Special Rapporteur on the Rights of Persons with Disabilities Thematic Report to the 52nd session of the Human Rights Council

Feedback from WHO Disability Programme 
(Darryl Barrett & Maria Francesca Moro)


Dear Dr. Quinn, 

We are glad to see that the next Thematic Report will focus on innovation around the world in the design and delivery of services that underpin the right to live independently and be included in the community.

Some of the areas mentioned in your questions are covered in detail in the WHO Report on Health Equity for Persons with Disabilities, which will be launched on December 2nd, 2022. You may want to check the final version of the Report when it is published.

In the meantime, please find below our answers to your questions (that focus more on the health sector given our membership in the WHO)


A: Policy Goals and Principles

1. 
There are a range of services provided to people with disability, including health or health-related services that directly contribute to a person’s right and enjoyment to live independently in the community.  The right to health is closely related to and dependent on the realization of other rights, including the right to autonomy and the right to live independently in the community. Indeed “Health is a fundamental human right indispensable for the exercise of other human rights”[footnoteRef:2], with the right to health often an enabler for the realization of other human rights.  While service provision for independent living is much broader than just health, there are fundamental principles applicable to health services which also apply more broadly to other service provision.  For example, the principle of empowering persons with disabilities and their meaningful participation in service development, decision-making and implementation is fundamental.  Secondly, prioritizing actions that address the specific inequities that continue to drive exclusion and marginalization for persons with disabilities must be at the centre of service delivery actions.  These inequities are broad and can related to structural and social determinants of health, risk factors and specific service delivery barriers.  And thirdly, ensuring that policies and actions actually address the equities that prevent a person from living independently, through disability inclusive monitoring and evaluation processes is essential.[footnoteRef:3] [2:  Committee on Economic, Social and Cultrual Rights, General Comment 14 (2000), E/C.12/2000/4, 25 April, 2000.]  [3:  More information on these fundamental principles is available in the forthcoming WHO Global report on health equity for persons with disabilities, due to be published on 2 December 2022.] 


2 & 3. 
Countries are far from complying with these key principles, although initial steps have been taken in this direction. Most policies discuss the importance of empowering and engaging persons with disabilities in developing and implementing actions and services across sectors. However, little information is provided on the strategies to ensure such engagement is valuable and not simply tokenistic.

With regard to the delivery of disability inclusive, non-discriminatory health services, multisectoral policy and actions are needed.  These actions serve to address the structural and social determinants of health (e.g., stigma and discrimination, housing, employment, education, social support, transport, urban design etc.) that usually lie outside the immediate influence of the health sector but are major contributors to health inequities for persons with disabilities and impede them from living independently and being included in their communities. These actions can be, for instance, regulatory or fiscal interventions, health promotion population campaigns, or public health interventions. Unfortunately, current health services and their staff are generally ill-equipped to provide answers to structural and social determinants of health. This often leads to over-diagnosis and pathologization of normal responses to the impact of structural and social determinants to the detriment of people with disabilities’ health and right to live independently.
Among the initiatives implemented in some countries (and included in their policies) to address structural and social determinants and foster community inclusion for persons with disabilities, there are:
· Stigma and discrimination. Implementation of anti-stigma campaigns targeting the whole population (e.g., in the mental health sector, WHO QualityRights initiative and Time to Change campaign)
· Employment. Implementation of Individual Placement and Support Initiatives
· Housing. Implementation of evidence-based interventions such as Housing First and Recovery Housing. 
· Social support. Implementation of peer support programs to help people navigate the disability benefits system. 
· Urban design. The design of cities to foster greater social inclusion of persons with disabilities (e.g., removing architectural barriers, increasing outdoor and indoor open social spaces accessible to all)
· Hunger. Provision of food supplements in collaboration with the food and agricultural sector
· Poverty reduction. Implementation of cash transfer programs and financial risk protection within countries’ universal health coverage plans to support persons with disabilities from impoverishment or catastrophic health expenditures.
· Transport. Implementation of initiatives to make public transport accessible for persons with disabilities (e.g., training frontline transport staff, providing travel awareness training for persons with disabilities, providing transport information in accessible formats, creating a system of buddies or travel companions) 

Another problem hindering the achievement of Article 19 of the CRPD is that services are usually disconnected from the communities they serve. (Health) services should engage with local communities to address and respond to the issues communities see as the drivers of their poor health, including factors contributing to health inequities for persons with disabilities and hindering their inclusion in society. 
Among the actions to modify this status quo, there are the creation of networks where services work with local OPDs (and other CSOs) to promote health and well-being but also the inclusion in society of persons with disabilities and the creation of “hubs of services” in collaboration with different sectors (e.g., health, social support, employment) to improve care and support coordination.

B: Service Delivery

4. 
Countries have different systems in place to deliver (health) services to persons with disabilities. In line with the CRPD, we foresee a more prominent role of OPDs in the delivery of (health) services in the near future, particularly in order to achieve the SDGs and ensure the most marginalized are not left further behind.

5, 6 & 7
Nothing to add

8.
Community and human rights-based services promoting the right of persons with disabilities to live independently are 1) Home Focus Service (in Cork, Ireland), 2) the Hand in Hand supported living (in Georgia), 3) Home Again (in Chennai, India), 4) the KeyRing Living Support Networks, and 5) Shared Lives (in the UK). More information on these services can be found here: Guidance on community mental health services: promoting person-centered and rights-based approaches. Geneva: World Health Organization; 2021

Educational programs and peer support groups are other common strategies adopted to foster the inclusion of persons with disabilities in their communities (including in the health sector). An excellent example of a successful initiative in this sense is the W-DARE project (Women with Disabilities taking Action on REproductive and sexual health) in the Philippines.


9.
Useful information can be found in the following documents:
· “WHO WHO-ITU global standard for accessibility of telehealth services”
             https://www.who.int/publications/i/item/9789240050464
· “Global Report on Assistive Technology”
             https://www.who.int/publications/i/item/9789240049451

Another initiative;
· Creation of a social network website that delivers SRH content to women with different degrees of hearing loss. Deaf women were involved in identifying guidelines and valuable content for creating accessible multimedia on SRH for deaf people. 
Robles-Bykbaev Y, Oyola-Flores C, Robles-Bykbaev VE, Lopez-Nores M, Ingavelez-Guerra P, Pazos-Arias JJ, et al. A Bespoke Social Network for Deaf Women in Ecuador to Access Information on Sexual and Reproductive Health. Int J Environ Res Public Health. 2019;16(20).


10.
There have been numerous programs and initiatives to strengthen informal care and thus, in turn, support the right of persons with disabilities to live independently in the community. These include providing a clear definition of informal support providers and their status at the national or sub-national level to acknowledge their contribution; enabling informal support providers to reconcile employment and support responsibilities for persons with disabilities through policies providing entitlements such as flexible working arrangements or care allowances; and developing and implementing community-based training programs for informal carers.

11.
Nothing to add

12.
From the evidence we gathered for the forthcoming Global Report on Health Equity for Persons with Disabilities, it is clear that people with disabilities have little control (if any, in many countries) over the (health) services they receive. More efforts need to be made to ensure that (health) services are available, affordable, and accessible for persons with disabilities. Another issue is related to ableism and negative attitudes of community members and (health) service providers towards persons with disabilities, often considered as lacking the capacity to engage in and make decisions about their care, living arrangements, and management of finances. These negative attitudes lead to discriminatory practices towards persons with disabilities that, as a consequence, are regularly denied their right to legal capacity and live independently in the community.

13.
We have three examples of countries implementing devolved budgets (although on a small scale)

Italy
· The city of Trieste has implemented a successful example of individual health budgets for 160 participants who needed highly personalized care and support to fully exercise their right to live independently in the community and participate in society. 
Ridente P, Mezzina R. From residential facilities to supported housing: the personal
health budget model as a form of coproduction. Int J Ment Health. 2016;45:59-70

Israel
· In 2015, the government of Israel set up a “personal budget pilot program” that benefited 300 people with disabilities. In this program, participants were connected with a care coordinator with whom they identified their life goals and developed a plan to achieve them. After the plan’s development, participants received an allocation of money to achieve their life objectives. 

Australia
· This example was mentioned during the meeting on 7 October, so we would not add further details on it here.


14 & 15
Nothing to add


C. Monitoring and Oversight

16. 

Disability-related data has been largely underprioritized in national (health) information systems. To our knowledge, no country systematically collects information across inputs, outputs, outcomes, and impact to obtain a comprehensive picture of the (health) inequities experienced by persons with disabilities in receiving services and their causes.

17 & 18
Nothing to add


D. Re-Shaping the Market/Challenges and Opportunities


19.
The major challenges that countries have to face in endeavoring to reform their system of (health) services and supports for people with disabilities are:

· Health and care professionals’ lack of knowledge, skills, and competencies on how to provide disability-inclusive healthcare and support
· The negative attitudes of health and care professionals toward persons with disabilities
· The shortage of trained human resources
· The lack of accommodations for persons with disabilities accessing services
· The lack of disability-related data
· The lack of funding allocated to support persons with disabilities accessing services 
· The gap in leadership on disability inclusion in service provision
· The lack of available, affordable, and accessible services

20.
The COVID-19 pandemic has made it clear that countries were unprepared to provide quality services to persons with disabilities on an equal basis with others during emergencies (and beyond). The pandemic served as a wake-up call for the health sector, bringing attention to the health inequities faced by persons with disabilities on a routine basis.
Many countries have now developed standards and guidelines for the provision of disability-inclusive community (health) services, human rights-based and person-centered, during emergencies and beyond.  This has been possible also thanks to the relentless advocacy efforts of civil society organizations (including OPDs) that documented the injustices faced by persons with disabilities in receiving services during the pandemic and pressured governments and health authorities to act to change the situation. 

21, 22, 23, & 24
Nothing to add


E: Process of Reform

25.
The pandemic, showing high mortality among persons with disabilities in long-term institutions, has taught us that deinstitutionalization is essential moving forward. Person-centered, human rights-based (health) services and supports in the community are the alternatives to promote for ensuring persons with disabilities can enjoy their right to health and participate in society on an equal basis with others.
To minimize resistance to deinstitutionalization, multisectoral coordination and collaboration among sectors (e.g., health, housing, social support) are necessary, as well as building a network of coordinated and linked community-based services able to support persons with disabilities in achieving their right to live independently.  

Another lesson learned is that health equity for persons with disabilities is an essential investment. The returns of investing in disability inclusion should be a strong argument for governments to advance health equity for persons with disabilities, and yet there are only a few studies in this area. More work needs to be done by (health) economists to win resistance to allocating funding to disability inclusion in the provision of services.

26.
We have a few examples of services reimagined by service users: 1) Hearing Voices support groups; 2) Nairobi Mind Empowerment Peer Support Group - USP Kenya; 3) the Peer Support South East Ontario - Ontario, Canada; and 4) the Personal Ombudsman – Sweden. More information on these services can be found here: Guidance on community mental health services: promoting person-centered and rights-based approaches. Geneva: World Health Organization; 2021

27.
Persons with disabilities and their representative organizations should participate in strategic decision-making, including involvement in designing, planning, developing, and delivering (health) services and public health interventions. Families and carers can be key allies and should be meaningfully engaged in enabling persons with disabilities to participate in all decisions concerning their lives.

28.
There are four strategic objectives that countries should pursue to enhance the quality, availability, and effectiveness of services to people with disabilities.
These strategies and actions have a health focus[footnoteRef:4] but are applicable across a broad range of service provision areas: [4:  More information on service delivery strategies and actions is available in the forthcoming WHO Global report on health equity for persons with disabilities, due to be published on 2 December 2022.] 

1. Enable integrated, person-centered, and accessible support and care across the life course close to where people live
2. Ensure universal access to assistive technology to promote and maintain independent living in the community 
3. Invest in support persons, personal assistants, and interpreters to meet the needs of persons with disabilities and facilitate independent living in the community 
4. Develop comprehensive service delivery, referral, and coordination mechanisms among and between service providers that meet the breadth of needs across the individuals’ life course.
