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Abstract
Discriminatory health systems and inequalities in service provision inevitably create barriers for certain populations in a health emergency. Persons with disabilities have been disproportionately affected by the COVID-19 pandemic. They commonly experience three increased risks - of contracting the disease, of severe disease or death, and of new or worsening health conditions. These added risks occur due to a range of barriers in the health sector, including physical barriers that prevent access to health facilities and specific interventions; informational barriers that prevent access to health information and/or reduce health literacy; and attitudinal barriers which give rise to stigma and exclusion, all of which add to discrimination and inequality. Furthermore, national health emergency preparedness and planning may fail to consider the needs and priorities of persons with disabilities, in all their diversity, thus leaving them behind in responses. This commentary discusses the importance of inclusive health systems strengthening as a prerequisite for accessible and comprehensive health emergency preparedness and response plans that reach everyone. Lessons learned relating to disability inclusion in the COVID-19 pandemic can inform health systems strengthening in recovery efforts, addressing underlying barriers to access and inclusion, and in turn improving preparedness for future health emergencies.
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Background
The Sustainable Development Goals set forth global commitments to achieve universal health coverage. Health systems strengthening is seen as a central vehicle for progressing universal health coverage, with equity and inclusion recognized as “intermediary objectives” in most national health policies, plans and strategies [1]. Essential health service coverage and public health interventions improve the overall health status of affected populations, contributing to the prevention of outbreaks, mitigating risks and building community resilience to such hazards [2]. The COVID-19 pandemic, however, has laid bare the gaps in health systems strengthening efforts, and in turn preparedness for and resilience to health emergencies. The 2021 Sustainable Development Goals Report documents how progress towards health goals has been derailed, with 90% of countries reporting ongoing disruptions to essential health services and exacerbation of health inequalities [3]. There is also a growing body of evidence to demonstrate that COVID-19 disproportionately affects marginalized groups who face intersecting forms of discrimination based on age, gender, disability, ethnicity, or race, among other factors [4]. As such, inclusive health systems strengthening is a prerequisite for inclusive health emergency preparedness and response plans that reach everyone.
Disability is part of being human. Everybody is likely to experience difficulties in functioning at some point in their lives, particularly when growing older. According to the International Classification of Functioning, Disability and Health (ICF), disability is an umbrella term which describes how health conditions and impairments, in combination with a range of environmental and personal factors, can restrict the participation and activities of an individual in their community [5]. The Convention on the Rights of Persons with Disabilities (CRPD) further describes persons with disabilities as “those who have long-term physical, mental, intellectual or sensory impairments which in interaction with various barriers may hinder their full and effective participation in society on an equal basis with others” [6].
Even outside of times of crisis, persons with disabilities experience health inequities driven by unjust or unfair conditions, such as stigma and discrimination, poverty and poor living conditions, exclusion from education and employment, and barriers in accessing quality healthcare. For example, 37% of premature deaths among persons with intellectual disabilities have been linked to poor quality care compared to only 13% in the general population [7]. With an estimated 15% of the world’s population experiencing disability [8], efforts toward universal health coverage, promoting healthier populations, and ensuring protection in health emergencies will only be effective if the needs, priorities and contributions of persons with disabilities are considered.
This commentary will explore how lessons learned relating to disability inclusion in the COVID-19 pandemic can inform health systems strengthening, addressing underlying barriers to access and inclusion, and in turn improving preparedness and response in future health emergencies. It draws on preliminary findings relating to COVID-19 from a scoping review on disability inclusion in health emergencies being conducted for the upcoming Global Report on Health Equity for Persons with Disabilities by the World Health Organization. A total of 569 papers were identified through searches of academic databases, of which 242 were included in the wider health emergencies scoping review – 209 focused on the COVID-19 pandemic. Papers were included if they discussed key concepts relating to the impact of health emergencies on persons with disabilities, barriers to access and inclusion in emergency responses, and strategies to promote disability inclusion in these responses. Papers published over 10 years ago, as well as articles, conference abstracts and editorials which did not present substantial evidence relating to the experiences of persons with disabilities were excluded. While academic searches included all languages and countries, most papers which met inclusion criteria were in English (203 in English, four in Spanish, one in Russian and one in Portuguese) and presented research from high-income contexts. The academic literature search was supplemented with a search of grey literature, bringing forth another 85 publications relating to disability inclusion in the COVID-19 pandemic, including health emergency response plans, organizational research reports and recommendations from organizations of persons with disabilities.

How are persons with disabilities affected by the COVID-19 pandemic?
There is evidence that persons with disabilities are disproportionately affected by the COVID-19 pandemic. First, persons with disabilities may be at greater risk of contracting COVID-19 due to difficulties in maintaining physical distancing, implementing hygiene measures, and inaccessible public health information [9, 10]. While evidence of COVID-19 infection risk among the wider population of persons with disabilities is still inconclusive [11], some studies have found infection rates to be 4–5 times higher among those living in residential or long-term care facilities compared with the general population [12]. Furthermore, persons with disabilities living in low- and middle-income countries [9], and those living in humanitarian contexts [13] may lack access to appropriate water, sanitation and hygiene facilities and materials (e.g., water, soap, hand sanitizer), as well as personal protective equipment, such as masks.
Second, persons with disabilities have an increased risk of severe disease or death when infected due to potential underlying health conditions, and barriers in accessing appropriate and timely healthcare.1 Excess risk is more marked among women than men with disabilities [14] and persons with intellectual and developmental disabilities [15–19]. Evidence from the UK indicates that persons with intellectual disabilities are 4–5 times more likely to be admitted to hospital, and up to 8 times more likely to die from COVID-19 than those without an intellectual disability [16]. This group also faces greater risk at younger ages [15, 19, 20], and when living in residential facilities [15, 21]. Initial studies, again from the UK, also suggest that persons with intellectual disabilities are less likely to receive critical care interventions, despite having more severe symptoms on admission and similar rates of complications as COVID-19 patients without disabilities [22], raising concerns about discriminatory triage processes and unconscious bias among medical staff.
Third, persons with disabilities may face new or worsening health conditions as lockdowns, physical distancing requirements and prioritization of health services disrupt access to regular health check-ups, medication, assistive devices, psychosocial support, rehabilitation [9, 23, 24], as well as assistant and home support services [25], which are critical to their independence and autonomy. COVID-19 and the public health measures enacted have also added to the psychosocial stress experienced by persons with disabilities [9, 15, 23, 26–28], and there is a growing body of evidence about how isolation due to physical distancing and movement restrictions has exacerbated the risk of violence against persons with disabilities [9, 23, 29], especially women, girls, transgender and non-binary persons with disabilities [30, 31]. Lastly, already more likely to live in poverty [32], persons with disabilities are facing job losses, reduced household income, and in some countries, food insecurity during the COVID-19 pandemic [9, 24, 33], with some studies demonstrating greater economic impacts compared to those without disabilities [9, 23, 34, 35] – all of which are determinants of health and well-being.

How is disability inclusion considered in COVID-19 responses?
A range of strategies have been employed to promote disability inclusion in national COVID-19 responses. However, there is a lack of data and information on the outcomes of such strategies, who they reach and don’t reach, and their effectiveness. One of the most common approaches referenced in the literature is the production of public health information in multiple formats, including Easy-to-Read publications; the addition of audio descriptors, sign language and captions to audio-visual materials; and screen-reader accessible formats [36–39]. However, there are still gaps in ensuring these accessible materials are also available in multiple languages [36].
COVID-19 guidelines for persons with disabilities have been developed at a global level [13, 40–43] and in some countries [44–47]. However, they often fail to fully reflect the diversity of needs in the population of persons with disabilities; address the intersecting disadvantage faced due to gender, age or socioeconomic status; or include a plan for implementation and monitoring [47, 48].
There are examples of existing or new coordination mechanisms, which usually include a range of stakeholders, advising on and supporting disability inclusion in COVID-19 responses. For example, in Saudi Arabia and Jordan, already established mechanisms to support coordination between government bodies and non-governmental organizations, including organizations of persons with disabilities, played a role in: 1. Developing comprehensive communication strategies for persons with disabilities and their families about COVID-19 (e.g., educational channels on YouTube and seminars targeting persons with disabilities and their families with COVID-19 prevention information); 2. Engaging with Ministries of Health on disability inclusion (e.g., “issuing directives” on healthcare for persons with disabilities in Jordan, although specific details are lacking; and providing health reports in sign language in Saudi Arabia); and, 3. Adapting distance education approaches to ensure accessibility and reasonable accommodation for persons with disabilities (e.g., the adaptation of education curricula, examinations, and computerized educational programs) [49]. Similarly, in China there are reports of strengthening the “committee system of persons with disabilities”, as well as launching the “remote interactive decision-making system” whereby persons with disabilities can raise problems and difficulties directly with authorities and are consulted on solution development [50]. Non-governmental organizations and civil society have played a critical role identifying the injustices faced by persons with disabilities and influencing governments to act accordingly. One such example comes from the UK where voluntary organizations and care-givers challenged the use of the Clinical Frailty Scale2 to assess COVID-19 patients for escalation of medical treatment, because biased implementation may disadvantage persons with intellectual disabilities (among other groups) [51] – this directly led to the updating of clinical guidelines [52].

What are the gaps and opportunities to strengthen inclusion and equity in COVID-19 responses?
There are three priority areas where strengthening disability inclusion in COVID-19 responses and health systems strengthening intersect – 1. Data collection and analysis of health inequities among persons with disabilities; 2. Equitable access to new modalities and innovations, such as telehealth, which in turn increases access to information as well as wider healthcare services in an emergency; and 3. Inclusive decision-making processes – all of which would contribute to improved equity, accountability, and resilience of health systems before, during and after crises.
Expanding on the first area relating to data, there is a distinct gap in empirical evidence on the health inequities faced by persons with disabilities in low- to middle-income countries in the COVID-19 pandemic, and a need to strengthen disability data collection and analysis, not only to inform health emergency policies and programs, but also to feed into health systems strengthening efforts. For example, the Coronavirus Disability Survey (COV-DIS) has been used in the USA to assesses the impact of the COVID-19 pandemic on persons with disabilities in domains of general and psychological health, activities of daily living, financial resources, and information and transportation access [53, 54], with some authors suggesting that it “could help improve the evidence for ongoing response and recovery during this emergency” [9]. However, a more inclusive and intersectional approach could be to include disability as one of many variables considered in health emergency data collection, allowing for disaggregated analysis of the risks factors faced by different groups and informing responses accordingly [11]. These initiatives should link to existing health information and service data systems, including government health insurance schemes, to provide more comprehensive analyses of health equity [55] (Table 1).Table 1Disability inclusive health information and data 


	Disability data is essential for countries to be able to develop evidenced-based health policies to monitor the implementation of the CRPD [6] and to measure progress towards national targets, as well as to take stock of the challenges that remain unresolved. Historically, countries have used different methods to collect information and data about disability. It has been found, however, that the most effective and sensitive way of understanding disability is to ask questions about difficulties in undertaking specific activities like walking, seeing, or hearing, as well as barriers in the environment that may contribute to those limitations [56, 57].
The World Health Organization (WHO) has a long tradition of supporting countries to collect valid and reliable data on disability, developing a range of tools and resources grounded in the conceptual framework of the ICF. The Model Disability Survey (MDS) provides comprehensive information about the distribution of disability in a population as well as information about what environmental factors contribute to the experience of disability [58]. Similarly, the WHO Disability Assessment Schedule II (WHO-DAS II) is a valid and reliable instrument that measures individual’s level of functioning in six major life domains: 1. Cognition – understanding & communicating; 2. Mobility– moving & getting around; 3. Self-care– hygiene, dressing, eating & living alone; 4. Getting along– interacting with other people; 5. Life activities– domestic responsibilities, leisure, work & school; and, 6. Participation– joining in community activities [59]. Lastly, the new Functioning and Disability Disaggregation Tool (FDD11) (pending publication) can be used when the focus of the data collection is disaggregation by disability of the information collected by another survey.




Secondly, the COVID-19 pandemic has indirectly advanced the use of digital technology in all facets of life, including health, work, education, and social connection – these new practices and ways of working are likely to continue far beyond the COVID-19 crisis and will no doubt be a cornerstone in future pandemic responses. The increased uptake of telehealth has been suggested to provide “long-awaited opportunities for people with disabilities to receive evidence-based health care comfortably in their own homes” [60]. However, a range of intersectional factors, such as gender, age, socioeconomic status, and type of impairment (among others) makes this means that not all persons with disabilities benefit equally from these advancements. For example, in low- and middle-income countries this modality is less accessible, with low digital literacy, reduced access to devices, and poor and / or costly internet connections [9]. It is critical to upscale efforts to address the “digital divide” faced by different groups, including persons with disabilities [9, 61], women and girls [62], and those living in displacement and resource limited settings [63], not only to ensure equitable access to health services, but also to address structural inequality and the social determinants health. There are calls for a range of diverse persons with disabilities, including those with intellectual disabilities, to be directly involved in research into adaptive technology, so that we can learn more about their preferences, and what is most effective in terms of capacity development and implementation [51].
Third, inclusive decision-making systems are critical to effective pandemic prevention and guaranteeing the rights of persons with disabilities in pandemic responses [64]. Given the complexity of analysis and the diversity of strategies required, it is important to adopt “people-centered approaches” whereby persons with disabilities, family members, support services and health care providers play a central role in health emergency planning, working together to fully understand the consequences of proposed public health interventions and identify the needs of individuals with disabilities when implemented. Such an approach has the potential to better address both the direct and indirect impact of COVID-19 on persons with disabilities and can bring forth contextualized solutions which address environmental, personal and participation factors [65].
Addressing these gaps at a systems level, Jesus and colleagues [66] propose the PREparedness, RESponse and SySTemic transformation (PRE-RE-SyST) model with four levels of strategic action (including “simple rules”) to systematically integrate disability into health emergency preparedness and response: 1. Respond to prevent or reduce inequalities related to disability during a pandemic crisis; 2. Prepare ahead for pandemic and other crises responses; 3. Design systems and policies for a structural disability-inclusiveness; and, 4. Transform society’s cultural assumptions about disability. While this model is largely based on literature from high-income countries, it may serve as a starting point to guide governments, policymakers, and other stakeholders on disability-inclusive pandemic response planning, through health systems strengthening and by addressing social determinants and structural inequalities in the health sector.

Conclusions
In a health emergency, such as that related to COVID-19, actions to reduce infection, morbidity, and mortality due to the virus, may concurrently add new health risks and needs for different groups, such as persons with disabilities. People-centered approaches can support inclusive decision-making at multiple levels and are a vehicle to ensure that health emergency responses meet the needs of diverse groups, including sub-populations who may face added vulnerability, in the affected community. Health emergency programming needs to not only prevent, recognize and respond to disability disparities during a crisis, it also needs to address structural inequalities and transform cultural assumptions about disability, especially in preparedness and recovery efforts. Finally, the COVID-19 pandemic has brought forth an unprecedented engagement from the disability community in a health emergency – there is a wealth of experience and perspectives among persons with disabilities and their representative organizations that can and should be drawn on in knowledge-generation and policy development in health systems strengthening for effective health emergency responses.
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Footnotes
1Studies of mortality and morbidity among persons with disabilities infected with COVID-19 are mostly from high-income countries, such as the UK, USA, and Canada.

 

2A study by Festen and colleagues (2021) has demonstrated that the Clinical Frailty Scale incorrectly classified 74.9% of patients with intellectual disabilities as being too frail to have a good probability of survival. Source: Festen D, Josje S, Hilgenkamp T, Oppewal A. Determining frailty in people with intellectual disabilities during the COVID-19 pandemic. Journal of Applied Research in Intellectual Disabilities. 2021;34(5):1314–5.

 



OEBPS/navigation.xhtml

    
      Contents


      
        		Promoting equity in health emergencies through health systems strengthening: lessons learned from disability inclusion in the COVID-19 pandemic


      


    
    
      Landmarks


      
        		Body Matter


      


    
  

OEBPS/css/envelope.png





OEBPS/css/sidebar.gif





