UN CALL FOR INPUTS DUE 14 OCTOBER 2022

Inputs are to be sent to hrc-sr-disability@un.org, no later than 14 October 2022.


https://www.ohchr.org/sites/default/files/documents/issues/disability/srdisability/cfi-re-imagining-hrc52/2022-08-12/CFI-SRDisabilities-Re-Imagining-Services-hrc52.pdf


UN SUBMISSION      12 OCTOBER 2022

i am Richard Fowler,  part of an informal network of disabled people which follows developments in disability rights in the UK. 

The UN call for inputs is welcome and timely as the UK faces more service cuts to pay for the pandemic and the cost of living crisis driven by fuel prices. We wish to respond in two respects: the need to overcome the negative attitude of the UK Government to disabled people and DPOs;  and  the UK Governments approach to innovation. Other contributors will, we hope comment on poverty and inequality in employment, education and healthcare highlighted by the pandemic.

Policy Goals and Principles -what really happens

The UNCRPD is aware that for nearly 10 years, the UNCRPD and UK government have been exchanging views about the UKs compliance with its treaty obligations. Where we are now is that in 2021 the UK released its National Disability Strategy which was successfully challenged in court by a group of disabled people. The UK government are trying to ignore the courts decision because it is inconvenient. 

It is inconvenient because the National Disability Strategy sought to deflect critical UNCRPD findings and recommendations by offering generally small, vague and overstated measures hidden behind clever presentation. However, given the chance, disabled people and DPOs say they need real and substantial change and we hope that  UNCRPD will continue to champion the wider aims expressed in its Articles. Nothing will materially improve until government and business stop treating disabled people as a costly inconvenience and government change the law.

Unfortunately,  the UK government has  created a  covert policy which frustrates real disability rights and genuine involvement of disabled people. This goes back decades and reflects an entrenched attitude that disabled people should be grateful for whatever is offered. It is unclear if this arises from a belief that the disabled are costly 'scroungers' or because it might make business less competitive or both. Within government, disability representation at senior [eg Ministerial or Departmental Champion]  level is largely for show. Any small progress on disability rights is won by determined campaigning against this backdrop. Authorities in Scotland and Wales show slightly less bias.

Service Delivery and Innovation

Provision of support for independent living in the UK is mix of fully funded, contributory and self-funded services increasingly contracted out to private sector providers. There has been a subtle shift of cost and difficulty from state to individuals and charities. The UK faces serious challenges in the economy, also staff shortages in health and care despite being a wealthy country.

This i not to say that the UK government in has not backed innovation including the internet, personal budgets, special toilets, accessible housing, transport  help to work etc but the reality  is often official or commercial convenience, publicity, or a token [ie not at scale]. There is a fair argument that when public services for disabled people are under resourced and understaffed, 'tech' is better than nothing but this will 'dehumanise' services, worsen isolation, mental wellbeing and eliminate choice.

While the internet benefits many disabled people,  for some disabled people,  'digital' is an inaccessible communication format, The Push to Digital ['Go Digital, Use Proxies or Do Without'] has become an excuse for excluding disabled people who cannot use the internet:. This hinders access to a wide range of necessary services and undermines autonomy. Government and private service providers ignore requests by DPOs and major charities like Age UK and the National Pensioners Convention which said ''Digital First must not become Digital Only''.

Accessible accommodation adaptations, Personal Budgets and Access to Work schemes are slow, under resourced and bureaucratic [eg imposing employers duties] which can be too hard for disabled people. The Department of Work and Pensions [DWP] is limiting funding, stopping disabled people paying for enough British Sign Language [BSL] translators for Access to Work.
 
The DWP cut numbers entitled to mobility assistance so fewer disabled people can travel or obtain a subsidised Motability car. Telemedicine, Telecare and some use of patients healthcare data is primarily intended to cut costs/ maximise profits and replace staff. Limited funding for special accessible Changing Places toilets is welcome but hides a 50%  reduction in local authority- provided toilets in the last decade. Short distance demand- responsive transport has replaced buses in some places outside population centres but there are many places with no public transport at all, especially in Wales and Scotland.  

What we actually see is that with over 10 million disabled people in the UK, there are thousands of  instances of inadequate provision every week without effective means of redress. We face a combination of a lack of genuine government commitment, weak law [mainly the Equality Act 2010]; together with an Equality and Human Rights Commission [EHRC] so weakened by budget cuts that it can only do a fraction of what it should.

 The resultant message encourages both casual thoughtlessness and deliberately ignoring disabled people. Major public and private service providers routinely dictate what communications and services disabled people can have with little regard to expressed disability needs. Government departments, local authorities, health and care providers,  transport providers, banks, 'phone companies, supermarkets, online retailers etc. What is offered is usually the most convenient to providers, not  disabled people eg minimum staff and cost,  internet only,  closing down or limiting 'phone access.  



The Equality Act 2010 and the Equality and Human Rights Commission [EHRC]

The UK government has repeatedly rebuffed calls by the UNCRPD and DPOs to improve the law. This arises because  governments have created a weak law [The Equality Act 2010] deliberately made difficult to enforce, with a weakened Equality and Human Rights Commission ['EHRC']  both of which are widely ignored by both public and private service providers. Thus there is no meaningful incentive or compulsion to make adequate 'reasonable adjustments' [accommodations] for disabled people.

Only a tiny proportion of requests for reasonable adjustments /accommodations ever get to court and it is too easy for courts to find reasons to not enforce the Equality Act 2010.  Taking legal action is arduous, costly with few able to access legal aid, and carries the risk of losing and having to pay ruinous costs. It took years and cost over £100,000 going to the Supreme Court to partly clarify a wheelchair users priority use of the wheelchair space on buses. Caselaw generally only applies  the Equality Act 2010 if nobody is inconvenienced. For example, in Sheakh v London Borough of Lambeth, the judgement ignored the Equality Act 2010 and applied decades-old transport rules. The caselaw about the Public Sector Equality Duty [s 149 Equality Act 2010] means that public bodies can just think about the disabled and do nothing. 

In 2019 a Parliamentary Select Committee described vulnerable people having to take individual legal action against often large financial services organisations as 'absurd' after discovering that the ECHR had neither the resources  nor intention to enforce the Equality Act 2010. In a compromise deal, it was given to the Financial Conduct Authority [FCA] and Financial Ombudsman Service [FOS] to adjudicate 'reasonable adjustments' in the regulated financial sector . However, FOS have a significant backlog and make only minor adjustments so there is still no incentive for banks etc to improve. Thus banks continue to compel disabled  people to communicate in unsuitable ways, use proxies, travel to far-away branches, use the internet or do without. Major charities [Age UK, National Pensioners Convention] and DPOs are campaigning on this but neither Government nor the EHRC will intervene in any meaningful way. Banks are wealthy organisations so this is about protecting profits not the needs being disproportionate or an undue burden.. 

The EHRC is coy about how severe budget cuts and alleged political influence has limited what it does to maintain its 'A' status. It never had a disability ombudsman role but at one time it intervened more in legal cases and used influence including threatening legal action. Recently, EHRC abolished an advisory committee much valued by DPOs. EHRC  refused to intervene on disabled people being forced to 'go digital' , use proxies or do without, a trend right across public and private sector service providers; also removal of railway station and train staff vital to disabled people for access and safety. Both issues appear to be 'retrogression' contrary to the UNCRPD agreement.

Government told the UNCRPD that the Equality Advice and Support Service [EASS] could 'intervene' to help disabled people. In fact, EASS is a powerless helpline and its intervention is limited to helping disabled people send letters or find solicitors which most cannot afford.

Accessible Communications. 

Disabled people are still being told to communicate in ways they cannot manage; being told to supply documents they do not have; being expected to travel distances for sometimes petty bureaucratic reasons when they are ill or have no transport; being told to 'go digital' when they cannot; being expected to use proxies because the provider does not wish to vary what suits the organisation.

Traditionally, many public and private sector organisations offer Braille, Big Print, Text/Relay sometimes Audio CD and some are now enabling British Sign Language [BSL]. This reflects long and determined campaigning by the major charities for Deaf and Blind people based on Section 20 of the Equality Act 2010 [which is a lesser version of  UNCRPD Article 2], not altruism.

However, this is completely inadequate given modern communication possibilities:  
Firstly, it 'ticks the boxes' but does not cover other very common disabilities including mobility/ dexterity, cognitive etc. . 
Secondly providers deliberately restrict how disabled people can communicate with providers and dictate how they will communicate with disabled people eg phone. Some disabled people cannot use a 'phone [deaf, mental issues, autism]; others can only use a phone [eg blind] ; some cannot navigate complex phone menus or press small phone keys [eg arthritis]. Some can only manage free-text email  [not chat, webforms or inaccessible 'accessible' websites which screen readers and their assistive technology cannot convert easily]. I believe that the UNCRPD consider email an 'accessible format'.
Thirdly very many providers including government departments, local authorities , supermarkets [egTesco], phone companies [eg EE]  happily publicise their inclusivity while making it hard for some disabled people to contact them without using proxies.
Fourthly, internet only companies, increasing numbers of service providers and some local authority services only allow internet access, often removing phone and other contact or payment options.  The position of 'Information Society Service Providers' needs clarification.

The NHS Accessible Information Standard [AIS] was highlighted to UNCRPD. However, AIS is being reviewed after official watchdog Healthwatch England found very widespread non-compliance amongst health and, care bodies, also  associated contractors. The position is somewhat  confused as NHS Digital originally devised part of AIS but now try to push patients to 'go digital' whether disabled people can do so or not. 


Transport

Disabled people are more reliant than the general population on public transport and subsidised cars. Government support and private investment generally and for disabled access has concentrated on the current rail network, London and major population centres. Much of the rural rail network disappeared in the 1960s leaving buses, coaches, taxis and cars to cover much of the UK geographically. Since then the privatised bus network has largely gone outside population centres, partly replaced by demand responsive transport but often, nothing. 

Accessible taxis have become hard to find where they have not been mandated. Accessible leisure and schools transport coaches were supposed to have steadily increased in number starting 20 years ago but operators and local authorities 'forgot' so there are very few accessible leisure etc coaches. Many parts of the transport section of the Equality Act 2010 have never been commenced and some routine transport disputes have to be dealt with as criminal offences which the police will not prosecute so there is no sanction. This is a nonsense situation with no enforcement.

A member of official advisory body, the Disabled Peoples Transport Advisory Committee [DPTAC] has just resigned because the government is encouraging removing staff essential to the safety of, and access to rail travel for disabled people. Requests by charities representing older and disabled people about 'rail destaffing' have been ignored. 

Richard Fowler
19 Bishops Close , Louth LN11 8BT  England 
email dfowler1953@hotmail.com

THE CALL FOR INPUTS [EVIDENCE]

Call for inputs: Re-Imagining Services in the 21st Century to give effect to the right to live independently and be included in the community for persons with disabilities. Purpose: To inform the thematic report of the Special Rapporteur on the rights of persons with disabilities to live independently and flourish in their communities. A necessary part of this goal is to critically examine and re-imagine the service paradigm that has evolved up over the past several decades and to put in its place a new agenda for change that stands a better chance of realizing the underlying vision of the UN Convention on the Rights of Persons with Disabilities (UN CRPD). Background Twice a year, the Special Rapporteur on the rights of person with disabilities issues calls for inputs to inform his thematic studies to be presented to the Human Rights the General Assembly. Objectives Pursuant to Human Rights Council Resolution 44/10, the Special Rapporteur on the rights of persons with disabilities has begun the preparation of his thematic report to the 52nd session of the Human Rights Council which will be presented in Geneva, Switzerland, and will look at innovation around the world in the design and delivery of services that underpin the right to live independently and be included in the community. The UN CRPD points to a radically different use of social support to promote personal autonomy and community inclusion. It calls for a personalization of those services. It calls for re-building services on the basis of voice, choice and control. It calls for those services to be built in a way that is visibly connected with broader policy goals of community inclusion dealing, for example, with housing, employment, transport and other generally available public services. This overall set of policy goals is important in itself. An added impetus for change arises due to the exigencies of the post pandemic period. COVID-19 revealed the extent to which traditional service paradigms lack resilience in times of crisis. This means the imperative to re-invent the service paradigm is driven both by the UN CRPD in combination with the observation that the traditional approach to services is no longer fit for purpose in the 21st century. The added new technology as well as more sophisticated financial instruments means that States increasingly have the means to re-imagine and reinvent services. Expanding the imagination of policymakers to encompass this is the main goal. This ‘call for inputs’ seeks to gather together the new thinking and innovation that is already happening around the world on re-imagining the service paradigm. From this, it is hoped to detect trends, to identify critical success factors for change and to make useful recommendations on how to carry the process forward.

We are mindful that the service delivery paradigm is not well developed in many lower income countries. Paradoxically that gives us an opportunity to identify real innovation on the ground as well as an opportunity to avoid some of the costly mistakes made elsewhere in the world. Key question and types of inputs sought The UN Convention on the Rights of Persons with Disabilities includes a powerful emphasis on the personhood of people with disabilities and asserts a range of rights including the right to autonomy (Article 12) and to live independently and to be included in the community (Article 19). People with disabilities may require support to live and be included in their chosen community, and to achieve the level of independence that they desire. The service paradigm is shifting from a system-centered approach in which service users must demonstrate their disability to access pre-determined disability supports to a person-centered approach in which the individual strengths that a person brings to their community are recognized and supports are individualized so service users can be included as valued community members. In recognition of these person-centered values, the Special Rapporteur seeks inputs on strategies to reimagine services in ways that empower persons with disabilities to make their own life choices and to live in communities alongside their fellow citizens without disabilities. 

Inputs are sought to the following inquiries and questions: 

A: Policy Goals and Principles 
1. What are the primary principles and goals that govern the provision of services to people with disabilities in your State? 
2. Have these principles and goals been modified to take explicit account of Article 19 of the CRPD on the right to live independently and be included in the community (e.g., personalization of services, personal and human support, assistive technology, accessible transport, access to housing, expansion of community-based services, emphasis on personal empowerment and choice). 
3. Are these goals linked directly to broader policy imperatives to ensure people with disabilities can take meaningful advantage of being in the community – such as the opportunity for employment and education, access to health care, promotion of natural or unpaid supports or community assets available to citizens without disabilities? If so, how? 

B: Service Delivery 
4. Who primarily delivers services to people with disabilities (State, local government, private providers commissioned by the State, religious organizations, other, or a mix?). How do you see this mix changing if at all as a result of the UN CRPD in your country? 
5. Who primarily pays for services to people with disabilities (State, local government, private providers commissioned by the State, religious organizations, other, or a mix?). How do you see this mix changing if at all. 
6. Describe generally how community-based providers are paid for the services they deliver (e.g., through general grants, through per capita funding, based on specific services rendered, other means?). What changes, if any, are anticipated regarding the present payment methodology? 
7. In what ways are principles and service goals communicated to the service system (e.g., in laws, service standards, staff training, funding incentives, means for compensating/penalizing service providers, and/or for assessing the quality of services?). Please describe. 
8. What new services, including those to support families, have been added to the available service array to advance principles consistent with Article 19? 
9. What practices, if any, have been adopted/encouraged to promote greater use of technology to personalize support to persons with disabilities (e.g., telehealth, remote monitoring, adaptive communication, artificial intelligence, etc.)? 
10. In what ways are caregivers (e.g., family members, other informal caregivers) recognized and supported? 
11. Do you have a policy of personalizing/tailoring services to individual needs? How is the policy implemented? (e.g., through individual planning requirements? etc.). 
12. Describe how much control people with disabilities have regarding the services that they receive (e.g., choice of who provides support, choice of where they live and with whom they live, control over budgets). 
13. In some disability support structures, service users or families have an allocated budget which is devolved so they have control over how the funds are used to purchase eligible disability supports. Do you have or anticipate a policy of devolving budgets to the service user? Describe. 
14. If budgets are devolved to the user, what kinds of supports are available to assist them, how are the administrative tasks minimized and is the individual given wide discretion on how the funds are spent? 
15. Have you adopted any positive “wealth accumulation strategies” (e.g., innovative trust funds) to complement social provision? Describe. 

C. Monitoring and Oversight 
16. Describe the types of data you collect on people with disabilities receiving services (e.g., numbers of service users, types of disability, service utilization, costs per person, quality of life outcomes, health outcomes, incidence of abuse, neglect and exploitation). Are these data gathered and reported in aggregate only or may it be disaggregated per person? 
17. How do you enforce standards as they apply to service delivery providers (law, standards, incentives)? What do these standards focus on in the main? How are they measured? 
18. Do your compliance rules make it possible to disqualify those providers in breach of the standards from competing for future State support?  

D. Re-Shaping the Market/Challenges and Opportunities 
19. Describe the major challenges you face in endeavoring to reform your system of services and supports for people with disabilities. Barriers might include workforce shortages, inadequate  resources, lack of knowledge and training, weak infrastructure, and/ history of institutionalization. 
20. How is the COVID-19 pandemic and its aftermath reshaping the service delivery market? Explain in terms of changes in service expectations among service recipients and regarding impacts on the services available. 
21. Do you pro-actively seek out new kinds of service providers with new business models that emphasize person-centered practices? 
22. Do you encourage service providers to adopt a ‘business and human rights approach’ to their endeavours? 
23. How do you incentivize innovative person-centered new providers to enter the market? Describe. 
24. Do minimum wage laws apply in this sector? Is there a career advancement structure for workers in the sector? 

E: Process of Reform 
25. What lessons have been learned to build momentum, while minimizing resistance, for systems change consistent with Article 19? 
26. Did you have have an initiative to re-imagine services that includes service users (e.g., have you commissioned a Task Force?). 
27. In what ways do you solicit the input of people with disabilities and family members in policy making, program oversight, strategic planning, etc. (e.g., national advisory councils, regional/local forums, surveys, webinars, etc.). 
28. What are the two or three strategic objectives you have to enhance the quality, availability, and effectiveness of services to people with disabilities in your state?

