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Introduction: Where were we now in relation to Dementia policy before the pandemic
The tremendous successes in public health and economic development that have enabled people all over the world to live longer livesand, while this has many benefits, it  also requiress countries to adapt their social protection, health and  and long-term services and supports (LTSS) systems, as well as their labor markets, housing, and urban planning to the implications of an increasingly older population. While there are a multitude of benefits stemming from these demographic changes, another implication of increased human longevityOne implication is is a much larger number of people living with Alzheimer’s Disease and related dementias (ADRD). Worldwide it is estimated there are more than 57 million people are currently living with ADRDdementia, and that by 2050 that number will rise to nearly 153 million (GBD 2019 Dementia Forecasting Collaborators, 2022). This increase in ADRD has been recognized as a global challenge and, in response, in 2017 the World Health Assembly adopted the Global Action Plan on Dementia (World Health OrganizationWHO, 2017). 
Several countries have adopted national dementia plans (NDPs) in recent years to coordinate efforts across different government departments and levels along with non-governmental stakeholders to bring about policy change that enhances the prevention, treatment, and care of people living with dementia and their care partners (World Health OrganizationWHO, 20178). The Global Action Plan on Dementia included the ambitious goal of reaching 146 countries with a National Dementia Plan by 2025. Only 40 national dementia plans were in place globally at the time of writing (ADI, n.d.). While the adoption of these plans is undoubtedly important, by signaling commitment and setting out plans for a coordinated response to dementia, the implementation and resourcing of the aspirations contained within the national plans often also requires other major reforms to the health and LTSS, social protection, and health systems of countries.
[bookmark: _Hlk98277549]The importance of tackling some of these reforms has been brought to the forefront of public discourse across the globe during the SARS-COV-2 (COVID-19) pandemic. The multiple impacts of the COVID-19 pandemic on people living with dementia and their care partners has exacerbated many deeply embedded inequities and challenges to dementia care around the world. Further, pPeople living with ADRD dementia are at a heightened risk of poor outcomes after contracting COVID-19 (Tahira, Verjovski-Almeida & Ferreira, 2021) and account for a. A disproportionate share of all COVID-19 cases and deaths  have been amongst people living with dementia (Suarez-Gonzalez et al., 2020; Gilstrap et al., 2022). Throughout the pandemic, dementia care partners have also shouldered bigger burdens due to reduced supports and increased isolation resulting in part from curtailed  access to  typical sources of care and support and some from the unintended effects of infection avoidance practices and policies (Giebel et al., 2020;  and Carbone et al., 2021). 	Comment by Karen Jung: Quote 1
	The COVID-19 pandemic also has , quite justifiably, diverted the attention of governments, in particular the very governmental departments and ministries that would usually be involved in developing and implementing dementia-relevant policies and programs. This reduced focus and attention has resulted in disruptions in policypolicy making and implementation  processes and the postponement or shelving of many longer-term reforms (ADI, 2021). With the negative impacts of the pandemic and the emergence of disease modifying therapies (e.g., Aducanumab) onto the policy agenda Indeed, , in an effort to re-focus it the important work, it is even is more important than ever to take stock and consider  policies that have a positive impact on the care and support of people living with dementia and their care partners moving forward. In the following sections, we consider what can and should be learned from the impacts of the pandemic on people living with dementia and their family care partners, and how these lessons these impacts should incan  turn impact shape national dementia-relevant policies and planning efforts. We use the World Health Organization’s (WHO) Global Action Plan on Dementia’s seven action areas to structure the discussion of these considerations (WHO, 20178). 

Dementia as a public health priority and impacts on human rights
Progress in the development and implementation of National Dementia Plans (NDP), or key reforms to support their implementation, has stalled during the pandemic. In England, for example, the equivalent of the National Dementia plan only covered the time frame ofperiod 2015-2020 (Department of HealthDoH, 2015), and at the time of writing, it has not yet been updated. Similarly, the implementation of key reforms to the LTSS financing system that had been initially adopted in 2015 but then postponed have now beenare now announced to take place from October 2023 (Department of Health and Social CareDoHSC, 2022). The case of England is a clear example of delayed advancements in needed dementia-related policy reforms during the pandemic.  
[bookmark: _Hlk98274390]The COVID-19 pandemic has also demonstrated systemic weaknesses in the mechanisms to how easily the protect the human rights of people living with dementia  have been disregarded (and, more broadly,  the rights of people living with disabilities and older people) , as well as the rights of their care partners (Suarez-Gonzalez et al., 2020). The The United Nations Convention on the Rights of Persons with Disabilities (CRPD) includes the  includes the rights to equal legal capacity, expression of will and preferences, the right to be safeguarded against undue influence and abuse, the rights to liberty and security of the person, to live independently, a respect for privacy, respect for home and family and relationships, and right to the highest attainable standard of health without discrimination (United NationsUN, n.d). As highlighted by Peisah et al., (2020) note, the human rights under the CRPD and other human rights treaties had not been adequately implemented in many LTSS settings prior to the pandemic. 	Comment by CFX: This rest of section might be condensed to read “not only has planning stopped but so too have protections”	Comment by W D: These paragraphs have been condensed.  
Suarez-Gonzalez et al., (2020) provide several specific an overview of international examples of discrimination in access to health care based on a dementia diagnosis or residence place of residence in being a LTSS facility (for example, in Italy, see Perobelli and Notarnicola, 2022). For example, prolonged restrictions on visiting have impacted the right to , to the lack of respect for their rights to expression of will and, family life for those living in LTSS facilities, and measures have often resulted in lack of respect for their rights to expression of will (Knapp et al., 2021). Countries should review the mechanisms  in place to ensure the rights of people living with dementia and other people living with disabilities are protected, and not just during public health emergencies.
Research from the United Kingdom (UK) has also shown that the key legal mechanisms in place to protect the human rights of people living with severe cognitive impairment in LTSS settings did not operate particularly well during the pandemic. Care professionals often found there was little clarity on whether the public health and infection control guidance put in place should supersede, or not, the legal framework that protects the rights of residents who lack mental capacity (Kuylen et al., 2022).
Restrictions on visitations put in place to prevent the spread of infection also brought with them tensions between the rights of residents and their families and public health measures, in most countries there were blanket bans on visiting in the earlier part of the pandemic and gradually rights to visit (at least for nominated “essential caregivers”) were restored. However, in most countries there are no legal mechanisms to ensure that visits happen, with decisions being at the discretion of individual care providers (Low et al, 2021). An exception to this is the Netherlands, where legislation was passed to guarantee the right to having visitors (Comas-Herrera et al., 2022).
The pandemic has demonstrated just how important it is to have legal mechanisms in place to ensure that the rights of people living with dementia and other people living with disabilities are protected during public health emergencies. Policymaking could look to examples such as from the Netherlands to establish mechanisms that can ensure people living in facilities retain a say in their day-to-day lives.


Dementia Awareness and Friendliness	Comment by CFX: Remove for length 	Comment by W D: We have removed this section. 
It is well documented that the initial policy responses to the pandemic largely neglected LTSS, both in the community and in facilities, resulting in delays in access to testing, personal protection equipment and medical care, supplies and equipment, with tragic consequences. Often responsibility for the COVID-19 response and guidance provided was largely up to local or regional governments such as in Germany and the United States (Dawson et al., 2020; Dawson et al., 2021; Van Houtven et al., 2021). Even when guidance was issued for LTSS facilities, not enough consideration was afforded to the unintended consequences of protective measures such as isolation in bedrooms, mask wearing, or visitation restrictions on people living with more advanced stages of dementia. This meant that protective measures could not always be properly implemented, and staff were morally conflicted due to the distress caused to residents when they tried to adhere to guidance (Kuylen et al., 2022, Iaboni et al., 2022). Increases in distressed behaviors, depression, and anxiety among people living with dementia residing in LTSS settings have been attributed to these measures (El Haj et al, 2020; Leontjevas et al., 2021; Smaling et al, 2022). 



Dementia Risk Reduction Approaches 
[bookmark: _Hlk98277086]Early evidence suggests tThe pandemic has also increased the potential risk of developing dementia. Reduced exercise and increased sedentary behaviors, less cognitive stimulation, poor mental health, and the worselack of monitoring of other chronic co-occurring health conditions (e.g., diabetes mellitus) that in turn increase the risk of developing dementia have all been documented during the pandemic (Stockwell et al., 2021; Sepúlveda-Loyola et al., 2020; OECD, 2021; Suarez-Gonzalez et al., 2021). The risks to brain health and of dementia may also increase due to impacts of COVID-19 infection itself (Daroische, 2021;, ). The heightened risk for dementia posed by COVID-19 may take years to fully determine. However, cognitive impairment post-COVID-19 infection may last for several months post-recovery (Becker et al., 2021)., ). Further, as many as 82% of all people with COVID-19 experienced some form of neurological issue – albeit these were often temporary (Liotta et al., 2020). The need to revisit double efforts to support dementia risk reduction strategies by governments  along in partnership with key stakeholders is clearer than ever. 	Comment by CFX: This might be tied in to earlier statements about the mortality among persons with dementia …again, reduce for length 	Comment by W D: We have condensed this section for length.  

Diagnosis, Treatment, Care and Support
The continuum of care for people living with ADRD dementia was significantly impacted by the pandemic. Early detection of dementiaADRD has been identified as a global public health priority as it allows for better care planning and care managementand management as well as along with the potential for individuals to receive disease modifying treatments when there may still be an opportunity to modify the course of the disease, before irreversible damage takes place. Yet, much health care utilization declined during the pandemic as in-person visits were canceled or avoided. There is evidence of reduction in the dementia diagnostic rate from England (Office for Health Improvement & Disparities, 2021). Another pandemic-induced outcome was increased use of psychotropics among people living with dementia in LTSS settings in Canada and the UK (Stall et al., 2020; Howards, Burns & Schneider et al., 2020). These findings speak to the pandemic’s negative impacts on the mental health of people living with dementia. and run counter to efforts to reduce the inappropriate use of psychotropics for this population. 
There is evidence of robust care approaches that were working well prior to the pandemic that wwere able to pivot in response to the pandemic such as tto support people once the pandemic began such as the Care Ecosystem model where care support workers were able to support care partners of people with dementia  by adapting to providing care in new ways (Merrilees et al., 2022). Another example is tThe Green House model, a well-established approach to smaller group housing, which g, also appeared to fared well better than larger facilities during the pandemic with evidence suggesting these settings saw fewer cases and deaths from COVID-19 (Zimmerman et al., 2021). Innovative approaches to dementia care should be encouraged and supported by policymakers. General workforce measures are also needed to support living wages, working conditions, and paid time off.  

Dementia Care Workforce
The many challenges confronting the dementia care workforce, particularly those working in long-term care, have been well documented for years (Van Houtven et al., 2021, OECD, 2020). All too often care is provided in unsatisfactory working conditions with low pay for physically and emotionally challenging work (OECD, 2020, Lückenbach et al., 2021). In order to achieve a living wage, many workers in this sector worldwide may need to work for multiple employers and facilities (Reed et al., 2022). The working conditions of staff in LTSS settings were shown to have a negative impact on the ability of LTSS facilities to prevent COVID-19 infections, as studies showed that care staff working in multiple settings were contributing to spreading infections (McMichael et al., 2020, Ladhani et al., 2020) and that lack of sick pay was putting care staff with a dilemma of working while infected with COVID-19 and potentially putting their clients at-risk, or not having enough resources for living (Barnett and Grabowski, 2020). 
To mitigate the risk of workers taking to infection to different facilities many countries introduced “single site orders”, which further exacerbated workforce shortages and may have affected workers earnings (Reed et al., 2022). The pandemic also exacerbated the precarious situation of migrant workers, particularly those providing live-in care (Giordano., 2020; Kuhlmann et al., 2020). In addition to the financial impacts and the risk of COVID-19 infections, there is significant evidence of negative mental health impacts on the LTSS workforce (Gray et al., 2021), with some studies showing that staff working with people with severe dementia in nursing homes experienced moral injury and distress due to the negative impacts of the public health measures on the people they supported (Brady et al., 2021, Iaboni et al., 2022). Supporting the dementia care workforce across the continuum of care settings by ensuring pay that provides a living wage and good working conditions are essential to ensuring a functioning dementia care system across countries. 

Technology and Dementia 
The use ofUsing technology to support and care for people living with dementia was already gaining interest prior to the pandemic toas a way to expand access to care (Astell et al., 2017; Lindauer et al., 2017). During the pandemic , however, it is unsurprising that technology has been played a major role and more widely embraced as a way to deliver services from a distance given the challenges of in-person care or supports. Technology became a primary way to facilitate communication between people living in LTSS settings and their familiesy members, although . While this may work well in many cases, this approach can althere is strong evidence this did not work well for people with more advanced dementia so pose challenging for people living with dementia as some evidence points to increased difficulties in recognizing conversation partners on virtual formats (Comas-Herrera et al., 20221). Further, while the use of telehealth services to provide medical care to provide care exploded, it also encountered challenges with reimbursement and accessibility, particularly for individuals without internet or smartphone connectivity. 
There have also been  examples of adaptation of therapeutic interventions for people living with dementia to virtual formats, for example, an international pilot of virtual Cognitive Stimulation Therapy (Perkins et al., 2022) and the use of using technology to provide remote access to music therapy and low-impact exercise (Chirico et al., 2022). 
TNonetheless, technology will likely playcan be expected to have an ever-increasing role in all  dementia service provision going forward, allowing  including dementia care. Technology can be a tool that can allow greater independence and expanding the types of services and interventions available to people living with dementia and their care partners. Further, while the use of telehealth services to provide medical care  exploded, there were also challenges with accessibility, particularly for individuals without internet or smartphone access.  Public policies must adapt to this changing landscape to ensure equity in access and mitigate barriers to utilization.  

Support for Dementia Care Partners 	
The prolonged course and intensity of dementia coupled with the behavioral and psychological symptoms of dementia (BPSD) (e.g., depression, irritability, agitation, anxiety) that up toas many as 97% of peoplersons living with dementia experience, result in heavy care demands for family care partners (Kolanowski et al., 2017; Steinberg et al., 2008). Typically, the care provided by family care partners is unpaid and unsupported by governmental policy or programs. This is particularly acute in regions of the world such as Latin AmericaLow and Middle-Income Countries  where the availability of formal care availability is often limited and the burden on family care partners burdens are is high (Ibáñez et al., 2021;Comas-Herrera et al., 2020). 
While the burdens of care partners burdens increased during the pandemic (Muldrew, Fee & Coates, 2021), the evidence suggests that policy efforts to support care partners generally received less attention than that of health care workers and or paid care partners in congregate care settings (Lorenz-Dant & Comas-Herrera, 2021). Some An exceptions to this include  is Germany where financial support to family care partners was provided including through included paid leave to carry outprovide caregiving activities (Ibid, 2021). The need to support family care partners will continue to be a growing priority long after the pandemic. Policymakers around the world must should make the support of care partners a top priority. 



Information systems for dementia	Comment by CFX: This seems like another example of something that wasn’t great before COVID only became worse as part of covid…maybe align with other similar efforts such as workforce or lack of planning.
Robust information systems that track dementiaADRD are limited or nonexistent in most countries, but are needed to support the entire continuum of dementia care from identifying people at-risk for dementia to tracking and monitoring care provided across health systems. SThe systems that do exist are often insufficient. TAll too often, the health and LTSS systems are siloed and there is too little connection or formal information sharing between them. This is a major barrier to better care and outcomes for people living with dementiaADRD. The pandemic further highlighted the problems the a lack of information sharing created in care and in the ability of providers to respond to the public health crisis. Policy structures must view approach these systems as part of the same continuum rather than siloed.  

Dementia Research and Innovation
[bookmark: _Hlk97592224]Both the United States and Europe have provided considerable focus on investment in research for a cure or treatment for Alzheimer’s disease. The emergence of Aducanumab has ushered in an era where the possibility of other therapies to treat ADRD may be developed in the years ahead. The U.S. Food and Drug Administration (FDA) made the controversial decision to approve Aducanumab in 2021 (Steinbrook, 2021). There are, however, many questions about the efficacy, cost, and equity of this treatment (Synnott et al., 2021). Meanwhile, the European Medicines Agency (EMA) rejected authorization of Aducanumab (Mahase, 2021). Despite approval by the FDA, the U.S. Centers for Medicare & Medicaid Services (CMS) decided to only cover the costs of Aducanumab for people who are enrolled in clinical trials (Cubanski and Neuman, 2022). Despite the uncertainty created by these varying regulatory decisions, it is likely other therapies will become available in the years ahead. Policymakers must be prepared to address costs and access given a high likelihood of public demand for these treatments once available. 
While some aspects of research may have faced increased barriers during the pandemic, an increased interest in research on improving care can be a positive legacy of the pandemic. The new global interest in research on dementia care must continue after the pandemic. 

Summary and Conclusions
[bookmark: _Hlk97890796]The COVID-19 pandemic has brought multiple, deeply embedded structural problems in the care of people living with dementiaADRD to the forefront. The difficulties in implementing the public health measures intended to protect people from COVID-19 infection demonstrate the need to have mechanisms in place to monitor human rights of people living with dementiaADRD. At the same timeSimultaneouslyConcurrently, some innovative care models and the use of technology have shown promise over the past couple of years and will continue to offer opportunities to provide better dementia care in a post-pandemic world. In order tTo advance better dementia care and support, bothealth care and h LTSS system-level reforms and dementia-specific public policies are needed. A heightened global awareness of dementia, LTSS system issues, and an increased interest in research related to dementia care may be a positive legacy of the pandemic and can contribute to new momentum for the types of policy changes that are needed globally. 	Comment by Karen Jung: Quote 2
[bookmark: _GoBack]To ensure continued momentum for addressing the challenges outlined in this paper, and in restoring levels of care that may have been lost during the pandemic, national and international policy efforts should focus on tangible ways to strengthen and sustain the dementia care continuum. Several global and cross-national efforts to that can better support the dementia continuum are increasingly already taking place. The WHO’s increased focus on dementia as a priority as well as along with their Framework for Countries to Achieve an Integrated Continuum of Long-Term Care (WHO, 2021), which offers guidance to nations for enhancing their LTSS systems, are prime examples of these efforts (OECD, 2021). Initiatives such as the OECD’s Neuroscience-Inspired Policy Initiative (NIPI), which draws on the frameworks of brain health diplomacy and brain capital (Dawson et al., 2020; Ibáñez et al., 2021; Eyre et al., 2020; Smith et al., 20210) are also opportunities for further momentum. Additionally, the International Long-Term Care Policy Network’s LTCcovid.org was developed to provide rapid evidence review and policy analysis to inform LTSS systems including the care for people living with dementiaADRD care. Other innovative global dementia initiatives and organizations predate the pandemic including such as the Davos Alzheimer’s Collaborative (DAC), Alzheimer’s Disease International (ADI), Latin American Brain Health Institute (BrainLat), Global Brain Health Institute (GBHI), International Research Network on Dementia Prevention (IRNDP), World Dementia Council, and Strengthening Responses to Dementia in Developing Countries (STRiDE); these multi-national collaborations are essential resources to support dementia policy development and implementation that appeart to have stalled during the pandemic including national dementia plans.  
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