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Summary

The present report, submitted pursuant to Human Rights Council resolution 49/12, examines good practices of support systems enabling community inclusion of persons with disabilities.

The report, which expands on the previous report mandated by the Council in resolution 49/12, provides examples of good practices for gender-responsive and disability-inclusive support and care systems and identifies key policy areas enabling persons with disabilities to live independently in their communities.



I. Mandate and scope

1. In its resolution 49/12, the Human Rights Council requested the Office of the United Nations High Commissioner for Human Rights (OHCHR) to prepare a thematic study on good practices of support systems that enable community inclusion of persons with disabilities.1 The present report builds on a previous report on support and care systems for persons with disabilities.2

2. The report is informed by contributions from Member States and other relevant stakeholders, including regional organizations, civil society organizations, organizations of persons with disabilities and national human rights institutions, all of which are posted online.3 In addition, OHCHR conducted online consultations from 28 September to 6 October 2023, involving civil society representatives from 27 countries from different regions and diverse demographic groups.

3. In the report, OHCHR reiterates the importance of adopting a disability rights-based approach to support and care. Relevant aspects of the previous report, addressing emerging conversations and new developments, are presented in chapter II; a diverse array of good practices of support and care systems are presented in chapters III and IV; and recommendations to assist States in developing comprehensive support and care systems to enable persons with disabilities to live independently and to ensure their inclusion in the community are presented in chapter V.



II. Support systems to ensure community inclusion of persons with disabilities


A. Disability rights-based approach to community support

4. Human rights-based support and care systems are necessary preconditions for persons with disabilities to live independently in their communities with autonomy, choice and control. These systems include a network of services, people and products that enable persons with disabilities to carry out activities of daily living and to actively participate in their communities.4 When such systems are both gender and age-responsive, they also help reduce gender inequalities and ageism.

5. The human rights-based approach to support and care represents a transformative departure from traditional care models. Aligned with the human rights-based model of disability, it emphasizes the importance of the agency and autonomy of persons with disabilities. In contrast, traditional care models portray care recipients as dependent and passive, stripping them of the agency to control and direct the care and support they receive, leading to economic disempowerment, segregation, isolation and loss of autonomy.

6. The human rights-based approach to support and care actively challenges and combats stereotypes related to care roles and gender assumptions. It endeavours to distribute responsibilities equitably among different actors, men, women, families, communities and the State.5 Further, the human rights-based approach contributes to advancing the rights and opportunities of women and girls, including those with disabilities who receive support, to preventing violence and to promoting gender equality. Support and care systems based on human rights promote more inclusive societies that are better prepared to ensure resilience and sustainability for current and future generations.

7. Access to appropriate support and care systems is embedded in international human rights instruments, including for persons with disabilities.6 Within the disability context, the term “support” is a cross-cutting obligation under the Convention on the Rights of Persons with Disabilities.7 It can be provided in various forms, including but not limited to human support.8 This can encompass informal support, such as unpaid care and support work, primarily from families and personal networks of persons with disabilities;9 formal support, provided through support services and support workers (for example, professional personal assistants, sign language interpreters and domestic care workers);10 or through products (for example, assistive products and new technologies).

8. Children’s evolving capacities, which are acknowledged in international human rights law, transition from care dependency in early childhood to gained control over the support they receive in youth and adulthood.11 Working-age adults and older persons with disabilities possess full agency and require support, not “care-dependency” approaches.12 Thus, the Convention on the Rights of Persons with Disabilities refers to “care” solely in relation to children or as a part of the terms “health care” and “respite care”, where “care” does not mean support for adults with disabilities.13 States must ensure that support and care systems fully observe their obligations under international human rights law, including the Convention on the Rights of Persons with Disabilities and its principles of dignity and autonomy. Their compliance entails understanding the nuances of agency across the life cycle of persons with disabilities.

9. The Human Rights Council has adopted a number of resolutions related to support and care.14 In addition, the Special Rapporteur on the rights of persons with disabilities has addressed the importance of support systems15 and outlined recommendations to advance the transformation of care and support services for persons with disabilities.16 Support and care systems are pivotal for achieving of a number of the Sustainable Development Goals for the estimated 1.3 billion people with disabilities, who comprise 16 per cent of the world’s population.17 Those systems also have the potential to reduce poverty and to implement target 5.4, in compliance with the Convention on the Rights of Persons with Disabilities, by contributing to the reduction of unpaid care work.18 Further, human rights-based support and care systems are critical to strengthen resilience, including in the context of climate change and conflicts.

10. Current calls for the transformation of care systems need to embrace age, disability and gender-responsive and rights-based models.19 Conceptual frameworks focused on the so-called “right to care” and its three dimensions – the right to provide care, the right to receive care and the right to self-care – provide a good platform for disability inclusion. The 5R framework proposed by the United Nations Entity for Gender Equality and the Empowerment of Women (UN-Women), which calls for “recognizing”, “reducing”, “redistributing”, “rewarding” and “representing”, can safeguard and promote care and support workers’ rights and contribute to disability inclusion. Policies addressing “time-for-care”, “cash-for-care” and the substitution of care and support through services, if rooted in the human rights-based model of disability, can contribute to ensuring agency, choice and control.20

11. It is imperative that the following key measures be put in place for comprehensive human-rights based support and care systems that are age, disability and gender-responsive:21 (a) good governance, which is fundamental, entails establishing adequate legal, policy and institutional and administrative frameworks, including disability assessments, for support and care, as well as ensuring the meaningful involvement of persons with disabilities, through their representative organizations, in the design, implementation, monitoring and evaluation of support and care systems; (b) an accurate assessment of support and care needs through the enhancement of information and knowledge management and data-collection efforts; (c) the development of comprehensive social protection systems that address disability-related extra costs, including direct expenses, for example, the purchase of assistive technology, paying for accessible transport and housing, and indirect costs arising from reduced earning capacity owing to limited access to education and employment opportunities; (d) cultivating a skilled and diverse support and care workforce for quality support services, including for those providing unpaid care and support; (e) increasing human rights-based investment in support and care through diverse funding mechanisms, such as taxation, public and private insurance schemes, and direct subsidies to service providers and users, as well as and international cooperation.



B. New developments towards rights-based support and care models

12. Since the presentation of the previous report mandated by the Human Rights Council in its resolution 49/12, there have been a number of developments in relation to support and care systems. In 2022, the Committee on the Rights of Persons with Disabilities adopted its Guidelines on deinstitutionalization, including in emergencies, to guide and support States in their efforts to realize the right of persons with disabilities to live independently and be included in the community.22 In the Guidelines, the Committee addressed the issue of the institutionalization of persons with disabilities and outlined the elements of rights-based support and care systems.23

13. In 2023, the annual debate of the Human Rights Council on the rights of persons with disabilities focused on the theme “Support systems to ensure community inclusion of persons with disabilities, including as a means of building forward better after the coronavirus disease (COVID-19) pandemic”.24 On 24 July 2023, the General Assembly adopted resolution 77/317, designating 29 October as the International Day of Care and Support. On 29 September 2023, the Assembly adopted resolution 78/1, containing the Political Declaration of the High-Level Political Forum on Sustainable Development, taking note with appreciation of the Global Accelerator on Jobs and Social Protection for Just Transitions, which includes the care economy as a thematic pillar and commits to ensuring that persons with disabilities actively participate in and equally benefit from sustainable development efforts.25 On 11 October 2023, the Human Rights Council adopted resolution 54/6, entitled “Centrality of care and support from a human rights perspective”, which recognizes the rights of persons with disabilities in the context of support and care systems.

14. Recent developments have triggered discussions and raised some concerns among organizations of persons with disabilities, expressed publicly and in consultations held for the present report, about the care economy.26 First, the use of term “care” remains problematic in the view of persons with disabilities as it is perceived as being aligned with traditional care models.27 Second, there is concern that the care economy agenda is driven by caregivers, with minimal involvement of persons with disabilities, and that recognizing caregivers’ rights could sideline the voices of rights-holders with disabilities.28 Third, there is concern that mobilizing resources for care systems without a disability perspective risks sustaining segregation and exclusion.




III. Good practices of support and care systems

15. Identifying support and care systems best practices remains a challenge owing to a lack of information and data. Community support practices, often informal, are underrepresented in peer-reviewed literature.29 In addition, available data stem predominantly from the Global North. Further investment and progress in identifying, researching and sharing good practices is crucial, in particular in low- and middle-income countries, including through support through international cooperation and South-South cooperation.

16. The examples presented herein showcase positive developments. At the same time, they illustrate that such developments frequently exist in isolation, as ad hoc solutions, since cohesive systems to address the diverse needs of persons with disabilities are not in place. Consultations held by OHCHR revealed that many countries lack comprehensive solutions across all pillars of support systems, particularly in rural areas. Participants in the consultations raised concerns about linking traditional care programmes and practices with the Convention on the Rights of Persons with Disabilities, which could potentially legitimize them.


A. Social protection


Cash transfers

17. Cash transfers can play a critical role in ensuring that persons with disabilities have access to the support and care they require throughout their life cycle. Depending on their design, cash transfers can help offset the disability-related extra costs incurred by persons with disabilities and their families. However, globally, access to cash transfers remains limited. The International Labour Organization (ILO) estimates that only 33.5 per cent of persons with disabilities worldwide receive some form of disability benefit, with higher coverage in high-income countries (85.6 per cent) compared to low- and middle-income countries (11.3 per cent).30

18. Countries have introduced different types of cash benefits to support persons with disabilities. Contributory schemes, such as disability pensions and “invalidity” pensions, predominantly serve as a form of income replacement for persons with disabilities. However, in many low- and middle-income countries, a significant share of persons with disabilities, especially women, are either unemployed or engaged in informal work, preventing them from making formal contributions to such schemes. To address this shortfall, several countries have established non-contributory schemes, such as disability allowances, child disability benefits, third person support benefits and conditional cash transfers.31

19. According to ILO estimates, 22.9 per cent of persons with disabilities worldwide are legally covered by non-contributory disability schemes.32 In many countries, means-testing is common and benefits rarely cover disability-related extra costs, let alone ensure basic income security.33 In addition, when determining eligibility, the scheme does not count disability allowances as part of income in its means-testing procedure.34 In Brazil, the inclusion benefit takes the form of cash assistance provided to persons with disabilities who join the workforce, helping to offset additional expenses. In North Macedonia, the means-tested guaranteed minimum assistance scheme offers a higher equivalence scale for households with members with disabilities.

20. Both contributory and non-contributory schemes often require that persons with disabilities be declared “incapable of working” as a condition for eligibility. However, some countries, including Georgia, Mauritius, Namibia, Nepal, Thailand and Uruguay, have introduced cash-benefit programmes that do not require such a declaration,35 and thus does not force working-age individuals with disabilities to make a choice between receiving disability benefits and working, thus promoting their agency.36 Meanwhile, some countries and civil society organizations have employed cash-plus programming, which combines cash benefits with additional services or components, such as psychosocial support, information and in-kind transfers.37



Assistive technology

21. Access to assistive technology, products and services is essential for the full inclusion and effective participation of persons with disabilities. Assistive technologies, such as wheelchairs, prostheses, hearing aids and screen readers, play a crucial role in the design of support systems because they help reduce the need for human support, including unpaid care work. One in three people (more than 2.5 billion people) worldwide need at least one assistive product, yet access remains limited, especially in low- and middle-income countries.38 Generally, women access assistive products less frequently than men because of financial and cultural factors, although this varies by country.39 In addition, in several countries there is evidence of limited system preparedness, for example, poor service provision coverage, insufficiently trained human resources for the provision of assistive technology provision and a lack of awareness among the public, policymakers and professionals regarding the extensive array of assistive products and their benefits.40 While access to assistive technology remains a major challenge, a study found that the cost of assistive technology is increasingly being covered through health insurance in a number of low- and middle-income countries, for example in the Philippines and the Sudan.41

22. In recognition of the significance of assistive technology, several global initiatives have been launched. In 2014, the World Health Organization (WHO) launched the Global Cooperation on Assistive Technology, an ongoing initiative to assist countries to improve access to assistive technology through universal health coverage. In addition, WHO has developed several tools to guide countries in formulating national policies and programmes on assistive technology, including a system-level capacity assessment tool, a list of priority assistive devices and a global guide on specifications for assistive technology. Since the Global Disability Summit in 2018, assistive technologies have received increased attention. For example, UNICEF is making strides to ensure assistive technologies and disability-inclusive supplies are available and accessible worldwide, introducing new assistive products to programmes and leading global advocacy efforts.42 While other initiatives, such as the ATscale global partnership for assistive technology and AT2030, are forging global partnerships to cultivate and influence markets, while also supporting the scaling of new products and service delivery models,43 addressing market segmentation in the assistive products industry remains a challenge.44



Concessions

23. Concessions, including tax exemptions, fee waivers, discounts and subsidies, can help alleviate the added financial strain experienced by persons with disabilities.45 Concessions have been provided in various fields, including transportation (for example, free transportation, reduction in fees and concessions on car imports), health care (for example, tax credits on medical costs and assistive devices), education (for example, scholarships and tuition fee waivers), arts and leisure (for example, free admission to museums, parks and sports events) and utilities (for example, subsidies on electricity and mobile phones).46 Such concessions provide a cost-effective way to enhance societal participation and improve access to services and essential goods, especially in countries where cash transfers do not adequately address basic household and disability-specific needs or where persons with disabilities are ineligible for other benefit schemes. However, concessions should complement cash transfers, not replace them, as they may not address all support needs and often favour those with greater resources, which could lead to discriminatory treatment.47




B. Human support


Unpaid support

24. Much of the human support provided to persons with disabilities, such as personal assistance, sign language interpretation and guide interpretation, is unpaid and predominantly performed by family members and relatives, mainly women and girls.48 This type of support work is frequently referred to as unpaid care, informal care or family care. For example, a recent analysis in Latin American countries indicated that between 76.1 per cent and 94.4 per cent of persons with disabilities who received support did so mainly from a family member.49 Additionally, between 89.7 per cent and 95.6 per cent of adults with disabilities reported receiving unpaid support.50

25. In certain contexts, the widespread reliance on family support is deeply rooted in cultural norms and values.51 Families are expected to be the primary providers of support and care and seeking external assistance may not be culturally acceptable. This reinforces the pressure placed on family members, in particular women and girls, but also curtails the choices of those receiving support.

26. Although data is limited, available information from the United States of America suggests that the prevalence of disability among caregivers, who are predominantly women, is higher than among the general population.52 Caregivers with disabilities are reportedly more likely to experience physical, emotional and financial difficulties associated with caregiving, as well as negative employment-related impacts, compared to those without disabilities.53 In addition, younger caregivers with disabilities experience heightened health and economic disparities compared to both older caregivers with disabilities and younger caregivers without disabilities.54 These challenges are exacerbated by societal gender norms, as women caregivers with disabilities often grapple with ableist stereotypes, forcing them to adopt strategies to avoid discrimination, adding significant emotional and physical stress to their lives.55

27. Several countries have introduced cash benefits to support those providing informal support and care. Those benefits are designed to contribute to household budgets, offset the cost of support and care and compensate for any potential loss of income.56 Such benefits can take the form of cash-for-care benefits, carer allowances or vouchers that allow parents to purchase support and care services.57 While most countries offering such benefits to informal carers are high-income nations, similar schemes have also been adopted in Member States, including Egypt, Mauritius, Mongolia and South Africa, as well as in the Cook Islands.58

28. In addition, a few countries have rolled out programmes and initiatives to provide advice, information and training to families on supporting persons with disabilities. For example, in 90 municipalities in Chile as well as in Bogotá, newly established local care networks provide services, support and training to caregivers.59 In Lithuania, specific assistance is provided to families of young children with disabilities.60 Many countries, including Angola, Portugal and Trinidad and Tobago, have also enacted legislation promoting family-friendly working arrangements, such as extended parental leaves and flexible work arrangements, in order to better provide for family members and carers assisting persons with disabilities.61

29. Community-based support networks are crucial for fostering community inclusion of persons with disabilities, especially in places where formal support might be lacking. Peer support, rooted in shared lived experiences, has proven instrumental in this regard. In a number of countries, including Brazil, Costa Rica, Germany, Indonesia, Japan, Malawi and Viet Nam, organizations of persons with disabilities have spearheaded initiatives such as independent living programmes and centres, which facilitate support and services for community living.62 Similarly, civil society organizations worldwide have rolled out peer-support groups, circles of support, self-advocacy programmes and other support networks where people can exchange knowledge, experiences and strategies and give each other support on a reciprocal basis, including in crises.63

30. In many low- and middle-income countries, community-based rehabilitation and community-based inclusive development programmes play an important role in facilitating community support for persons with disabilities and their families.64 Often led by civil society organizations, such programmes not only assist persons with disabilities across various domains, including human support, but also take on a coordinating role, helping individuals to liaise with organizations of persons with disabilities, service providers and government agencies. For example, in Nicaragua, community-based inclusive development is a national policy that is implemented in collaboration with civil society organizations, including organizations of persons with disabilities.65 Community-based inclusive development programmes have helped to increase awareness about the rights of persons with disabilities and to strengthen the capacity of families to provide better support, in particular for girls and boys with disabilities.66



Paid support

31. Support and care workers often face challenging conditions, including strenuous work, lengthy working hours, high workload and low wages.67 A significant gender disparity in care and support work exists, with women comprising 85 per cent of long-term care workers.68 Migrant workers account for 26 per cent of long-term workers.69 Undocumented migrants, in particular, endure precarious conditions working in the field of long-term care.70 Various countries are taking measures to enhance working conditions in order to ensure decent work and to make support and care roles more attractive.71 These measures include higher minimum wages and salaries, improved occupational safety, higher staff-to-client ratios and additional leave benefits. Some countries are also formalizing long-term care roles and expanding training programmes.72

32. Although paid human support is crucial for delivering quality support to persons with disabilities and reducing unpaid care and support work, most countries neither fund nor offer those services. It is predominantly the high-income countries that make such investments. Oftentimes, persons with disabilities in rural and remote areas face greater challenges in accessing paid support services owing to limited infrastructure, shortage of services and lack of culturally appropriate responses.73

33. To enhance choice and control for persons with disabilities, some countries have introduced direct payments and personal budgets to pay for the support of their choice, including personal assistance. However, some continue to offer personal assistance services through local agencies or non-governmental organizations, without co-management of services with the person with disability, limiting the options available to them and their control over them. The eligibility criteria, assessment methods and conditions differ across jurisdictions.74 Few schemes incorporate support for managing funding and benefits, which can require significant effort both from individuals and their families. Albania, Armenia, Costa Rica, the Republic of Moldova, Serbia and Thailand are among the few middle-income countries that have implemented personal assistance schemes that empower persons with disabilities.75

34. Access to individualized communication support services remains limited worldwide, forcing persons with disabilities to rely on family members. In some countries, personal budgets allow for the hiring of sign language interpreters and deafblind interpreters. In others, such services are provided up to a set number of hours, based on individual assessments. A significant barrier to expanding those services is the scarcity of accredited interpreters, often as a result of limited training and certification opportunities. To bridge the gap, some countries have implemented remote interpreting services.76 While this measure can improve services to people in distant regions, it should not be a substitute for in-person services, given comprehension and connectivity issues.77 In Finland, for example, the social insurance institution facilitates both on-site and remote interpretation services for various activities, allowing individuals to select their interpreter of choice.78




C. Infrastructure


Transportation

35. In certain contexts, for example in rural areas, transport substitutes or complements assistive technologies. Point-to-point transport is the minimum service needed by most persons with disabilities. As the volume of commuters increases, both paratransit and accessible mass transport are needed. The absence of accessible and affordable public transportation can hinder the ability of persons with disabilities to take part in community activities, oftentimes forcing them to resort to expensive alternatives and further constraining their access to health care, education, employment and leisure activities.

36. Several cities have implemented complementary paratransit solutions, offering individualized door-to-door transportation, including Cape Town, South Africa, which offers point-to-point transportation to persons with disabilities who cannot use mainstream public transport.79 However, paratransit should be seen as a complement to rather than a substitute for accessible public transit services. It is an important option for persons with disabilities who cannot or can only make limited use of public transportation. For example, the “KOLLA-project: transport for everybody”, in Göteborg, Sweden, shows how paratransit can contribute to reduce high-cost services, such as accessible taxis, by facilitating access to public mass transport.80 In countries with underdeveloped public transport and inaccessible environments, door-to-door solutions are the most feasible mobility choice. Innovations in cities like Phnom Penh, Cambodia, and Karachi, Pakistan, have led to the development of low-cost, wheelchair-accessible tuks and auto-rickshaws, catering to individuals with physical impairments.81

37. To enhance access to transportation for persons with disabilities, many countries offer concessions and subsidies, making travel more affordable. For instance, various countries provide transportation subsidies, fee waivers or reduced fees for persons with disabilities on public transport. In some countries, such as Argentina, Canada, Cyprus, Ecuador, Portugal, Saudi Arabia, Senegal and the United Kingdom of Great Britain and Northern Ireland, concessions and subsidies also apply to long-distance transportation methods, including airlines, buses and intercity rail, depending on the jurisdiction.82 Further, certain countries extend such financial advantages to individuals who assist persons with disabilities, thus further addressing the support requirements of the disability community.



Housing

38. Housing is critical in the design of support systems for community inclusion, as lack of housing can perpetuate institutionalization. Persons with disabilities experience numerous barriers to accessing adequate housing, including discrimination, poverty, dependence on family and homelessness.83 Further, women and girls with disabilities often struggle to find accessible housing or shelters when fleeing gender-based violence.84 Several countries have taken steps to address this issue, including housing development programmes for the purchase of land or homes, subsidies and benefits for home ownership or leasing, financial support for home modifications to enhance accessibility and policies mandating a percentage of accessible housing for persons with disabilities. For example, in the Kingdom of the Netherlands, the Social Support Act 2015 requires municipalities to provide home modifications and home support.85

39. Civil society organizations in countries like Mexico and Spain have supported housing programmes enabling persons with disabilities to live independently within the community.86 These programmes also assist people with disabilities in a number of ways, such as securing an apartment, budgeting, administration and acquiring skills essential for living independently, as well as access to additional support services.

40. In many countries, the drive towards deinstitutionalization has led to a rise in the number of group homes. As highlighted by the Committee on Rights of Persons with Disabilities, this development undermines community inclusion efforts and raises concerns about its compatibility with the Convention of the Rights of Persons with Disabilities. In group home settings power imbalances between staff and residents persist, choices and control are limited and residents are at a higher risk of experiencing violence, abuse and neglect.87



Digital technology

41. Digital technology plays an important role in supporting persons with disabilities to fully enjoy their human rights. Various Governments and civil society organizations are exploring technology solutions to support persons with disabilities, including online platforms and algorithmic and data-driven technologies. For example, Park4Dis is a web application that supports persons with disabilities to locate accessible parking spaces in more than 300 cities in Europe.88 The platform also allows users to report illegally parked vehicles, inaccessible parking spaces and signs in bad condition. As part of the care agenda, some countries are also developing interactive online platforms that map support services for persons with disabilities and their families, although with limited critical assessment of their compliance with disability rights obligations.89

42. It is important to recognize the role of the private sector in providing services and products, especially in the area of technology (including artificial intelligence, smart devices, machine learning, voice recognition and screen readers). Digital technologies offer cost-effective solutions for persons with disabilities, but they also come with potential risks and challenges. Private corporations should meet their human rights responsibilities in line with the Guiding Principles on Business and Human Rights: Implementing the United Nations “Protect, Respect and Remedy” Framework. States should consider regulating issues relating to digital access, data protection, safety and transparency to prevent discrimination and privacy violations.90




D. Other relevant practices


Legal capacity

43. According to the Convention of the Rights of Persons with Disabilities, persons with disabilities shall enjoy legal capacity on an equal basis with others in all aspect of life. Living independently and being included in the community require the full recognition of the legal capacity of persons with disabilities, including access to supported decision-making.91

44. Countries are at various stages of legal capacity reform, with differing levels of alignment with the Convention on the Rights of Persons with Disabilities. Some countries, like Colombia and Peru, have eliminated guardianship of persons with disabilities, replacing them with supported decision-making, while others have introduced supported decision-making regimes but have retained various forms of substituted decision-making, falling short to their international obligations.92

45. Although legal recognition of supported decision-making has progressed, societal attitudes and State-sponsored services have not kept pace. Typically, civil society organizations, especially organizations of persons with disabilities, lead pilot initiatives. Examples of positive State-funded initiatives include: the Supported Decision-Making New York programme, which helps individuals to enter into supported decision-making agreements; Support-Girona in Catalonia, Spain, which provides decision-making support to individuals dealing with complex situations.93



Deinstitutionalization

46. The Committee on the Rights of Persons with Disabilities has recommended that States parties to the Convention on the Rights of Persons with Disabilities adopt and implement deinstitutionalization strategies to ensure the right to live in the community.94 Several countries have acted to implement deinstitutionalization strategies and plans. Norway and Sweden have made progress in moving away from institutional care and promoting community-based services, including by closing large social care residences and long-stay psychiatric hospitals. More recently, countries like Croatia, Czechia, Ireland and the Republic of Moldova have taken steps towards deinstitutionalization, especially of children with disabilities.95

47. The good practices identified in the present report also indicate that States should take further steps to ensure comprehensive support systems in the community, in full compliance with international human rights law and standards. This should include options outside health-care systems for psychosocial support, decision-making support, individualized support and other forms of community-based support.96





IV. Cross-sectoral good practices


A. Governance

48. Robust community support and care systems require effective governance structures. This includes adequate legal, policy and institutional frameworks, cross-sectoral coordination and built-in accountability mechanisms grounded in person-centred and participatory approaches.97 Australia and Uruguay have pioneered comprehensive legal and policy frameworks to enhance support and care systems for persons with disabilities, although not without challenges. In Australia, the National Disability Inclusion Scheme, launched in 2013, provides individualized funding for support and services, emphasizing individual autonomy and choice. Given the diversity of support covered, cross-sectoral coordination is critical for its success.98 The National Integrated Care System of Uruguay, launched in 2015, positions care as both a right and a societal responsibility, considering persons with disabilities as a population group that should be provided with targeted support.99

49. Support and care systems and their impact must be continually assessed and revisited, with the active participation of persons with disabilities, in order to ensure that they fully guarantee the right of persons with disabilities to live in the community and to enjoy the same equal choices as others. For example, OHCHR Human Rights Indicators can be used to support States in identifying impact indicators and also to increase their accountability capacity.100

50. Generally, disability assessments focus on impairments and functional limitations and overlook the actual support requirements and additional costs faced by persons with disabilities, thus restricting their potential contribution to the design and implementation of support and care systems, which would increase their effectiveness. For example, the Philippines recently piloted an assessment tool that asks people with disabilities about their support needs for carrying out daily activities at the personal, household and community levels, covering human support and assistive technology.101 Countries such as Fiji, Nepal and Viet Nam are innovating by adopting non-medical disability assessments that not only capture support requirements but also simplify the assessment procedure. Initial assessments are conducted at the local level by community workers or by committees, with medical assessments required only for unclear or invisible impairments.102



B. Measuring support and care needs

51. Applying a human rights-based approach to data contributes to effective information and knowledge management systems that are key for planning and organizing support and care policies.103 For example, Rwanda has recently piloted a disability management information system that connects survey data to administrative data, which can be used for policy planning and case management. Some data are open source, enabling civil society to track support needs in their localities.104 Similarly, to provide evidence on both the met and unmet support needs of persons with disabilities and their families, Kenya has conducted a national survey to collect data on support needs, a model that could be easily replicated in other countries.105

52. Time-use and care surveys should include questions related to the disability status of people providing and receiving care and support and people involved in self-care to enable a comprehensive understanding of the specific support needs and challenges that persons with disabilities face, including as caregivers themselves. For example, the Colombian National Time-Use Survey 2020–2021 included disability-related questions that allowed for the identification of whether either party has an impairment, providing insights into the type and degree of support provided.106 Similarly, in Canada, the 2015 General Social Survey on Time Use examined time spent on various activities, including self-care, by persons with and without disabilities aged 15 and over.107



C. Financing

53. States should use financial tools such as tax incentives, subsidies and government-sponsored procurement policies and should consider grants, sustainable finance and regulatory incentives to drive positive behavioural shifts towards human rights-based care and support systems. For long-term care, most countries members of the Organisation for Economic Co-operation and Development (OECD) operate under a tax-based system, with those countries that have social insurance schemes in place often supplementing those schemes through taxation.108 A substantial portion of long-term care is funded privately.109 As the demand for support and care grows worldwide as a result of demographic and societal shifts, the sustainability of financing mechanisms becomes increasingly important.

54. International cooperation, including South-South cooperation, is an important asset to mobilize resources, support innovation and create bridges between age, gender and disability-responsive policies, facilitating cross-movement collaborations and systems that address the human rights of all persons involved. The multi-partner trust fund of the United Nations Partnership on the Rights of Persons with Disabilities has prioritized gender-responsive support systems and is currently funding projects to provide support for persons with disabilities while aiming to reduce unpaid care work. The Latin American Development Bank has developed a funding line to support community inclusion in municipalities in Argentina through “inclusion towers”. Emerging paradigm shifts towards economies focused on human rights and well-being, in which expenditures on support and care are seen as quality-of-life investments rather than mere costs, provide robust frameworks for constructing support and care systems grounded in human rights. In this regard, efforts to develop methodologies for measuring progress that extend beyond gross domestic product and value what counts for persons with disabilities are welcome.



D. Awareness and education

55. Improving awareness at all levels is fundamental to changing attitudes regarding support and care, appreciating rights-based approaches, better-identifying support needs and ultimately mobilizing political will and action. Adequate education and training are also needed to strengthen the capacity of support and care workers and service providers. For example, the Mainstream Association, a Japanese independent living centre, has been involved for over a decade in the knowledge co-creation programme of the Japan International Cooperation Agency, providing training and technical assistance to persons with disabilities from various countries to advance the independent living agenda. Today, independent living centres, run by those who were once trainees, are actively raising awareness among persons with disabilities and the general public about the importance of independent living while also offering personal assistance training.110 In India, the Sahayogi Scheme, a government-funded programme, aims to cultivate a skilled workforce by training caregivers to provide adequate and nurturing care and support to persons with disabilities and their families.111




V. Conclusions and recommendations

56. The present report and the previous report mandated by the Human Rights Council112 have provided an opportunity to explore a way forward to address the challenges States face in developing support systems enabling the community inclusion of persons with disabilities. The COVID-19 pandemic, along with demographic, economic and societal changes, raised the profile of the care economy, and developments described in the present report at national, regional and international levels provide an opportunity to address long-standing claims of persons with disabilities regarding their right to live independently in the community within broader conversations on gender equality, social protection, infrastructure and resource mobilization, including through the Global Accelerator on Jobs and Social Protection for Just Transitions.

57. Including persons with disabilities and their human rights in care economy policies is fundamental for building robust, resilient and sustainable age, disability and gender-responsive care and support systems based on a sound human rights framework. Support and care systems reflective of the needs and experiences of persons with disabilities of all ages can support demands to recognize, reduce and redistribute unpaid care work to achieve gender equality and realize women’s rights.

58. Some policy developments under disability rights frameworks mentioned herein offer concrete solutions to address the 5Rs framework and policy demands on “time-for-care,” “cash-for-care” and the substitution of unpaid care work through service provision. It is important to clarify the rights of paid and unpaid caregivers and to distinguish them from the responsibilities of service providers. If anchored in human rights, efforts to secure resources for the care and support economy and to develop policies to ensure its sustainability can benefit persons with disabilities. Separating resource mobilization from the goal of embedding disability rights in care and support may lead to undesirable consequences such as violence, exclusion, segregation and institutionalization. In consultations for the present report, persons with disabilities expressed their concerns in this regard.

59. The General Assembly and the Human Rights Council have called for conversations on disability-inclusive care economies.113 Addressing knowledge deficits in disability rights-based policy and context-specific solutions is crucial to address the current gap at the national, regional and global levels between the proposed gender and disability-specific solutions to transition to an integrated vision of support and care systems.

60. OHCHR reiterates the conclusions presented in its previous report114 and, based on good practices, recommends that States:

(a) Establish governance structures for cross-sector coordination through appropriate legal, policy and institutional and administrative frameworks, including disability assessments, for support and care systems and involve persons with disabilities and their representative organizations, as well as their supporting communities, in the design, implementation, monitoring and evaluation;

(b) Enhance data collection and information management to accurately measure support and care needs and improve data-collection accuracy and efficacy, including through non-medicalized disability assessments;

(c) Combine financial tools like tax incentives, subsidies, government procurement policies and international cooperation to mobilize resources and support innovative, gender, age and disability-responsive policies, advancing human rights-based care and support systems within the evolving paradigm of human rights economies: resource mobilization should not contribute to denial of agency and institutionalization;

(d) Develop comprehensive social protection systems that address disability-related extra costs and increase efforts to expand access to non-contributory cash-transfers schemes, particularly in low- and middle-income countries, without requiring “incapacity to work” as an eligibility criterion and explore combining them with cash-plus programmes;

(e) Ensure access to assistive technologies and products, combine cash transfers with concessions, such as tax exemptions, fee waivers, discounts and subsidies, to ease financial burdens on persons with disabilities, and pay due attention to the specific barriers that women and girls with disabilities face when accessing these services, benefits and products, taking concrete measures to eliminate such barriers;

(f) Regarding unpaid support and care of persons with disabilities, implement policies to reduce its impact, prioritizing culturally responsive approaches that respect the choice and dignity of persons with disabilities while engaging family and community members in discussions about support and care structures;

(g) Implement cash benefits, especially in low- and middle-income countries, including cash-for-care benefits, carer allowances and vouchers, provide families with advice, information and training on supporting persons with disabilities and promote family-friendly work arrangements;

(h) Enhance investments in paid human support services, including through peer support, particularly in rural and remote areas, to reduce access disparities, and introduce direct payments and personal budgets to empower persons with disabilities in choosing their support services, including personal assistance;

(i) Improve working conditions for support and care workers, predominantly women and girls, address gender disparities, expand individualized support services and strengthen community-based support networks and community resilience and sustainability to better distribute care and support work in community structures and to reduce costs;

(j) Ensure affordable, accessible and point-to-point transportation for persons with disabilities to enhance their community participation, implement paratransit options as a complement to public transit services and promote innovations and offer concessions, subsidies and reduced fees for persons with disabilities and their support persons in various transportation modes;

(k) Provide support for home acquisition, property leasing and home modifications for persons with disabilities, taking care to avoid gender bias;

(l) Ensure that community inclusion is at the centre of deliberations and the implementation of housing policies and programmes for persons with disabilities, in full compliance with international human rights law and standards, including the Convention on the Rights of Persons with Disabilities and the International Covenant on Economic, Social and Cultural Rights;

(m) Harness digital technology to strengthen support systems for persons with disabilities, while mitigating its risks related to lack of access, discrimination, privacy, data protection, safety and transparency, ensure the application of the Guiding Principles on Business and Human Rights: Implementing the United Nations “Protect, Respect and Remedy” Framework in this regard and take duly into account observations and recommendations made by United Nations human rights mechanisms in designing strategic plans and enabling policy frameworks aiming at age, gender and disability-responsive support and care systems and ensuring the right of persons with disabilities to live independently in their communities;

(n) Ensure that “support” is included in discussions and documents related to the care economy, reflecting disability frameworks and perspectives;

(o) Consider creating a worldwide knowledge hub with the goal of: (i) expediting knowledge generation; (ii) addressing deficiencies in the integration of disability inclusion into support and care-related policy development and implementation; (iii) advancing a well-rounded support and care economy agenda; (iv) facilitating international collaboration (including South-South and triangular cooperation) to effectively serve individuals with disabilities; and (v) converting research into tangible assistance for Governments.
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