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“It would be great if people had the freedom to go about their life without being judged, stared at and  pitied because
of ignorance.”
Anisha from Middlesex
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Foreword

Little research has been conducted into how the lives of disabled people from black and minority ethnic backgrounds can be improved, yet there are at least one million Black and Minority Ethnic (BME) disabled people in the UK – and this number is growing.
This report – ‘Over-looked Communities, Over-due Change’ – jointly published by the Equalities National Council and Scope, came out of a real need to understand how BME disabled people, their families and carers feel about the services available to them so they can be improved.
From new demographic research, to a comprehensive review of BME disabled people’s experiences of public services, ‘Over-looked Communities, Over-due Change’ presents clear findings to create greater understanding of this growing group within the population and makes recommendations for policy makers and service providers of how such services could promote better inclusion of BME disabled people.
Through in-depth focus groups, many BME disabled people report that access to services can be compromised by poor translation, inconsistent quality of care and weak links between services and communities. Disabled people are more likely to live in poverty but BME disabled people are disproportionately affected with nearly half living in household poverty. And like all disabled people, many of those from black and minority ethnic backgrounds find themselves socially excluded and pushed to the fringes of society.
Yet despite the reality of people’s lives, there exist pockets of best practice across services used and relied on by BME disabled people, with many organisations successfully delivering fully personalised and inclusive services.
For the ENC and Scope, this report signifies the start of a journey that we hope will begin to break down the barriers that exist for BME disabled people – between communities and services, but also between the worlds of disability and race equality. It is critical that BME disabled people’s voices are heard by those designing and running services so the needs of this growing demographic are met.


Julie J Charles, Chief Executive, Equalities National Council Richard Hawkes, Chief Executive, Scope

Executive summary

· There are at least one million disabled people from black and minority ethnic backgrounds in the UK – and this number is growing.
· Services are not yet fully inclusive for disabled people from ethnic minority backgrounds, and many report poor experiences of accessing statutory and voluntary services.
· Given the size and expected growth of the BME disabled population, it is also a demographic imperative that their needs are more fully addressed by policy.
· Person-centred, local, and flexible services would be more valuable and accessible for BME disabled people, but accommodating individual preferences would benefit all disabled people.

There are at least one million black and minority ethnic (BME) disabled people in the UK. Many live in acute poverty, and face considerable difficulties in their daily lives. At least half live in household poverty, even without accounting for the additional costs all disabled people face – the true levels of poverty are likely to be even higher.
Demographic changes in the UK mean that there will be many more BME disabled people in the future. The BME population overall is growing, but it is also ageing – two trends which are likely to increase the numbers of disabled people from ethnic minority backgrounds.
Given this context of disadvantage and population growth, it is increasingly imperative that we understand and attempt to resolve the difficulties many BME disabled people face.
This report represents an initial attempt to do so.
Equalities National Council – a user-led BME disabled people’s organisation – and Scope carried out the research on which this report is based, which sought to identify how BME disabled people, their families and carers feel about the services available to them and how these could be improved in the future.

Primary research findings:

The first part of the research addressed some of the gaps in our overall understanding of BME disabled people’s socio-economic circumstances. Secondary analysis of official datasets has shown that:
· There are at least 1 million disabled people from black and minority ethnic backgrounds – and the population is growing.
· There tends to be lower prevalence of impairments amongst BME disabled people of working age, but over the age of 40 prevalence increases dramatically.
· Pakistani and Bangladeshi groups have the highest rates of disability in old age of any ethnic group.
· 44% of BME disabled people live in household poverty, compared with 32% of all disabled people and 17% of the population as a whole.

· Individual incomes for BME disabled people are 30% lower than for the general population.
· Less than 4 in 10 BME disabled people of working age are in employment.
The second set of original findings we present draws on a series of focus groups with over 50 BME disabled people, designed to explore the experiences they had of disability and service provision. The story our participants told us was one of struggling to manage their complex and changing needs within solid and inflexible service structures. Some of the common themes they reported include:
· Communication difficulties and language barriers: for older people and recent migrants especially, limited spoken English is a considerable barrier to full service access. Others reported a preference for some level of translation despite good spoken English. Many people reported difficulties understanding technical, medical or bureaucratic languages.
· Stigma: many disabled people face stigma in their daily lives, meaning that they are negatively marked out by their impairments. Many of our respondents reported experiencing stigma, and felt that it remains particularly acute within some ethnic minority communities.
· Social isolation and family life: Social isolation was widespread among our focus group participants, especially for women, migrants and carers. In contrast with other authors, we found little to suggest that BME disabled people can rely on their extended family to provide care.
· Migration: we found that disabled migrants experience a number of particular difficulties accessing services, and that being disabled can affect migration decisions.
· Discrimination: The experience of discrimination is as widespread as it is for all disabled people. Buses failing to stop for blind people; discrimination in education and employment; bullying at school – all were reported during the focus groups.

Recommendations for policy-makers:

The findings of our research have a number of implications for government and policy- makers – the unmet needs of BME disabled people are considerable, but have been largely absent from both disability and race equality policies. Given the size and expected growth of the BME disabled population, it is a demographic imperative that their needs are more fully addressed by policy – this is not a community seeking a ‘special plea’.
1) Following the UN Committee for the Elimination of Racial Discrimination, we recommend that the government develops a national race equality strategy, which should address the needs of disabled people from BME communities. We also recommend that BME disabled people’s needs and views are included in the forthcoming disability strategy.
2) We recommend that the government should create a joint implementation plan to deliver the vision for change set out in these two strategies, which should be led by both the Office for Disability Issues and the Government Equalities Office;
3) The government has a duty to carry out Equalities Impact Assessments when producing new policy or legislation. We recommend that Equalities Impact Assessments should consider the effects of policy and legislation on over-lapping equality characteristics.
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Recommendations for service commissioners

The changing demography of the disabled population means there are a number of implications for service commissioners in the future, if they are to ensure the needs of everyone in their community are met. The role of commissioners is extremely important for shaping the way a service offer develops in a given area, and for facilitating partnerships between larger and smaller organisations in order to combine community and personal needs.
1) We recommend that authorities work with local community groups, disabled people’s organisations and religious centres to develop coherent and targeted information campaigns in order to build awareness of disability services, and improve attitudes towards disabled people.
2) As a way of effectively understanding the local community, we recommend that authorities work with community groups and disabled people’s organisations to develop an effective evidence base about local need. We also recommend that ethnicity descriptors be included in existing methods of data collection on disability services, in order to improve the available data about BME disabled people.
3) We recommend that authorities set community-led outcomes for project managing service delivery, which should be co-designed with both community groups and service providers.
4) We recommend that authorities re-organise contracts for service commissioning to better facilitate collaboration between small and large organisations, which should allow more consistent, wide-ranging care that meets both personal and community needs.

Recommendations for service providers:

Combining the findings from our primary research with examples of good practice from service visits and stakeholder interviews, we developed our ‘Plato’ model for inclusive service provision. We argue that such a model would create services that would be more accessible to BME disabled people, but that would also benefit all disabled people.
The ‘Plato’ model would be:
· Person-centred principles
· Local community action
· Advocacy
· Translated communication
· Outreach into communities.
While recognising the importance of cultural awareness for service providers, we also want to see service providers move beyond an approach to ethnic minority disabled people that sees culture as something fixed, easily defined, and an obstacle to service access. Instead, our evidence shows that people are ‘reflexive’ about culture: aware, knowledgeable and capable of thinking of beyond the apparent circumstances of their lives.

As such, we argue for an approach to services that goes beyond providing cultural awareness training. Only within a system where the interaction between user and  provider is more responsive to individual versions of culture can inclusion be fully realised. More concretely, we recommend that service providers are:
1) Person-centred – Engage with user-led organisations to better understand the cultural dimensions of person-centred planning, and improve the planning process.
2) Local – Support existing BME disabled people’s organisations and build better working links between local agencies to create a better local offer, share knowledge more effectively and capacity build DPOs to help deliver better outcomes.
3) Advocacy – develop networks of community and self-advocates, who can play a critical role in improving service access and outcomes for BME disabled people.
4) Translation - refresh translation strategies, and work with communities to develop more effective pre-translated materials.
5) Outreach – improve outreach into local communities through strong partnership working with local organisations and employ dedicated outreach workers, who should also contribute to the development of community support networks.

1. [bookmark: _TOC_250017]Introduction

There are at least one million black and minority ethnic (BME) disabled people in the UK – and the population is growing. Yet despite experiencing low incomes, profound social isolation, and high levels of unmet need, BME disabled people are under-using the services available to them.
These twin facts frame this report, which sets out to answer a simple question: what can services do to fully include BME disabled people?
Presenting the results of a joint research project by the Equalities National Council (ENC) and Scope, the aim of this report is to bring together the disability and race equality sectors, and to strengthen our knowledge base in order to inform better service provision and drive social change for all disabled people, whatever their background.
Our key arguments are that:
· As a large, growing and substantially disadvantaged group there is a critical need to create more inclusive services for BME disabled people;
· BME disabled people’s needs are the same as for all disabled people, but the extent and severity of their unmet needs is greater;
· Services1 are not yet fully inclusive for disabled people from ethnic minority backgrounds, and BME disabled people report poor experiences of accessing statutory and
voluntary services;
· Person-centred, local, and flexible services would improve BME disabled people’s access to services, but a more subtle approach to cultural preferences would benefit all disabled people.
The challenges faced by BME disabled people are clear; the case for change is clearer still.

1.1 [bookmark: _TOC_250016]Background

This project is a collaboration between the Equalities National Council – a user-led BME disabled people’s organisation – and Scope, a national disability charity. We sought to understand more fully BME disabled people’s support needs and preferences, and their experiences of accessing services. We wanted to find out how BME disabled people, their families and carers feel about the services available to them and how these could be improved in the future.
The project was designed to produce recommendations for making services more inclusive, and to provide an evidence base to improve policy-making. As such, this report should be primarily relevant to policy-makers, service commissioners, service providers and researchers.
Throughout the project we worked closely with disabled people’s organisations, who advised on the direction of the project, the research strategy, and helped us recruit people for the focus groups from their local area.


1 See box 1 for what we mean by ‘services’.

1.2 [bookmark: _TOC_250015]Methodology

Our research aimed to bring together the parallel literatures on ethnicity and disability to promote a better and wider understanding of BME disabled people’s needs and preferences. Our broader aim for this report is to inform better service provision across
the disability sector, raise awareness of the high levels of need for BME disabled people, and begin to outline implications of this work for policymakers.
A number of sub-questions emerged from these over-arching goals:
· What are the key characteristics of the BME disabled population as a whole?
· What are BME disabled people’s experiences of service provision?
· How can we begin to make services more inclusive for all disabled people, regardless of background?
To answer these questions we used a three part methodology:
1) The first part of our research methodology was producing a statistical profile of BME disabled people. We primarily drew on government datasets, including the Family Resources Survey (FRS), Households Below Average Income Survey (HBAI), Life Opportunities Survey (LOS) and Labour Force Survey (LFS) – the principal sources of national level data for disabled people.
Our intention for the statistical profile was to sketch an indicative outline of the population rather than a detailed analysis. As such, we focused on a number of key indicators, including the prevalence, age profile, household and individual income levels, employment status, and the geography of disabled people in ethnic minority communities.
2) A literature review of the existing research around disability in ethnic minority communities provided a framework within which to place our own research. Through this review we identified some key gaps in the literature which our own research seeks to address:
· Ethnicity and disability are too often treated as separate issues;
· Too little research includes the voices of BME disabled people themselves, instead focusing on the views of service providers;
· The recommendations made in the literature about services often treat ethnicity or disability too simplistically.2
Through the literature review we also sought to provide an evidence base about BME disabled people’s use of services. The results of this review particularly fed into Chapter 3 of this report.
3) The third part of our methodology was holding focus groups with BME disabled people, in order to understand more fully their needs, experiences and preferences for service provision. In total, we spoke to nearly 60 people in London, Bradford and Preston, where
we asked people about their experiences of formal and informal care, their understandings of disability and ethnicity, and what an ideal service would look like. These geographical locations were chosen because they have some of the largest BME populations in the UK.


2 Notable exceptions include Vernon, A. (2002), User-defined Outcomes of Community Care for Asian Disabled People, JRF, Policy Press: Bristol.
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In order to understand BME disabled people’s needs as broadly as possibly, we opted for a purposive sampling approach. We held four focus groups: one with young people, one each with adult men and women respectively, and one with parents and carers of
disabled children who were users of Scope services. We spoke to people with a range of impairments.
One key challenge for this aspect of our research was to understand more subtly the experiences of different ethnic groups – to ‘disaggregate’ the unwieldy concept of ‘BME’. Despite being unable to recruit focus groups separately for different ethnic groups, we were careful to include people from a wide range of ethnic backgrounds and are confident that we captured something of their different experiences within our study.
Nonetheless, we have referred in a number of instances to the experiences of BME disabled people as a unified group. In doing so we are not suggesting that these groups are necessarily culturally identical. Rather it indicates a fundamental argument of BME disabled people themselves: that their common experiences are rooted in the experience of disadvantage, and that this disadvantage exacerbates the barriers to service access
they experience.

1.3 [bookmark: _TOC_250014]Report structure
Our key argument is that BME disabled people have substantial unmet needs, and that there are clear steps that can be taken to begin addressing these needs. We make this argument in four chapters.
In Chapter two, we present our overview statistical profile of BME disabled people, including the prevalence, age profile, household and individual income levels, employment status, and the geography of disability in ethnic minority communities.
Chapter three presents the results of the literature review, and outlines the evidence demonstrating that BME disabled people are under-represented in statutory and voluntary services, and present some of the key explanations given in the relevant literature.
Chapter four introduces BME disabled people’s experiences of using services. We argue that there is a major gap between the way our respondents described their needs and preferences – as subtle, changing and personal – and the solidity and inflexibility they find in their interactions with service providers.
In Chapter five we present our ‘Plato’ model for inclusive service provision, which builds  on the evidence presented in the preceding chapters. Within this model, built around being person-centred, localism, advocacy, translation and language, and outreach, we have tried to create an approach to services which accommodates the complexities of working with the BME disabled community without resorting to a reductive list of ‘cultural practices’.
Chapter six brings together the key conclusions and recommendations of each chapter. By doing so we intend to build a case for a future research and policy agenda for BME disabled people.

Chapter 2. Greater unmet needs: statistical profile of disabled people in ethnic minority communities

Chapters 2 – 4 outline our research findings, concentrating on the demography, under-use of services and experiences of BME disabled people respectively. In this first empirical chapter we present our statistical profile of the demography and socio-economic characteristics of the BME disabled population, focusing on the prevalence, age profile, household and individual income levels, employment status, and geography of disability
in ethnic minority communities.

Key findings:
· There are at least 1 million disabled people from black and minority ethnic backgrounds
– and the population is growing.
· There tends to be lower prevalence of impairments amongst BME disabled people of working age, but over the age of 40 prevalence increases dramatically.
· Pakistani and Bangladeshi groups have the highest rates of disability in old age of any ethnic group.
· 44% of BME disabled people live in household poverty, compared with 32% of all disabled people and 17% of the population as a whole.
· Individual incomes for BME disabled people are 30% lower than for the general population.
· Less than 4 in 10 BME working age disabled people are in employment.
· BME disabled people are concentrated in areas of high population, such as London, South Yorkshire, the West Midlands and Lancashire


2.1 [bookmark: _TOC_250013]Prevalence

There are at least one million disabled people from black and minority ethnic backgrounds in the UK – around one in ten of all disabled people.3 There is little doubt that this is an underestimate of the true size of the population. Partly due to the difficulties of measurement (see box 2), and partly because of a lack of robust data on the BME disabled population, it is extremely difficult to produce more accurate estimates. We are confident that our figure signals something of the size of the population.

Box 1: What do we mean by ‘services’?
Statutory services: are services that have been brought into existence by law.
Voluntary services: are services that are not required by law, but are felt to be necessary by the body providing them, usually a charity or social enterprise.



3 Scope: FRS 08/09; and Prime Minister’s Strategy Unit (2005), Improving the Life-Chances of Disabled People, London: Cabinet Office: It is likely  that this figure is a substantial underestimate. We calculated the one million figure using weighted data from the Family Resources Survey, which we corroborated with findings from the PMSU who estimated that 10% of the 11 million disabled people were from minority ethnic backgrounds. The key
problem with prevalence estimates is the way disability is defined. The FRS defines disability broadly in line with the Disability Discrimination Act (DDA; replaced by the Equalities Act) as people who have a longstanding illness, disability or infirmity, or who have significant difficulty with day-to-day activities. Yet while this means everyone the FRS consider to be ‘disabled’ would also be considered as such under the DDA, it doesn’t mean that everyone who  would be covered under the DDA is included in the FRS sample. See box 2 for further  detail.

Although this is not the focus of our study, it is worth noting that statistically the type of impairment experienced is broadly the same across all ethnic groups, with the exception of certain genetic disorders, notably sickle cell anaemia and thalassemia.4 Some authors also suggest that large numbers of Pakistani children are born with genetic disorders because of higher rates of inter-family marriage. However, the evidence for this link is highly contested and a number of writers have suggested it is an explanation rooted
in prejudice rather than scientific fact; we are cautious about making links between inter-marriage and impairment.5

2.2 [bookmark: _TOC_250012]Population growth

We know that there are at least one million BME disabled people in the UK – but we also anticipate that this is a rapidly growing population. This is for two reasons.
Firstly, the black and minority ethnic population as a whole is growing. Recent projections by the Runnymede Trust and the Centre for Policy on Ageing6  show that by 2051 the
non-white population may reach as high as 25 million people, compared with 9 million
in 2010. Increased in-migration and the higher birth rate among ethnic minority populations account for this numerical increase. Non-white groups are also likely to outstrip the growth of the white population, leading to the BME population being proportionally more significant.
The implication of this is a connected growth in the number of disabled people from these communities.
Secondly, the age profile of the BME population is changing. The age profile of ethnic groups is complicated, but overall the BME population is currently much younger than the general population. 30% of the Bangladeshi population are under 15, for instance, compared with 17% of White British people.7 Although the picture is more complicated for individual ethnic groups – the more established Indian group tend to have an older profile
– the White British group remains the oldest individual ethnic group.





















4 Newman, T. (2010), Ensuring all disabled children and young people and their families receive services which are sufficiently differentiated to meet their diverse needs, National Foundation for Educational Research: C4EO; Bediako, S. and Moffitt, K. (2011) ‘Race and Social Attitudes about Sickle Cell Disease’, Ethnicity and Health, 16(4 – 5): 423 – 429
5 Ahmad, W. (1994), ‘Reflections on the consanguinity and birth outcome debate’, Journal of Public Health, 16(4): 423 –  428

6 Lievesley, N. (2010), The Future Ageing of the Ethnic Minority Population of England and Wales, Runnymede Trust and Centre for Policy on  Ageing

7 Lievesley, N. 2010
14

Box 2: Defining ethnicity and disability in statistical data
Disability prevalence is notoriously difficult to assess. A number of national surveys measure disability, but they all define disability in different ways. Some define disability as described in the Disability Discrimination Act. Others ask whether impairment prevents the respondent from working. Some include long-term illnesses; others do not. There is no standard way of defining disability.
There is also no standard way of defining ethnicity – and this complexity may explain the lack of existing data on disability for ethnic minorities. Ethnicity is a fluid term that refers to identity, culture and belonging as well as to religion, nationality and geography.
Pinning down ethnic groups in statistics is a vague business at best, and the broad categories typically used in surveys often miss a lot of the subtle differences between minority communities.
Further evidence suggests that there can be a different understanding of what disability means for ethnic minority respondents. Having a survey question which asks ‘are you disabled’ could well fail to capture individual impairments in communities for whom ‘disability’ is an alien concept.
For these reasons, the statistics presented below should be read with caution. But we remain confident that they are as robust as possible. Where necessary, we have combined all ethnic groups under the label ‘BME’ in order to improve sample sizes. We have used one specific measure of disability – DDA-defined – in order to improve comparability.
The results have been checked against other studies, and despite the problems of measurement they indicate a number of clear and inarguable trends.

In the future, however, there will be many more older people from BME backgrounds. The same Runnymede Trust report estimates that by 2051 there will be 4 million BME people of pensionable age, and 3 million over the age of 70. There will be a variety of complex effects caused by this demographic shift. In terms of the disabled population, the key point is that old age is linked to higher rates of impairment so, simply put, as the population grows older the rate of impairment will increase.
In short, although we estimate that the BME disabled population is around one million, this is likely to be an underestimate. We also anticipate that there will be many more BME disabled people in the future. This shift has major implications, which we explore in
later chapters.8

















8 Data from the Family Resources Survey shows that half of all disabled people are over state pension age (Office of Disability Issues, 2010).
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Box 3: Main languages spoken in the UK
It is extremely difficult to know all the languages spoken in the UK. Nonetheless, it has been estimated that around 2 million people speak English as a second language.
One of the few reliable sources we have for knowing what languages are spoken is the Annual Schools Census, which shows that the ten most widely spoken languages among children other than English and Welsh are: Punjabi, Urdu, Bengali, Guajarati, Somali, Polish, Arabic, Portuguese, Turkish, Tamil, French, Yoruba, Chinese, Spanish and Persian/Farsi (Source: Department for Education, 2010).
This list is far from exhaustive, particularly given the increasing diversity of the migrant population; some of the newer languages in the UK don’t have a written form.


2.3 [bookmark: _TOC_250011]Ageing, ethnicity and disability

The prevalence of impairments varies significantly across the life course. At working age, reported levels of impairment are lower in BME groups than for the general population, but this increases far more quickly as people grow older.9
At working age, 21% of BME people have an impairment, compared with around 23% of the general population. This may simply reflect the younger age profile of the BME population
– younger people in general have lower levels of impairment.
However, it is also likely to be a consequence of under-reporting rather than substantial differences in the level of impairment. Evidence suggests that some non-white groups are less willing to report themselves as being disabled – something particularly true of Chinese groups, who have the lowest reported prevalence overall.10  There may also be differences in the way ethnic groups define disability: Western medical discourse is far from universal, and disabled people responding to surveys may not all relate to the term in the same way.
Despite having some of the lowest reported levels of impairment at working age, the rate of impairment approaching old age increases more rapidly for black and minority ethnic people. Although everyone has a higher likelihood of impairment in old age, an analysis by Harriss and Salway showed that the increase in impairment for BME groups was both proportionally and numerically more rapid.11
She found that over the age of 40 Pakistani and Bangladeshi groups have the highest reported prevalence of any ethnic group. The proportion of Bangladeshi men and women with an impairment is over twice as large as the white British group. Nearly all ethnic minority groups have higher proportions of impairment in old age, with the notable exception of Chinese people, who report lower levels of impairment throughout the
life-course.









9 Harriss, K, and Salway, S, (2009) ‘Long-term ill-health, poverty and ethnicity’, Ethnicity and Inequalities in Health and Social Care, 2(3): 39     – 48
10 At working age, the Black Caribbean group has the highest reported level of impairment (Source: FRS, 08/09). 11 Harriss and Salway, 2009

There are two potential explanations for this increased rate of impairment in old age. Firstly, given that Pakistani and Bangladeshi groups are also some of the poorest in society, a link between poverty and disability has been widely made. Poverty is likely to affect disability prevalence in a number of ways, for instance employment type, poor housing, or access
to healthcare.12 A second hypothesis explaining the higher rates of impairment among BME older people relates to the increased difficulty of retirement migration for disabled people. Some older people from ethnic minority backgrounds prefer to retire to their country of origin, particularly those who are first generation migrants. Yet the barriers to return migration are larger for disabled people, such as difficulties travelling, fear of worse attitudes toward disability or poor healthcare. Good healthcare is also a key reason people choose to remain in the UK.13 These factors make disabled people more likely to stay in their destination country, leading to a higher ‘concentration’ of impairment in the
remaining population.

2.4 [bookmark: _TOC_250010]Income and household poverty

All disabled people face high levels of poverty, but those from black and minority ethnic backgrounds are particularly disadvantaged. 17% of people without a disability live in household poverty14, compared with 32% of disabled people and 44% of BME disabled people – as shown in the graph below.
This picture of increased disadvantage is also true for individual incomes. On average, working age BME disabled people’s individual incomes are 30% lower than for the population as a whole – £194.50 a week compared with £285.15







12 This is an extremely complex debate and the causal links between poverty and health are contested. The intention here is not to give an overview of the debate but rather to indicate the relevance of such  issues.
13 Khan and Mawhinney, (2011), The Costs of Returning Home: Retirement Migration and Financial   Inclusion
14 Household poverty is a relative measure, defined as when a household’s income is below 60% of the UK average after accounting for the costs   of housing.
15 Defined as net weekly median incomes.

The distribution of BME disabled people’s incomes is also much narrower, as shown in the graph below. This means that not only are the average incomes lower, but the majority of disabled people live on lower incomes. To be more precise, three quarters of BME disabled men earn less than the median income for the whole population.
Another way to think about this narrower distribution of incomes is that it acts like a cap on disabled people’s earnings, showing that they are excluded from being the highest earners. Disabled people have less money, and are restricted in their opportunities to have more.
This trend is even more marked for BME disabled people.





Further, as is the case for the UK population as a whole, women’s incomes are lower still. We estimate that for all BME disabled women the median weekly income is nearly 50% lower than for non-disabled adults.16 The disadvantage this implies, combined with the widespread burden of care for ethnic minority women, makes our lack of knowledge about their situation deeply concerning.
Finally, these income figures underestimate the true extent of poverty for disabled people. The surveys on which they are based – the FRS and HBAI – don’t account for the additional costs of being disabled. Costs such as paying for support workers, special equipment, or transport can seriously erode the amount of income which is available to spend – the same amount of money simply doesn’t stretch as far for disabled people.

2.5 [bookmark: _TOC_250009]Employment

Unemployment rates for all disabled people are bleak: only around half of all working age disabled adults are in any form of employment, compared with over 90% of the general population.17 This is exacerbated by the idea of occupational segregation – 35% of disabled people work in low-paid, part-time or temporary work, and are also less likely to be in highly paid work.18 Not only are disabled people paid less, but they are also more likely to be in short-term, low-paid and part-time ‘precarious’ work – which can exacerbate ill-health.19 There may also be links between type of impairment and employment prospects – intellectual and mobility impairments are associated with lowest levels of employment.

Yet employment rates are even lower for BME disabled people. Less than half are in employment, of whom more than 40% are in part-time or self-employment. Again, Pakistani and Bangladeshi disabled people have the lowest rates of employment.
Only 3 in 10 Pakistani and Bangladeshi disabled people are in employment, of whom half are in precarious and low paid occupations.






















16 Scope: FRS, 08/09
17 There are some further definitional issues here – the employment rate varies slightly depending on whether a person reports as DDA-defined disabled,   or as having a work-limited activity – the latter is slightly lower. This may involve some circularity – those out of employment may describe their impairment   as work-limiting regardless. The most disadvantaged group in the labour market are those who report as having both (NEP,   2010).
18 Disability, Skills and Employment: EHRC, 2010
19 For an assessment of the links between employment, risk and ill-health, see Burchell, B.J., Ladipo, D. and Wilkinson, F. (eds.) (2002) Job Insecurity and Work Intensification. London:  Routledge

Chapter 3: Under-use of services

In the previous chapter we showed that disabled people from black and minority ethnic backgrounds experience worse poverty, lower incomes, and are more likely to be unemployed. In this section we present an overview of the existing research looking at ethnicity and disability, in order to give context to our own findings, demonstrate the need for research, and highlight the evidence that shows that BME disabled people are
under-using the services available to them.

Key Findings:
· BME disabled people are less likely to be receiving benefits – Bangladeshi disabled people have the lowest uptake of DLA of any ethnic group, despite high levels of impairment in
old age;
· There can often be difficulties finding disability services that are culturally appropriate, or community-specific services that are accessible for disabled people;
· Cultural difference can be accommodated within existing models of service provision.


3.1 [bookmark: _TOC_250008]Lower uptake of benefits and services

The first key theme from the literature review suggests that BME disabled people – absent from services generally – have particular problems receiving their full benefits, both in terms of understanding what benefits they are entitled to and receiving the full amount of those benefits. Their lower benefits uptake can help explain why the poorest BME disabled people have lower incomes than the poorest disabled people overall – they aren’t being as successfully caught by the welfare ‘safety net’. In some ethnic groups there is an apparent trend for only those with the severest impairments to claim benefits.20 Either through cultural differences in the way disability is understood, or unwillingness to report as disabled, large proportions of those eligible to claim benefits are not doing so.
Using data from 12 pooled quarters of the Labour Force Survey, Salway found that only 13% of BME men and 12% of women with a long-term limiting illness received DLA; this still only rose to 19% for those with an activity limiting condition.21
Startlingly, Bangladeshi disabled people were found to have the lowest uptake of DLA despite being one of the poorest communities. This was true even after accounting for other factors like severity of illness.22
This picture was underlined by research conducted by DWP, who found that BME groups are more likely to express dissatisfaction with the benefits system.23 A quarter of BME people reported having had difficulties with receiving benefits, compared with 16% of white people. Over a third submitted a formal complaint, something which only 20% of white people did.



20 Harriss and Salway, 2009
21 Harriss and Salway, 2009
22 Allmark, Salway, Crisp et al. (2010), Ethnic Minority Customers of the Pension, Disability and Carers Service, Department for Work and Pensions 23 Jones and Tracy (2010), Ethnic Minority Customers’ Experiences of Claiming Disability Benefits, Department for Work and   Pensions

Further, black and minority ethnic disabled people are also less likely to access healthcare services. Evidence shows that they suffer from poorer health, have a shorter life expectancy and yet are less able to access care than the majority white population.24 Despite large amounts of research, and a variety of local and national strategies for change – including the major Delivering Race Equality in Mental Health initiative introduced in 2005 – these problems remain.
Research by Fazil et al indicates that only a minority of the Pakistani and Bangladeshi disabled people they interviewed had had any contact with hospitals, physiotherapists, and specialist care.25 GPs, however, provide a notable exception to this trend, and numerous studies report that GP surgeries provide a key access point to services for BME people.
As can be seen from this brief review, much of the existing literature on BME disabled people focuses solely on access to the benefits system, or to healthcare services. In part, this report aims to begin the work of better understanding access to wider statutory and voluntary services.

3.2 [bookmark: _TOC_250007]Cultural appropriateness

A further factor identified in the literature about BME disabled people’s lower up-take of services is the difficulty of finding services that are ‘culturally appropriate’.26 For instance, Vernon identified a range of areas where people from ethnic minorities sought more cultural awareness from service providers, including differences in family life, religious obligations, gender roles, and the use of space within the home.27 Cultural practices can be a significant feature of a person’s identity. To limit, deny or diminish the importance of culture can be hugely damaging to an individual.
This is not clear cut, and a major challenge of cultural awareness programmes is that the concept of ‘culture’ is fluid and indeterminate. If this fluidity is not recognised, there is a danger that training can become reductive and stereotyping.28
For instance, there are clear differences in the meanings attached to disability and ill-health between ethnic groups – some people may believe disabilities should be ‘cured’, or that it
is a consequence of sin. Yet there is also evidence to suggest that such prejudices are alleviated by close contact with medical services. Indeed, western medical paradigms may provide some relief from stress for families burdened by feelings of shame or stigma.
Further, the clear desire for services to be culturally appropriate doesn’t mean that the type of service or support required is necessarily different. Raghavan and Pawson found that where linguistic, cultural and religious needs had been met, people’s preferences for the type of care were much the same.29







24 Department of Health (2003): Inside, Outside: Improving Mental Health Service for Black and Minority Ethnic Communities in England
25 Fazil et al (2002), ‘Disadvantage and Discrimination Compounded: the experience of Pakistani and Bangladeshi parents of disabled children in the UK’, Disability and Society, 17(3): 237 – 253
26 Ahmad, W. (2000), Ethnicity, Disability and Chronic Illness, Oxford: OUP 27 Vernon, 2002
28 Ahmad, W. and Bradby, H. (2008), ‘Ethnicity and Health: Key themes in a developing field’, Current Sociology: 56(1): 47 –  56
29 Raghavan R and Pawson N (2009) Aawaaz project: Meeting the leisure needs of young people with learning disabilities from South Asian communities. London: MENCAP

The point is that while it is important to be aware of cultural difference, such differences should not be treated as irreconcilable with existing models of service provision. Belief and culture do not preclude the need for care, and the emphasis should be on enabling staff to build relationships of understanding and trust with BME customers – not repeating simplistic notions of what any given group do or do not want.

3.3 [bookmark: _TOC_250006]Conclusion

There is a widely acknowledged truism that service uptake increases with need; the very poorest are most likely to claim.30 Yet this does not appear to be the case for ethnic minority disabled people. Pakistani and Bangladeshi groups are strikingly poor, and have high levels of need, yet all the evidence suggests that they are under-claiming benefits and under-using services. While some services have clearly improved this should not distract from the considerable disadvantage suffered in other areas. As Fazil et al have argued, what
Tudor Hart called the ‘inverse care law’ is clearly applicable to BME disabled people: those in the greatest need are also least likely to be receiving care and support.31 The situation remains dire and urgent; BME disabled people are not accessing the services which
they need.






































30 Allmark et al. 2010
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Chapter 4. Subtle needs, inflexible structures: experiences of service provision

Chapter 2 discussed a series of key indicators outlining some of the socio-economic disadvantage experienced by BME disabled people. Chapter 3 showed that despite this disadvantage, BME disabled people still under-use the services available to them. In this chapter, we present the findings from our primary research to highlight some key themes of BME disabled people’s experience of being disabled and accessing services.
We strongly argue for a shift away from explaining these experiences only in terms of cultural preferences. Instead, our research found that there is a widespread sense among those we interviewed that services were felt to be remote, inflexible and poorly communicated. In short, BME disabled people’s needs – as complex as those of the population as a whole – are failing to be accommodated within service structures characterised by solidity and inflexibility.
The findings in this chapter are based on the primary research components of the project. In total we held focus groups with 55 people in London, Bradford and Preston. The focus groups included disabled young people, adult men and women, and parents and carers of Scope service users. Participants were from a range of ethnic backgrounds and with
a range of impairments.
These findings are structured around the key themes of communication difficulties, stigma, social isolation, migration and discrimination. Each of these sections is introduced with
a summary of the key themes, which are recapped in chapter 5.

4.1 [bookmark: _TOC_250005]Communication difficulties and language barriers

“We don’t have a word for neurological…”

· Limited written and spoken English can be a serious barrier to service access for BME disabled people
· Poor translation can exacerbate communication difficulties
· Our respondents also discussed having difficulties understanding technical medical or bureaucratic languages
· Communication difficulties can affect service access, self-identity and material circumstances


The participants in our focus groups had a mixed reaction to the issue of language and communication as a barrier to inclusive services. Many of the younger people we talked to spoke excellent English, and didn’t feel this directly affected their relationships with services professionals. Especially among those born or educated in the UK, we found that young disabled people were confident that they were able to access services that communicate predominantly in English – although this is not to say that there weren’t other issues limiting their service access.

Yet others spoke to us explicitly about having problems with language. In particular, they highlighted that for those in later life, or who have recently migrated to the UK, poor English can cause clear difficulties. A number of older people or people with older relatives had found difficulties in understanding services literature written in English:
“There’s no language barrier with me necessarily but it’s the older people, isn’t it?”
Others reported a preference for speaking in their first language even when they were comfortable with English. Respondents spoke about finding comfort in the familiar, especially at times of emotional stress, and there was a sense that some aspects of care or impairment are difficult to translate. Because of this, there was widespread agreement that effective translation should be offered widely, even to those with good English as a second language.
In short, language barriers can be a serious issue for older people and recent migrants especially. Some of the consequences in terms of service provision include:
· Misdiagnosis by staff: very few impairments or illnesses present to medical staff with fully visible symptoms. Patients who don’t speak English may struggle to communicate with their Doctor.
· Wrongly assessing disabled people’s needs: this can have serious implications for the care they are given and prevent people from expressing their cultural or religious preferences.
· Patients failing to understand their impairment accurately: without effective translation
it can be difficult to communicate the importance of taking medication regularly, or keeping medical appointments. These misunderstandings can have serious consequences on the management of people’s conditions.
· Unrealistic expectations: if patients don’t fully understand what service providers are offering, there may be an expectation that there will be more available or promised than is possible. This is particularly true with regard to medical treatment.
· Lack of information: unless there are effective translation mechanisms, services which advertise only in English are inaccessible.
A number of people we spoke to also reported explicit problems with translated materials, which were frequently found to be insufficiently detailed, featured out-of-date understandings of impairment, or were revised infrequently and had inaccurate information about what services were available. Given that translated leaflets or CDs are often the only such material provided, it is shocking that greater care is not taken to translate these accurately.
Yet there is more to communicating than being able to speak English – many people also reported having difficulties understanding technical medical or bureaucratic languages.
Some people described having difficulty understanding the way in which Doctors spoke about disability, seeing their impairment through a framework informed by a different set of terms for health and wellbeing. As well as the variety of problems associated with misdiagnosis, there can be issues of self-understanding – people not recognising themselves in the way illness or impairment is described and thereby feeling alienated from the medical profession:
“The Doctors don’t ever explain anything to you, they don’t emotionally help you. They just tell you what your problem is and that’s it.”

Difficulties communicating in the language of bureaucracy can also have serious material effects on people’s lives. Many people talked about the problems they had applying for DLA, which relies heavily on explicit medical terms to assess people’s eligibility. Others spoke about feeling unable to ‘work the system’ because of their discomfort using a medical language to describe their impairment. This can have serious financial consequences, and may underpin some of the lower uptake of benefits for BME people reported in Chapter 3.
Effective communication by service providers must deal with both language issues and attempt to overcome the complexities of people having different understandings of disability.

Case study 1: Anita
‘Anita’ was diagnosed with MS – a condition characterised by fluctuating levels of severity, and by an extremely wide range of symptoms. She was born in the UK, spoke English as her first language, and was comfortable that she understood her condition.
She was given a translated audio CD to give to her Mother, providing information about MS and the available support for someone with her condition.
But the information that had been translated onto the CD “was only the worst case scenario” – it described MS in terms that shocked and frightened ‘Anita’s mother, and caused her significant upset.


4.2 [bookmark: _TOC_250004]Stigma

“The first time you are diagnosed the thing you miss most is this feeling of normality, of feeling like everyone else…”

· Stigma appears to be particularly salient for BME disabled people, especially those with mental health needs
· Different understandings of disability exacerbate negative attitudes toward disabled people
· Attitudes and knowledge about disability can change through contact with service providers


‘Stigma’ refers to the way that personal characteristics can mark someone out as different. It can be thought of in terms of social participation: being disabled in the eyes of others can effectively ‘disqualify’ someone from being recognised as fully part of society. In short, stigma refers to negative attitudes toward people, regardless of the reality of their condition.
The stigma attached to disabled people can be widespread and acute, and is far from limited to ethnic minority communities. Yet we found in our focus groups that many people in BME communities felt it was a particular problem for them.
Asian people with mental health needs, for instance, reported facing particularly acute stigma and misunderstanding:
“It’s difficult within the Asian culture where it’s seen as such a hidden issue – ‘oh mental health’. Whereas in other cultures you can be seen to get better over time, here people don’t know it’s a big thing.”

Partly this is about lack of knowledge – not knowing that many people experience these issues and that they can recover; misunderstanding the effect mental health issues can have on people’s lives. But there was also a sense that there can be a different basis for knowledge about impairment. Whereas this person saw that in “other cultures you can be seen to get better”, the implication is that in her community mental health issues were either something you had or didn’t have. This sense of impairment being absolute partly explains some aspects of why disabled people are discredited in BME communities – disability comes to define social relationships in a way that can be difficult to transcend.
There was a widespread sense that in some cases the stigma of being disabled can lead to people being ‘invisible’. One man spoke about this in terms of the level of care he received at different stages of his condition:
“Everyone who tries to go to the community [for support] it is really really frustrating and depressing for the person who is actually suffering… there is nobody there to listen.
Anything happens they just count as nowt… When you end up in hospital they run around like headless chickens, but when that’s finished they disappear again.”
For him, the stigma of disability had a serious effect on the consistency of care which he received – he felt that only when something seriously went wrong was he offered help; then the community ‘disappears again’. Care was only provided when absolutely necessary.
Other people told us about how stigma can also affect those associated with disabled people, as well as disabled people themselves. One social worker we spoke to, for instance, told us about how some families didn’t want home visits as they were afraid of their neighbours’ noticing that they were receiving help. She explained this partly in terms of pride, and an unwillingness to be seen receiving help – the stigma of being unable to cope.
Yet she was also optimistic about her role – and that of other service professionals – in using their visibility to help reduce some of the stigma of being disabled, or having a disabled relative. She spoke at length about how street by street she was able to make in-roads into communities, improving attitudes towards disabled people simply by
demonstrably offering help. The imperative to get BME disabled people into services was heightened for her by the potential to improve their visibility and status in all communities.

Case study 2: Anwar
Anwar is a young man with complex physical needs and learning difficulties. For several years, he lived alone in an unadapted flat above his family’s corner shop. He had no wheelchair and no way of getting down the stairs independently. His only contact was with his family. Although they visited regularly, if he wanted to leave the house he had
to be carried down the stairs on his brother’s shoulders.
It wasn’t until a neighbour told them about a local support group that Anwar’s circumstances changed. The support worker ensured he was allocated a social services care package, was given a wheelchair, and was eventually re-housed in an accessible ground floor flat where he is able to live independently, and has developed good relationships with his neighbours.


4.3 [bookmark: _TOC_250003]Social isolation and family life

“Sometimes in our community you’re not able to talk about these things, you’re more likely to keep them inside…”

· Social isolation is widespread for BME disabled people.
· Migrants often live in poverty, lack information and have difficulty building social networks
· Women’s experience of being disabled can be compounded by expectations about domestic labour
· Becoming a carer can impact on people’s relationships, finances and wellbeing
· In contrast with other authors, we found little to suggest that BME disabled people’s relationships with their extended family means they need less external support


By highlighting social isolation as an issue our intention is not to deny the rich and varied community life many BME disabled people have. BME disabled people are involved in setting up mutual support groups, attend social events and training, and participate widely in social and cultural life. But it would be inaccurate and misleading to ignore the widespread concerns reported in our focus groups, where many people spoke about having difficulties trying to build lasting relationships, or simply in “getting out of the house”.
As one support worker told us:
“It surprises us how many people are living on their own and having to manage on their own. It’s a confidence thing, and it can stop them getting out and finding support.”
It was clear from the focus groups, however, that social isolation affects some disabled people more than others. Women, for instance, were particularly prone to feeling isolated. Many felt that having an impairment compounded the isolating effects of their household and childcare roles, and that other family members rarely made adjustments to support the management of their condition:
“It’s all on top of them [women]! It’s too much. Too much to take on as a mother and a daughter and a wife. It’s housework, it’s everything really.”
There was a sense that the particular expectations placed on women reduce the emotional and material resources they have available to cope with their own impairment. Such draining effects were seen as something that could hold people back from leaving the house, let alone being able to find and utilise services.
Carers of disabled people also told us about similar problems with social isolation in their communities. For instance, many had insufficient support networks to withstand the financial and emotional shock of suddenly needing to care for relatives or friends. One man we spoke to described divorcing his wife as a direct consequence of arguments they’d had about who would provide care for their daughter, after she had been diagnosed with CP. Another older man reported having had to leave a job he had held for over 20 years in order to care for his elderly parents, after both fell ill. Many carers spoke about depression as a serious and lasting consequence, often derived from the social isolation caused by having to provide care:

“I left my job, thinking I would have more time to look after my parents. They’re my parents, it’s my duty to look after them, but nothing goes beyond, it was not to be. More responsibility poured on me. I’m on the verge of depression”.
Given that women are statistically more likely to be providers of care, particularly in ethnic minority communities, the experience of social isolation is likely to be complex and compounding.
Finally, there is some evidence to suggest that exclusion from social networks is particularly acute in Muslim and Hindu communities. It has been suggested that here religion serves as a way of ‘explaining’ disability, which can be linked to past sin. As such, disabled people may be excluded – or at least, not included – in religious practices as well as through the physical inaccessibility of religious spaces. Given the importance of religion as a framework for sociability in some BME communities, isolation from religious networks can often mean social isolation in general. It is important to mention however that some people did speak of finding comfort in religious community.
The widespread reported experience of social isolation also runs contrary to a clearly expressed idea in the services literature: that BME disabled people prefer to rely on their extended family to provide care, and that this causes them to want less external support.
For instance, Salway et al (2007) argue that in ethnic minority communities ‘the immediate family is the primary resource for managing the impact of long-term ill-health’. Vernon (2003) argues that ‘interdependence’ is a key part of Asian communities, and stresses the importance of reciprocal ties and closeness within the family.
However, we found the picture to be far more complex, for the following reasons:
· The importance of family care provision may result less from cultural preferences than from mistrust, fear or a lack of faith in mainstream services. Relying on family care is a symptom as much as a cause of the under-use of services.32
· The capacity of families to provide care differs dramatically. There is as much variation in family composition within ethnic groups as between them – not all families are able to provide care. Further, impairments fluctuate over time, and the sudden onset of the need for care can have dramatic impacts on the financial and psychological stability of families.
· Over-protection’ can be a problem for young BME disabled people. The desire to live independently can be a source of conflict between young people and their relatives, who may be reluctant to allow young people space to explore their own identities.33
· Family can also be a primary source of stigma (see Case Study 3). We found cases where the most acute source of discrimination was from family members themselves. One woman we spoke to told us about her friend who “had lots of problems with her mother in law, and that has also affected how her family have been with her because of her disability, it’s like a vicious circle.”
Some of our respondents also felt that the erroneous assumption about families providing care also prevented statutory services in particular from offering the full range of services. As some of our respondents put it:



32 Begum, N. (2006) Doing It For Themselves: Participation and Black and Minority Ethnic Service Users, London: SCIE and Race Equality Unit  33 Vernon, 2002

“When we go and ask for extra support they say no, you can do it yourself, and it’s because you’re from an Asian background so they think you’ve got a close family, an extended family who can look after them, and religious leaders. And that’s an excuse for [social services] not to do what they’re supposed to.”
“Social services kept saying what about your relatives, have you not got someone else to help look after your parents? And I say that it’s irrelevant whether I’ve got friends or family
– what are you going to do!”
In short, some families provide care and support for disabled people, but this cannot be relied upon, and is not always the best solution for the disabled person. Whatever each family’s particular situation, other forms of support are still likely to be needed.

Case study 3: Rubina
For Rubina, a Muslim woman, the diagnosis of her son’s autism aged 13 had been a relief. Prior to the diagnosis she had felt constantly obliged to defend herself against her family’s judgement of Farooq as “just a naughty boy”. The diagnosis of autism gave her an explanation for his behaviour that didn’t relate to her own parenting ability.
The effect of her family’s exclusion of Farooq had been severe – as a mother who didn’t work, extended family provided a primary forum of social life. Here, social isolation was in spite of having a strong extended family.
She described the feeling after diagnosis:
“I know that I’m not on my own anymore, this autism is not only for my son, there’s other people got the same thing. So before, when I was so isolated, I thought why is everything just happening to me, but now I know there’s so much illnesses out there, there’s so many illness, so many names and so many types, so you’re not only on your own.”
A further implication of Rubina’s story is that the medical terminology is sometimes welcomed as it provides a weapon against cultural misunderstanding. It is vital to try and improve attitudes toward disabled people in BME communities.


4.4 [bookmark: _TOC_250002]Migration

· Recent migrants have particular sets of needs
· The need for better care can impact on migration decisions
· Residency status has a serious impact on access to statutory services
· Being disabled can limit people’s ability to migrate


“I was in London just on my own, and I was crying, crying all the time…”
In many ways we still know too little about the links between disability and migration, but even the few stories we heard during our research indicated that there are issues particular to migrant communities that require greater evidence and action.

For disabled asylum seekers, the impact of legal status is huge – until a person is granted leave to remain they have no access to income support or housing benefits. We heard stories of disabled asylum seekers who were living on around £60 a fortnight, donated
by friends and family. It hardly needs saying how difficult living on this level of income
is for anyone, but for disabled people whose needs are recognisably greater the problem is significant.
With poverty comes social isolation, and we heard frequent reports of loneliness being compounded by the strangeness of a new country. One mother to a disabled child, who had been an asylum seeker, told us that when she first arrived:
“I was crying a lot, and in this country one of the things I notice is that you can be crying from morning until evening and at the end of the day you still finish on your own, no-one will knock on your door and say oh what is wrong, what is it”.
For her there was a complex, double aspect to her new situation: the emotional stress of trying to understand her daughter’s condition (which was only diagnosed on arrival in the UK), and doing so in the absence of strong or stable support networks. In turn, this lack of support was something she was struggling to understand – the strangeness of being in a new country was bound up with the difficulties of caring for her disabled child.
We also found that the need for care can contribute to the decision to migrate or return migrate, something which echoes other research findings looking at retirement decisions for BME older people (see case study 4).34 The impact of disability on migration decisions isn’t simple, and the fluidity and complexity of migration patterns as a whole has to be taken into account. Evidence we found, however, suggests that disability can restrict return migration for older people; prevent young 2nd generation migrants visiting their parents country of birth; can lead people to stay in countries with better care; and limits geographical mobility.
Despite this complexity, the point remains: being a migrant affects the experience of being disabled, but being disabled also alters the experience of migration.

Case study 4: Remi
Remi came to the UK initially on a student visa, studied for a year, then returned home to Nigeria. Later on she had two daughters, one of whom began to fall ill aged four.
Remi went to the paediatrician in Nigeria and repeatedly tried to describe the symptoms she was seeing in her daughter, only to be told that what she was noticing was “just the anxieties of a mother”.
Her daughter grew progressively more ill, began to have convulsions, and finally fell into a coma for around two weeks. Although the Nigerian doctors managed to bring her out of the coma, they were still unable to diagnose her condition.
Remi moved to England, where Doctors immediately diagnosed her daughter’s condition as viral encephalitis and began to treat her accordingly.








34 Khan and Mawhinney, 2011

4.5 [bookmark: _TOC_250001]Discrimination

· We found little evidence of direct racism in service provision and encountered no reports of staff being explicitly discriminatory.
· We did find evidence of discrimination on the grounds of disability
· Understood as a gap between what services are expected to provide and what BME disabled people report experiencing however, indirect discrimination was reported by a number of respondents
· Consistent low-level discrimination can have a serious impact on people’s wellbeing
· Non-discriminatory practice is about more than accommodating cultural preferences


The concept of discrimination is complex. Bradby argues that it is inaccurate and unhelpful to suggest that poorer outcomes for BME people overall can necessarily be considered racist per se.35 She argues that there is a lack of clarity about whether discrimination is an organisational or individual failure, and as such how we should respond to its presence.
However, it would be naïve to discount discrimination altogether as a factor in BME disabled people’s lives. Understood as a ‘gap’ between the care received by BME people and the care they should expect to receive, we found a number of examples of discrimination.
Examples of this are as varied as for all disabled people, and we were told numerous stories about people with visual impairments being ignored at bus-stops; unfair dismissal from employment; bullying by school-children; or being denied access to preferred educational courses. Disability was widely reported as a source of discrimination.
The links between discrimination on grounds of disability and ethnicity, however, are perhaps more difficult to pinpoint, although our interviewees were in no doubt that they existed, referring to it as “like a double bind”.
One set of examples where the relationship between culture, disability and discrimination was explicit included complaints about social workers repeatedly failing to adapt their working practices to people’s preferences. One woman in Bradford told us of her struggle to get social workers to remove their shoes in her house:
“When we first had carers we had an issue because when they used to come into the house they didn’t want to take their shoes off, and this was something that we said to them, well, that’s something we ask everyone to do. And they’ve come in and they say, well we’re not doing it, so I said well you can’t come in then!”
Her story is less about the lack of understanding per se than the repeated failure of social workers to adjust their working practices. This was a theme repeated again and again – the key source of frustration was inconsistency and poor communication, not offence at people getting things wrong:






35 Bradby, H. (2010), ‘Institutional Racism in Mental Health Services: The consequences of compromised conceptualisation’, Sociological Research Online, 15(3)

“My social worker was always cancelling at the last minute… and it was like a let down on me… there’s no reason I wasn’t important.”
One conversation we had with two young people in Bradford provides a helpful illustration. The two people were debating whether they preferred a male or female support worker.
For the young man, having a female worker really mattered: “I wanted a lady support  worker I don’t want a man, because a man… when you talk to a man they don’t understand, they laugh you off”. For the young woman, however: “It depends on the person, the personality. If they want to help then a man can help.”
Two points are revealing about the young woman’s comment – firstly, she is a Muslim woman, who are often assumed to want only female care; something clearly not an issue for her. Secondly, the emphasis on personality and desire to help mattered far more than the gender/ethnic profile of the support worker.
Discrimination in these contexts was about the failure to adapt working practices to cultural preferences. Yet we recognise the difficulties of working in a context where cultural preferences are far from universal, hence the importance of asking and listening to people and respecting their requests.

4.6 [bookmark: _TOC_250000]Conclusion

The point of this discussion – and of the chapter as a whole – has not been to diminish the importance of understanding people’s cultural preferences, but to argue against a reductive understanding of how ‘culture’ operates in people’s lives. There has been an understanding present in much of the literature on service provision that views culture as something fixed, easily defined, and which can’t be transgressed without causing offence.
Yet our evidence clearly shows that people are ‘reflexive’ about culture – aware, knowledgeable and capable of thinking beyond obvious sets of prescribed values. As such, accommodating culture into services is about more than developing ever-more prescriptive lists of ‘do’s and don’ts’; it is about shifting towards a responsive, listening ethic of care. ‘Cultural training’ by itself will never change a system sufficiently to suit all Muslim people (for instance), or all Afro-Caribbean people, or all Somali people, for the simple reason that those cultures are difficult to define even for people who consider themselves to belong within them. Only by creating a system where the interaction between user and provider is more responsive to individual versions of culture can services become fully inclusive.
This point should also be read as an underlying principle of the next chapter, which outlines more explicitly our model for inclusive services.

Chapter 5: Recommendations for services: the ‘Plato’ model

In the preceding chapters of this report, we have shown that BME disabled people have substantial unmet needs, and that there are a number of themes common to their experience of exclusion from services. To summarise the key findings of the literature review, statistical profile and focus groups, we have strongly argued that:
· BME disabled people’s needs are the same as for all disabled people, but the extent and severity of their unmet needs is greater;
· As a large, growing and substantially disadvantaged group there is a critical need to create more inclusive services for BME disabled people;
· Services are not yet fully inclusive for disabled people from ethnic minority backgrounds, and BME disabled people report poor experiences of accessing statutory and
voluntary services;
· BME disabled people reported poor experiences of accessing statutory and voluntary services.
These key points inform this chapter, which returns to our opening question: what should services look like to fully include BME disabled people?
To answer this question we have developed the ‘Plato’ model of service provision, which aims to inform the production of an inclusive services environment. There are five key principles to our model, which argues that services should be:
· Person-centred principles
· Local community action
· Advocacy
· Translated communication
· Outreach into communities.
This chapter deals with each of these points in turn.

5.1 : Services should be: person-centred

As our primary research has shown, BME disabled people’s needs, preferences and experiences of services are as diverse as for all disabled people. As such, the focus
of service provision should be on enabling individuals to live the lives they wish to, rather than trying to incorporate generalised notions of cultural preference.
It is telling that one of the most frequent complaints we heard in focus groups was about people not knowing who their social worker is, or if the social worker had been changed. This implies a wider point: many people conceptualised the benefits of ‘service provision’ not as organisations or corporate bodies but as personal relationships:

“I can’t talk about my life to anybody, but its more comfortable and more reassuring to talk to somebody who understands where you’re coming from. Before, I didn’t know who to talk to, where to go, how to talk, but X and Y36 have been showing me ways of talking and getting things done and that was so much help.”
There are also links here with the idea of outreach – sometimes the most successful way to reach isolated individuals is through building personal relationships with individuals.
In this sense, being person-centred means re-conceptualising what it means to think about the interaction between an organisation and an individual.
Being person-centred also ties into our concerns about building inclusivity around the idea of accommodating cultural preference. Rather than trying to turn cultural awareness into
a kind of systemic knowledge, where a set of do’s and don’ts are built into frameworks for working practice, we urge the development of a culture of listening.
Fundamentally, this is about breaking the assumption that there can be a service which
is appropriate for all disabled people from a particular ethnic group. We found that cultural barriers were far from universal in the communities we spoke to; and, where they do exist, they tend to be realised in quite specific ways, such as through requesting support in a particular language, or asking someone to take their shoes off.
Finally, being person-centred lies at the heart of our efficiency argument: Simply put, it is far less effective to try and design a one-size-fits all system. Placing the disabled person at the centre of working practice means money is targeted to those areas of each individual’s life which make the most difference to them, and which has the best chance of improving
their life.
The lives of BME disabled people are often characterised by broad structural disadvantage. Resolving this disadvantage, however, can only succeed by targeted interventions based on people’s individual circumstances.

Good practice case study: Bradnet
Bradnet is a user-led organisation offering a range of services in the Bradford area, such as:
· person-centred outreach and advocacy
· one-to-one support and welfare rights advice
· help in education and employment
· an ‘Independent Living Service’ providing personalised care assistance.
Being person-centred is a central part of Bradnet’s organisational purpose, and a large part of their advocacy and outreach is about being led by the disabled person as to what support is most needed. Rather than beginning from an assumption about what support disabled people would like, Bradnet’s approach is to assess what individual needs are, and help direct people towards those ends:
“If I need help with paperwork, or getting a grant, or anything like that – you know they’re there.”



36 X and Y are Scope Response workers

Part of their success comes from recognising the limits of what they are able to provide, and working closely with other organisations to provide joined up care and support.
Rather than trying to offer everything, Bradnet has close links with other local voluntary and statutory services, and have a successful history of referring service-users to more appropriate bodies, and supporting them to access these.


5.2 : Services should be: local

As discussed under the ‘discrimination’ section of chapter 4, many people spoke about the need to make services more embedded in the community. One clear way of achieving this is to deliver services at a more local level.
The benefits of operating at a local level include: knowing the geography of local communities; building links with other local organisations in order to manage successful referrals; knowing GPs and community nurses; knowing teachers, shopkeepers, religious leaders; being able to build long-term and stable relationships; expanding organisational reach through word of mouth.
Building services from the community upward is a way of being more intelligent about links between organisations, in terms of knowing what organisations are available to refer individuals to, and having personal contacts to facilitate referrals more successfully.
The value of knowing the social geography of a particular community is difficult to overestimate.
Being local is also about a service being identifiably ‘for’ a particular community. Partly this is about simple location: being able to easily access a service is clearly important for disabled people. But it is also about the more abstract ‘identity’ of a service; being obviously open to people from a variety of backgrounds through inclusive messaging and branding, for instance. Again individual relationships are important – information clearly spreads most effectively through word of mouth.

5.3 Services should include: advocacy

Advocacy refers to the process of supporting vulnerable service users to speak on their own behalf, in order to fully access the services to which they are entitled. Providing such support is a key way of overcoming the communication barriers we outlined in chapter 4.
There are many different ways of supporting a partner through advocacy, but there remain two key principles: supporting people to reach empowered decisions; and assisting people to express their views and be listened to by those who are important in their lives.
Alongside these principles, we would urge organisations to find a model of advocacy that works best for the community they serve, and takes account of models such as non- instructed advocacy for those who don’t use spoken language.37
We accept that advocacy is not an appropriate role for all organisations to play in people’s lives. Repeatedly, however, organisations that we spoke to talked about helping people to receive benefits – a key aspect of advocacy – was something that had a direct and noticeable impact on people’s lives. Given the widespread poverty, and particular difficulties


37 Voices Through Advocacy and Scope (2008), When Communication Gets Tough: A Guide to Non-Instructed   Advocacy
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accessing statutory services, more widespread and effective advocacy is an important aspect of developing more effective services.
Anecdotal evidence from other organisations shows that without advocacy support, the experience of going through DLA tribunals, for instance, can be both traumatic and difficult to negotiate. There are many factors which make advocacy such an effective tool. Partly, this is about negotiating communication problems – simply knowing the language of bureaucracy, and knowing ‘how the system works’ is invaluable. It is also about building confidence, and the most effective advocacy is about developing people’s ability to speak on their own – the most successful outcome is the removal of the need for advocacy.

5.4 Services should have effective: translation and communication

Better translation would help some of the most vulnerable disabled people. As well as translating more material into a variety of languages, care must be taken that the materials being translated are kept up-to-date, reflect the complexities of impairment, and inform disabled people fully of the services available to them.
As discussed in chapter 4.1, however, good communication is about more than translation. The difficulties of understanding technical, medical or bureaucratic languages can be compounded by differences in the way that disability is understood or conceptualised.
As such, great care must be taken to send out the right messages about services and impairment, especially in situations where the information being provided may be the first contact between an individual and a service provider. This might mean putting things wherever possible into everyday language, testing materials with BME disabled people and refining those materials before publishing.
In short, better translation is not just about translating more, but about translating well.

Good practice case study: Pukar Disability Resource Centre
Based in Preston, Pukar is a community centre which provides a range of culturally sensitive services to disabled people from the surrounding area. The kinds of services it offers include:
· Multi-lingual advice for service users
· A translation service
· Tuition in languages, IT, literacy and numeracy
· Advocacy to enable service users to successfully liaise with statutory organisations
· Leisure activities
In addition to these activities, Pukar also provides a space for disabled people to socialise
– something many of the service-users we spoke to emphasised as something hugely important:


“It’s also a way of meeting people from the same background. It’s a good place to get together, you wouldn’t necessarily meet people round here any other way, especially if you’ve got depression like I have. I thought it would be a good way to make friends.”
Pukar’s staff members all speak several languages, and because many of the volunteers were drawn from within the community they serve, there is always someone available who can communicate with service-users regardless of their first language – they can be flexible and adapt to people’s needs.
The multi-lingual capacity of staff and volunteers also mean that Pukar is able to offer free translation services for people writing letters, dealing with benefits applications, or making appointments with other health and social care services. The ability to communicate in several languages makes their role as advocates more effective, allowing them to act as linguistic intermediaries between statutory agencies and disabled people.


5.5 Services should focus on: outreach

Outreach is important for getting people into services and for developing long-lasting and trusting relationships with BME disabled people. Successful outreach can also raise the visibility of disabled people and reduce the stigma of disability in more traditional communities, discussed in chapter 4.
BME disabled people are often described as ‘hard to reach’ – something our evidence disputes. There are issues of trust and confidence underlying the social isolation we reported in chapter 4, which can make it difficult for services to interact with individuals. There can be problems of simply not knowing where to go for support. For the most isolated people, ‘services’ are a relatively meaningless concept outside of the home.
Yet this doesn’t make it hard to reach BME disabled people. The links here to the idea of being person-centred are clear. Through outreach, personal preference can also be accommodated in the most appropriate way. One clear example of this is the physical location where support workers go to meet clients – some people struggle to get out of the house, and meeting at home is by far the most appropriate venue. Without outreach it would be difficult to assess these preferences.
The best way to increase people’s trust and confidence in services, and to help people feel less isolated, is to become a visible presence in communities. A further benefit of doing this is that it can raise the visibility of disabled people themselves. By breaking the idea that it is strange to seek help, the impact of outreach is such that it can improve attitudes towards disabled people themselves.

Chapter 6: Conclusions and key findings

In the introduction we set out a series of questions to frame the report. In this final chapter we return to those questions in order to reiterate the key findings, and introduce more explicitly our recommendations for future research and policy actions:
· What are the key characteristics of the BME disabled population as a whole?
· What are BME disabled people’s experiences of service provision?
· How can we begin to make services more inclusive for all disabled people, regardless of their background?
What are the key characteristics of the BME disabled population as a whole?
There are at least 1 million disabled people from black and minority ethnic backgrounds – and the population is growing. Between the ages of 16 and 64, the proportion of BME people with an impairment is lower than for the general population. In older age, however, BME disabled people are more likely to develop an impairment – over the age of 40 prevalence increases dramatically. Pakistani and Bangaldeshi groups have the highest rates of disability in old age of any ethnic group.
Many BME disabled people experience poverty. Levels of household poverty are higher – 44% of BME disabled live in household poverty compared with 17% of the population as a whole. Individual incomes are also around 30% lower than for the general population.
The poverty implied by these statistics is mirrored in the broad employment statistics for working age people – only four in ten BME disabled people are in work.
As might be expected, BME disabled people overwhelmingly live in areas with large BME communities - notably London, South Yorkshire, the West Midlands and Lancashire.

What are BME disabled people’s experiences of service provision?

Communication issues can be a serious barrier to services for BME disabled people. Poor written and spoken English, exacerbated by translation of uneven quality, can be a serious issue for older BME people and recent migrants in particular. Communication means more than just language however, and many respondents discussed having difficulties understanding technical medical or bureaucratic ‘languages’. Such difficulties can be rooted in self-identity, can affect service access and in the worst instances prevent people from receiving benefits or material support.
Stigma appears to be particularly salient for BME disabled people, particularly those with mental health needs. Negative attitudes towards disabled people can be exacerbated by different understandings of disability. Yet as with the whole of society attitudes towards disabled can be changed, and some people reported that contact with services was a way of achieving this.

Being a migrant affects the experience of being disabled, but being disabled also alters the experience of migration. The relationship between disability and migration is complicated, and there is much more research that can be done around this issue. Our respondents reported, however, that in some cases the need for better care can impact on migration decisions; being disabled can also be a limiting factor in the process of migration.
Further, residency status has a serious impact on disabled people’s ability to access statutory services – voluntary services are frequently the only means of support they can access.
Social isolation is widespread for BME disabled people. Many people noted that social isolation is a problem for some sub-groups in particular. The difficulty of condition management for disabled women can be compounded by community and family expectations about domestic labour and household roles. Carers often reported experiencing social isolation, as well as difficulties with familial relationships, finances and personal wellbeing.
In contrast with other authors, we found little to suggest that BME disabled people’s relationships with their extended family means they want or need less external support. It is more accurate to suggest that family had to be relied upon as a direct result of the absence of formal support structures. Some respondents felt that statutory services in particular often held stereotypes about BME people preferring to keep care and support within the family, and that such stereotypes prevented them from receiving the services they were entitled to.
Although we found widespread evidence of discrimination on the basis of disability, explicit racism in services was rare. Nonetheless, people reported discrimination existing as a gap between the expectations they had of services and the care they received in day to day life. As such, there are clearly wider issues involved in the development of non-discriminatory practices than attending to cultural preference; this report has hoped to demonstrate the importance of moving beyond simplistic notions of ‘culture’. Instead we should understand culture as a resource on which people reflexively draw to help them make sense of their situation, and which should be attended to by service providers in a holistic way, building on the idea of a listening ethic of care.
How can we begin to make services more inclusive for all disabled people, regardless of background?
This report has tried to make clear that the importance of including the needs of BME disabled people in policy is an urgent priority. Partly there is a clear ethical argument:
a community faced with such considerable disadvantage should be treated as a priority
by policy-makers. But there is also an efficiency argument. As the BME disabled population becomes larger, and as the UK population becomes more diverse in general, the imperative to shift to policy and services that are meaningfully adapted to the needs
of everyone is huge.

We recommend that service providers adopt our ‘Plato’ model of services, which argues that inclusive services consider:
· Person-centred principles
· Local community action
· Advocacy
· Translated communication
· Outreach into communities.
We strongly believe that the implementation of these principles will begin the long and urgent journey of creating more inclusive services for BME disabled people, many of whom profoundly need the kinds of support on offer.

Chapter  7: Recommendations

In order to implement the vision of services we presented in Chapter 5, we make the following recommendations to the key audiences identified earlier in this report: policy-makers, service commissioners and service providers.

Recommendations for policy-makers:
The findings of our research have a number of implications for government and policy-makers
– the unmet needs of BME disabled people are considerable, but have been largely absent from both disability and race equality policies. Given the size and expected growth of the BME disabled population, it is a demographic imperative that their needs are more fully addressed by policy – this is not a community seeking a ‘special plea’.
1) Following the UN Committee for the Elimination of Racial Discrimination, we recommend that the government develops a national race equality strategy, which should address the needs of disabled people from BME communities. We also recommend that BME disabled people’s needs and views are included in the forthcoming disability strategy.
2) We recommend that the government should create a joint implementation plan to deliver the vision for change set out in these two strategies, which should be led by both the Office for Disability Issues and the Government Equalities Office;
3) The government has a duty to carry out Equalities Impact Assessments when producing new policy or legislation. We recommend that Equalities Impact Assessments should consider the effects of policy and legislation on over-lapping equality characteristics.

Recommendations for service commissioners

The changing demography of the disabled population means there are a number of implications for service commissioners in the future, if they are to ensure the needs
of everyone in their community are met. The role of commissioners is extremely important for shaping the way a service offer develops in a given area, and for facilitating partnerships between larger and smaller organisations in order to combine community and personal needs.
4) We recommend that authorities work with local community groups, disabled people’s organisations and religious centres to develop coherent and targeted information campaigns in order to build awareness of disability services, and improve attitudes towards disabled people.
5) As a way of effectively understanding the local community, we recommend that authorities work with community groups and disabled people’s organisations to develop an effective evidence base about local need. We also recommend that ethnicity descriptors be included in existing methods of data collection on disability services, in order to improve the available data about BME disabled people.
6) We recommend that authorities set community-led outcomes for project managing service delivery, which should be co-designed with both community groups and service providers.

7) We recommend that authorities re-organise contracts for service commissioning to better facilitate collaboration between small and large organisations, which should allow more consistent, wide-ranging care that meets both personal and community needs.

Recommendations for service providers:

Combining the findings from our primary research with examples of good practice from service visits and stakeholder interviews, we developed our ‘Plato’ model for inclusive service provision. We argue that such a model would create services that would be more accessible to BME disabled people, but that would also benefit all disabled people.
The ‘Plato’ model would be:
· Person-centred:
· Local;
· Include advocacy;
· Have clearer and better translation and communication;
· And improve outreach.
While recognising the importance of cultural awareness for service providers, we also want to see service providers move beyond an approach to ethnic minority disabled people that sees culture as something fixed, easily defined, and an obstacle to service access. Instead, our evidence shows that people are ‘reflexive’ about culture: aware, knowledgeable and capable of thinking of beyond the apparent circumstances of their lives.
As such, we argue for an approach to services that goes beyond providing cultural awareness training. Only within a system where the interaction between user and provider is more responsive to individual versions of culture can inclusion be fully realised. More concretely,
we recommend that service providers:
8) Person-centred – Engage with user-led organisations to better understand the cultural dimensions of person-centred planning, and improve the planning process;

9) Local – Support existing BME disabled people’s organisations and build better working links between local agencies to create a better local offer, share knowledge more effectively and capacity build DPOs to help deliver better outcomes.
10) Advocacy – A critical part of improving service access and outcomes for BME disabled people is the role of advocates; we recommend developing networks of community and self-advocates;
11) Translation and communication – Because we found that large amounts of translated material are out-of-date, irrelevant and limited in scope, we recommend that service providers refresh translation strategies, and work with communities to develop more effective pre-translated materials;
12) ) Outreach – Improve outreach into local communities through strong partnership working with local organisations. Employ dedicated outreach workers, who should also contribute to the development of community support networks.
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Figure 1: % of BME disabled people living in household poverty
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