media in a personal capacity and
provided support to persons with disabilities informally, there was
no formal response in the name of the organisation. Second,
some organisations specialising in providing disability services do
not follow the hot topics on social media. Third, and perhaps
most importantly, emergency responses and management in such
a pandemic were, to a large degree, perceived to be the job of the
government rather than organisations with no power or authority
and very limited resources. It appeared to be a common belief
that emergency responses regarding persons with disabilities
should be the job of the CDPF and its local branches.
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b. Measures to support persons with disabilities and their family
members
After Yan Cheng’s death was made public, many disability-related
service-providers, with diﬀerent focuses and expertise, started making
a more positive response. At this stage, the responses focused on
taking measures to support persons with disabilities and their family
members.
Organisation B was the first to report the tragic death of Yan Cheng. It
also kept followed the case up by interviewing the relevant parties and
updating its social media posts, becoming an important source of
information for the disability community. Organisation C, an
organisation of parents of people with intellectual disabilities, also
followed up this case after 30 January. On its social media, it advised
the family members of persons with disabilities to prepare a document
explaining how to take care of them in case their family members
became isolated from them and someone else had to take up the role.
On 11 February, the organisation provided a template for such a
document, drafted by a group of lawyers, the parents of persons with
disabilities and disability rights researchers, on its social media.
Organisation E, an association of the families and friends of people with
mental health conditions, provided them with preventive supplies and
coordinated the delivery of the regular medication they needed. Many
participants with disabilities reported that Organisation E had played an
irreplaceable role for them. As their regular medication was not
delivered on time because of the lockdown, those aﬀected first sought
help from their respective community health centres, neighbourhood
committees, and community workers, but without any response. Then
they had to resort to Organisation E and received feedback within three
days. Organisation E then collected more detailed information about
their needs and contacted the relevant hospitals and responsible
departments. This problem was finally solved in one week, being noted
by many participants as the most eﬀective support in the pandemic.
Most organisations that provide rehabilitation training had tried to
change their training programs into online courses so that those with
disabilities could resume their rehabilitation training at home. While this
was supposed to be eﬀective, the outcome was disappointing. The
eﬀectiveness of such online services depended on a variety of factors
that were beyond the control of the service-providers, including the
needs and capacities of persons with disabilities, whether they have
good internet access, and whether their family members have the time
to assist them with the online training. Most of the staﬀ of disability
service-providers suggested that their online training or courses were
not going well. Some of them pointed out that such services may even
increase the burdens on the families of persons with disabilities, rather
than providing support. Some family members also pointed out that
this additional task was being imposed on them when they already had
extremely heavy responsibilities for caring.
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c. Measures of capacity-building
Given that oﬀ-line services had been prohibited for nearly six
months, some organisations took the opportunity to arrange
capacity-building for their staﬀ. Organisation D, which provided
services to persons with disabilities nationwide and had more
than five hundred employees, spent two months on a training
session on the CRPD in which more than two thirds of all their
employees participated remotely. According to the leader, this
was the first time they had introduced a systematic study into the
CRPD.
It is worth noting that, when the staﬀ of Organisation D were
asked which articles of the CRPD they were interested in, many
of them picked Articles 11, 19, and 23. This is unusual because,
before COVID-19, those who provided direct services to persons
with disabilities were often more interested in provisions about
rehabilitation, education, or employment. Some of the staﬀ
explained that their experience of COVID-19 made them feel
powerless, especially when they could not provide any eﬀective
support to their service recipients in need. Therefore, they need a
new framework to re-think their ideas, the skills of disability
services, and their role as service-providers. As front-line serviceproviders, they believed that they had better knowledge and
understanding of the needs of the disabled than the government.
Therefore, they wanted to think further about how they could take
the advantage of their knowledge and join forces with the
government in a more eﬃcient way. This new perspective on
capacity-building suggested that the emergence of COVID-19 led
many service-providers to develop a broader view of their roles
and to foster relations with other social sectors.

d. Try to survive the COVID-19 pandemic
Since April, many disability-related service providers had to shift
their focus from supporting persons with disabilities to struggling
for their own survival. The continuous lockdown had brought many
organisations into tremendous financial crisis. Without oﬀ-line
services, most disability-related service-providers lost their main
source of income. The government had issued several initiatives for
financial support in the pandemic, though for several reasons, they
were hardly accessible to organisations providing disability-related
services. On top of the diﬃculties in securing an income, most
organisations still had to pay rent and salaries. Since most
rehabilitation training and services are provided in a segregated
institution instead of in the community, the rental for their premises
has become a very high item of expenditure.
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A forum was held in the middle of May 2020, when the prohibition
on oﬀ-line services had still not been removed. Forty people,
including the leaders of 32 disability-related NPOs, participated in
this forum. More than a third of participants pointed out that they
were considering closing down their organisations because of the
financial challenges. The leaders of NPOs were invited to think what
they would say if they now had the opportunity to go back to the
point in time when the organization was established. More than half
of them said that they would do more in-depth thinking about the
service mode and at least leave some room for community-based
services, which, as they realized in the pandemic, is more flexible,
less dependent on the venue, and therefore more cost-eﬀective.

4.3.2.2 Family members of persons with disabilities
The main response made by the family members of persons with disabilities in the
pandemic was the need to extend and strengthen the connections between the families
and the community. In focus groups with participating family members, the latter shared
diﬀerent experiences of how they had tried to build or rebuild the connection between their
families and the communities they lived in. A common measure was to let their neighbours
know more about their family members with disabilities and the type of impairment they
had. Some family members, especially the parents of children with disabilities, talked with
their neighbours and community workers about their family members with disabilities, and
explained that they might sometimes be noisy or behave strangely, but were not violent or
dangerous.
The majority of participating family members received relatively positive feedback. Once
informed about a disabled person living nearby, many neighbours and community workers
managed to provide substantive support for the aﬀected families. For example, some
neighbours oﬀered to take temporary care of the those with disabilities when the latter’s
family members were occupied by other tasks. Where daily supplies were provided at the
community level, some community workers asked the family members of those with
disabilities in advance whether they had any special needs. Such changes in the
community, although insignificant, made many family members feel they were being
supported. However, there were negative experiences as well. For those who live in
communities with strong prejudice against persons with disabilities, trying to establish
connections with the community per se could itself be a bad experience.
From a long-term perspective, indeed, the connections between the families of persons
with disabilities and the community in the pandemic were far from suﬃcient. Focus groups
assembled in early May showed that no matter to what degree persons with disabilities,
their families were receiving support from the community, most persons with disabilities,
and their families of them still only felt a weak connection to the community.
Some family members, based on the suggestions of Organisation C discussed above in
subsection 4.3.2.1, prepared a document explaining how to take care of those with
disabilities if their family members are isolated. Some families realised that, even though
they had lived in the same community for a long time, they could not rely on anyone in the
community or nearby to be the carer of their disabled members in emergencies, as they
Study 2: Reflecting on community-based services for
persons with disabilities in risks and emergencies

The Raoul Wallenberg Institute

62

had not yet developed that strong relationship with knowledge, understanding, or trust.
Those who have suﬃcient knowledge of a disabled person and are trusted by the latter’s
family were always from outside the community, such as people with a similar experience of
disabilities, someone with whom the aﬀected person has received disability-related
services in the same institution, or the service-provider. Even though such people could
provide some support, they could hardly provide eﬀective support in emergencies, since
they might be far away from the community geographically. This further indicated that
suﬃcient opportunities and time might be a precondition for persons with disabilities and
their families to build connections with the communities they live in. The weak connection
between the two increased the vulnerable situation in which persons with disabilities could
find themselves in emergencies.
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and service-providers rethink their roles in supporting the disabled in living in the community. Underlying
some of the responses to the influence of COVID-19 were the attempts to bridge the disabled with the
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5. SCRUTINISING COMPLIANCE WITH THE
CONVENTION
Until a full picture of how persons with disabilities have been aﬀected by the pandemic
becomes available, it will be impossible to conduct a systematic and detailed examination
of whether any state is fulfilling its obligations under the CRPD. Before that, as illustrated
above, the collected data point to an obvious gap between implementation of the CRPD
and its requirements. To some extent, the pandemic has amplified this gap, which had
already long existed. In the Concluding Observations provided to the Chinese government
in 2012, the CRPD Committee expressed its concerns about ‘the high number of persons
with disabilities living in institutions and recommended ‘taking immediate steps to phase
out and eliminate institution-based care for people with disabilities’ (Committee on the
Rights of Persons with Disabilities, 2012). In the latest state report to the CRPD Committee
in 2018, the government emphasized the development of 'community rehabilitation
services' (Committee on the Rights of Persons with Disabilities, 2019). The data collected in
Shenzhen raises a question about the extent to which these community rehabilitation
services are truly community-based.
To those participants who were assisting persons with disabilities in Wuhan, on the other
hand, no community services seemed able to cope with disability-related diﬃculties under
this extreme crisis at all. It is equally clear that, in the experience of the participants in the
project, there have been significant barriers even in accessing services for the general
public, including diﬃculties in accessing essential preventive medical supplies and
groceries due to physical problems of access and communication. Based on this collected
evidence, the project finds insuﬃciently eﬀective the measures required in Article 19 of the
CRPD, which ensure that 'persons with disabilities have access to a range of in-home,
residential and other community support services' and that 'community services and
facilities for the general population are available on an equal basis to persons with
disabilities and are responsive to their needs'. For the same reason, the lived experiences of
this project’s participants appear to reflect the fact that the government has taken 'all
necessary measures to ensure the protection and safety of persons with disabilities in
situations of risk', as required by Article 11 of the CRPD.
The project has not collected any information indicating that the government had
consulted persons with disabilities and their representative organisations in the decisionmaking process or the delivery of pandemic-controlling policies and other measures. An
internal consultation might have taken place that had been kept from the public. At all
events, it would be reasonable to argue that the lived experiences of the projects’
participants raises doubts as to whether the government has fully met its obligations under
Article 4(3) of the CRPD.
Facing an extreme situation like COVID-19 and scrutinising whether China's responses
comply with the CRPD’s requirements are not about 'naming and shaming'. Rather, the aim
is to point out that unnecessary neglect, ignorance, and diﬃculties in coping with the
pandemic would have been avoided if the CRPD, an international instrument ratified more
than a decade ago, could be taken more seriously. In the meantime, however, several other
lessons have emerged that could be helpful in future policy development and research.
These are the subjects of the following section.

Study 2: Reflecting on community-based services for
persons with disabilities in risks and emergencies

The Raoul Wallenberg Institute

64

6. DISCUSSIONS FOR POLICY
DEVELOPMENT AND RESEARCH

In the process of exploring the lived experiences of
persons with disabilities during the pandemic and its
normative implications for the obligations set out in the
CRPD, the project also identifies several issues that are
relevant to future policy development and research in the
context of China.

6.1 Rethinking the meaning and scope of ‘being included in the community’
Article 19 of the CRPD reaﬃrms the right of persons with disabilities to live independently
and be included in the community. It presents an ideal picture in which persons with
disabilities, recognized as independent persons with full autonomy, can choose where to
live and whom to live with according to their own desires and preferences. More
importantly, the places the disabled choose to live in should equipped with suﬃcient
resources that can ensure the accessibility of both facilities and services provided for the
public and their own individualized support, in which, persons with disabilities are included
and are able to participate fully in the community.
Before the pandemic, the most typical target of Article 19 was the tradition that persons
with disabilities may be obliged to live in particular living arrangements, such as an
institution. The pandemic has forced most people, including those with disabilities, to stay
at home, and many of those who usually live or spend most of their daytime in an institution
came back to the community to live with their families. As analysed in Section 4,
experiences in the pandemic provide many examples of living but not being included in the
community, and reveals various issues resulting from this kind of situation. On the one
hand, it reinforces the importance of deinstitutionalization and the right to community living;
on the other hand, it reveals the gap that exists between the community in practice and the
ideal picture of community described in Article 19.
Experiences of the pandemic also reveal some new aspects of community living. While
Article 19 focuses on what the State Parties should do to guarantee the right to community
living, experiences in the pandemic show that the families of persons with disabilities and
disability-related service-providers could also play critical roles in protecting and promoting
the right to community living. As Article19 does not mention families or service-providers,
these findings add another perspective to the discussion.
The empirical findings in Section 4 indicate that there is still much work to be done to
empower the community, improve community resilience to emergencies, and make the
community more supportive of persons with disabilities in both emergencies and ordinary
time. A critical question is what a supportive community means to the disabled. Based on
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the findings, this article argues that a supportive community should have at least the
following three dimensions.

First, a supportive community should have a geographical dimension, one that
provides a safe and friendly living environment for persons with disabilities The latter
should be able to access community-based public facilities and services on an
equal basis with others and receive individualised support, either formally from
professional supporters or informally from neighbours. Other members of the
community should be provided with opportunities to learn more about disabilities
and understand the needs of those who suﬀer from them. In the current social
reality, such a living environment is not always available to them. Experiences with
the pandemic have made the absence of this dimension of the community more
prominent.

Second, a supportive community should contain a dimension of relationship that
provides the disabled with an opportunity to establish strong connections, mutual
trust and understanding with others. Such a relationship is likely to be based on
some shared experience or conditions, such as co-working or sharing the same
course. The empirical findings suggest that sharing similar disability experiences or
receiving services from the same organisation may enable persons with disabilities
to build significant relations with each other. This dimension of the community may
take various forms, such as an online group with people living in diﬀerent
geographical communities or even diﬀerent cities. Experiences of the pandemic
indicate that, in comparison with the community in a geographical sense, this
dimension of it can somehow provide more support and a greater sense of
belonging to the disabled and their families.

Third, a supportive community should have the dimension of an information
platform to provide updated and eﬀective information in a way that is accessible to
the disabled, especially in emergencies. While ordinary people may receive
information in various forms and from many sources, experiences of the pandemic
show that eﬀective information is not always available or accessible to persons with
disabilities. It further shows that the barriers in accessing information increase the
vulnerable situation they face in terms of emergency preparedness and response.
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A supportive community does not necessarily require these three dimensions to be
integrated into a single geographical community, but they should be linked with each other
in some way. Experiences of the pandemic reveal the gaps that exist between these three
dimensions of the community. This largely results from the fact that, even though persons
with disabilities were connected to a certain dimension of the community, communitybased resources could hardly be mobilised to support them in either emergencies or
ordinary times. A critical attempt was made by the family members of persons with
disabilities and services-providers in the pandemic to coordinate these three dimensions.
This shows that these families and service-providers could themselves be important
sources of support for persons with disabilities, whom they have the potential to support
persons with disabilities to by coordinating diﬀerent community-based resources and
forming a resource network with the person at the centre. The article also argues that such
resource networks could empower not only those with disabilities but also the communities
they live in, both being important to the achievement of Article 19.

6.2 Rethinking disability-related services
The empirical findings also show that in current practice many disability-related services
are institution-based. Institution-based services in this context are not necessarily those
that oblige persons with disabilities to live in a segregated and controlled institution. They
also include services provided in an institutional environment, for example, rehabilitation
training provided for disabled children in a segregated classroom instead of a real-life
context, with only picture cards instead of real-life items. Many service-providers and family
members of persons with disabilities have already learned that the CRPD advocates full
inclusion into the community and have understood the merits of community-based
services. However, for a variety of reasons, community-based services have not attracted
suﬃcient policy or financial support.
Experiences during COVID-19 have highlighted the deficiencies of institution-based
services. For persons with disabilities who only receive institution-based services, they live
in the community, to which they return right after the service. However, the service may not
be suﬃcient to extend support to their daily lives at home. As revealed in discussing the
experiences of the pandemic, persons with disabilities cannot learn from institution-based
rehabilitation training about the nature of an emergency or what to do in the context of
emergency preparedness and responses. Their family members were more aware of the
various risks they ran in the institution and the inflexibility of institution-based services. For
service-providers, the financial burden of the rent for the institution’s premises made the
disadvantage of institution-based services obvious. As one of the leaders pointed out, if the
organisation has a mode of community-based services that is not dependent on specific
premises, it might have more flexibility in working and therefore more opportunities to
survive and even grow under COVID-19.
The post-COVID-19 period is arguably a good opportunity to rethink the mode of
disability-related service provision and to promote services shifting from their present
institution-based to a community-based form of provision. Community-based services do
not simply mean that the service must take place in a specific geographical community. As
the experiences of the pandemic have shown, it should have at least the following three
characteristics. First, services should shift from a designed, segregated, and institutional
environment to an open, flexible, and, most importantly, real-life context. Second, services
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should be designed, provided, and evaluated as part of the comprehensive goal of
supporting persons with disabilities to live independently and be included in the community,
instead of narrowly focusing on improving a specific ability or reaching a certain standard.
Third, community-based services should be person-centred. Institution-based services
usually require the service recipient to move from one institution to another to receive the
service, while community-based services should be more flexible in order to be adapted to
each disabled person’s needs, preferences, and living arrangements. The community
should be a hub in which the necessary services are eﬀectively coordinated and
community-based resources are mobilized to support both the service and the disabled
person.

6.3 Key figures in the community and a healthy ecology of charities, public
interest institutions, service providers, and government
Diﬀerent themes revealed that the roles played locally by key figures in the community of
persons with disabilities cannot be overlooked. When the crisis occurred, all other sectors
had to rely on these key local figures to work out the most eﬀective ways of distributing
essential resources and who to contact for certain types of support. The local branches of
the CDPF have attempted to recruit the 'elite' or contact team within communities, and the
eﬀectiveness of this practice would be an interesting follow-up study. More generally, how
to facilitate the development of these key figures and how to empower them merits further
consideration.
The formation of the Online Volunteers’ Group could be seen as a fortunate joining of
forces by people with backgrounds in public interest law, advocacy, disability-related
community services, communication support, special education, journalism, and charitable
foundations. On the other hand, a participating volunteer reported that their work could be
much more eﬀective if a healthier ecology was in place (founding volunteer 3, who has work
experience in disability rights advocacy). In addition to the distrust or ignorance of the
government, they also faced practical diﬃculties in their work, like technological constraints
and a lack of human resources with adequate experience and disability-sensitivity (founding
volunteer 3, who has work experience in disability rights advocacy). It would be valuable to
compare the roles played by civil-society organisations in the Sichuan Wenchuan
earthquake and in COVID-19 in order to explore whether the seemingly weak social
capacity of coping with the needs of persons with disabilities has any relationship to the
change of policy towards civil society and charities in future research.
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7. CONCLUSION
This project has a straightforward motivation for recording the lived
experiences of the disabled during the COVID-19 pandemic. lockdown,
Having become used to the responses, over the months since the
outbreak persons with disabilities across China have felt confusion,
despair, and direct threats, but they then reacted with extraordinary
wisdom and support from their communities. Hundreds of them formed
an online volunteer group to help those in the most vulnerable
situations, particularly in Wuhan, and a parents’ group and disability
service-providers in Shenzhen also mobilised themselves to provide
support to each other in order to survive the extreme crisis jointly.
Based on the evidence, this article has conducted a formal
examination of the gap between the CRPD’s requirements and its
implementation as reflected in the lived experiences of the participants.
The article identifies the need for considerable room for improvement in
ensuring access to disability-sensitive support in communities and
eliminating the barriers in accessing the services for the general public
if the State Party's obligations under Articles 11 and 19 of the CRPD
are to be fulfilled. The government must also involve persons with
disabilities and their representative organisations in the relevant
decision-making processes, not only because this is required under
CRPD Article 4(3), but also because it is arguably the only way to avoid
the inaccessible responses those with disabilities have struggled with.
More importantly, however, the lived experiences collected in the
project oﬀer more insights into how we should understand
'community' from the perspective of the CRPD and the complex
role played by family members in protecting and promoting
disability rights in real settings such as the pandemic. All the
lessons learned are expected to help prepare for the continuing
impact of COVID-19 and future public crises.
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