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1. Introduction  
 
 
1.1 Background 
 
1.1.1 The Equality and Human Rights Commission (The Commission) is the 

independent advocate for equality and human rights in Britain, set up by an Act of 
Parliament and launched in October 2007. The Commission aims to promote and 
protect human rights, reduce inequality, eliminate discrimination, build good 
relations and ensure that everyone has a fair chance to participate in society. The 
Commission has responsibility for seven equality strands – age, disability, race or 
ethnicity, gender, transgender, religion or belief, and sexual orientation – as well 
as human rights.  

 
1.1.2 An important part of the Commission’s work is to influence the reform of social 

care to ensure that equality and human rights are a central feature of day to day 
policy and practice. To help drive reform, the Commission undertook a project to 
build the capacity for personalisation. This report presents the findings from the 
four pilot projects carried out in different English regions between September 
2009 and March 2010, exploring how personalisation is working in practice for 
four specific groups of people who use social care services. These are: 

 
• Lesbian, Gay, Bisexual and Transgender (LGBT) people in the North West 
• Young adult mental health service users in the North East 
• Disabled Gypsies and Travellers in the East Midlands 
• Older people in the South West 

 
1.1.3 In principle, personalisation means giving people choice about what services they 

receive and how they receive them, and enabling them to take control of 
planning, securing and managing the support they need. In the past, a service-led 
approach to social care has meant that individuals have been expected to fit in 
with services, rather than being able to choose support that is tailored to their 
particular needs. Personalisation aims to change this by creating the means to 
give people more control over their care and support. This aspiration is set out in 
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‘Putting People First’,1 an agreement between central and local government, the 
NHS, regulators, and the third and private sectors, published in December 2007. 

 
1.1.4 Personalisation represents a range of approaches to service delivery with a 

number of services introduced to support the personalisation agenda. These 
include: person centred planning, self-directed support, individual or personal 
budgets, individual service funds and direct payments. These are elements of 
personalisation, but are only some of the ways in which a philosophy of putting 
individuals in control works in practice. Plans to personalise services do not apply 
only to those people who already receive services or are eligible for council-
funded support. ‘Putting People First’ recognises that, whatever their needs and 
financial means, everyone needs information, advice and, in some cases, 
advocacy to help them choose appropriate services. At a wider societal level all 
citizens should be able to access universal services such as health, education, 
transport, housing, leisure and work opportunities. 

 
1.1.5 A shift away from service-led approaches carries with it an implicit assumption 

that people will be treated as customers rather than as passive recipients of 
services. One of the keys to being able to act as an empowered consumer is 
equity of access to services. Put another way, particular groups should not 
experience barriers to being able to make choices that are there by virtue of 
belonging to that group. Creating equity of access is based on commissioners 
and service providers taking an approach that does not assume that everyone is 
the same, but takes into account the individual needs and preferences of 
particular groups. For example, some groups may need information about care 
services to be designed and delivered in a particular way so that it is accessible 
to them, while others may need more practical support to choose and manage 
their own support services. This project started from the premise that people who 
have traditionally been marginalised or discriminated against in society may face 
particular barriers to acting as empowered consumers. Not only this, but the 
barriers that may be there for all users of personalised services – for example, the 
amount of administration and paperwork involved in managing a direct payment – 
may have particular significance for certain groups. 

 
1.1.6 The report ‘From safety net to springboard’ (2009) sets out the Commission’s 

vision for the reform of care and support. Here the Commission recognises the 
 

1 Putting people first: a shared vision and commitment to the transformation of adult social care (2007), 
London: Department of Health 
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potential for personalisation to offer a means of overcoming disadvantage and 
inequality faced by people who might otherwise have critical aspects of their 
identity, characteristics or lifestyle overlooked, such as ethnicity, sexuality or 
gender. The Commission’s vision is for an overarching approach to social care 
and support which acts as a springboard by promoting capabilities, is co-
produced through partnerships and where benefits accrue to society as a whole. 
However, the Commission believes that the structures, cultures and attitudes 
underpinning existing systems need to change significantly if this potential is to be 
realised and new patterns of inequality and disadvantage are to be avoided. 

 
1.1.7 This project investigates what successful transformation might look like for the 

most marginalised communities. Among the Commission’s recommendations for 
managing the process of transforming care and support2 are: 

 
• High quality advocacy should be made available to assist people who 

otherwise may not benefit from personalisation. 
• There should be a strategic balance between investment in preventative 

services and investment in more intensive support for people with complex 
needs. 

• Local authorities must work closely with providers to develop a local market 
that offers a choice of care and support options. 

• Local authorities should ensure that commissioning decisions reflect the 
genuine aspirations of those requiring services. 

• Peer support should be made available to support the roll-out of 
personalisation.  

• Training and support should be made available to help the social care 
workforce to be able to deliver personalised services, and attention should be 
paid to pay and conditions to ensure a sustainable workforce. 

 
1.1.8 In practice this is not the experience of all users of social care services. The 

evidence on which the development of personalisation has been based, for 
example the evaluation of the individual budget pilots,3 indicates that not all 
groups are equally able to access and manage personalised support. These 
findings point to a risk that the principles of personalisation could be undermined 

 
2 Equality and Human Rights Commission (2009), From Safetynet to Springboard: A new approach to 
care and support based on equality and human rights 
3 Glendinning et al (2008), Evaluation of the Individual Budgets pilot programme: final report, London: 
Department of Health 
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by the way systems are resourced and managed, which may result in particular 
groups being excluded or discriminated against. In other words, the process may 
further disadvantage communities that already experience disadvantage. In a 
climate of financial uncertainty for the public sector, and with the imminent end of 
ring-fenced funding such as the Social Care Reform Grant, there is a risk that 
potential cuts to services may have the effect of excluding some groups of service 
users, as commissioners and providers focus on providing a universal service.  

 
1.2 About this project 
 
1.2.1 In response both to its ideas about how systems should be managed and to 

concerns about the potential for particular groups to be excluded from 
personalisation, the Commission devised a project to explore barriers to 
personalisation. Funding was made available for four pilot projects. Each project 
explored the actual and potential barriers to personalisation for one of four 
specific groups of people who appear to be at risk of being discriminated against 
or excluded from exercising their choice as consumers of personalised care and 
support.   

 
1.2.2 Each partnership was led by a user-led organisation (ULO), run by and for 

disabled people, and a more ‘traditional’ voluntary and community organisation 
(VCO) with a track record of working with the particular service user group. Some 
partnerships also involved other organisations with particular expertise or 
connections. A partnership approach was chosen because the Commission 
believed that ULOs and VCOs could bring complementary skills and expertise.  

 
1.2.3 All organisations involved in the partnerships were extremely positive about the 

experience of working together. In particular, the partnerships felt that the unique 
combination of expertise in research, knowledge of the policy environment for 
social care and understanding of the perspectives of service users had been 
especially powerful. For some of the partners, this was the first time they had 
worked with other voluntary organisations from outside their immediate sphere of 
work, and all agreed that this was an experience they would seek to repeat in the 
future. 

 
1.2.4 The partnerships and their lead organisations were as follows: 
 

Table 1.1: Projects and lead partners 
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Region Service user group ULO partner VCO partner 

East 
Midlands 

Disabled Gypsies 
and Travellers 

Leicestershire 
Centre for 
Independent Living 

Derbyshire Gypsy 
Liaison Group 

North East Young men at risk 
of suicide Vision Sense DePaul Trust 

North West 
Lesbian, Gay, 
Bisexual and Trans 
service users 

Merseyside 
Disability Federation 

Lesbian and Gay 
Foundation 

South West Older people using 
social care services 

Living Options 
Devon 

Age Concern 
Devon 

 
1.3 Methodology 
 
1.3.1 For each specific service user group, the projects aimed to identify: 
 

• Geographical gaps in service provision  
• Elements of what constitutes a good service as defined by service users 
• Barriers and challenges currently faced 
• Examples of current good practice 
• Recommendations for how to address current gaps. 

 
1.3.2 Partnerships undertook the projects in two phases. The first phase mapped what 

support was available from commissioners and service providers to help service 
users to access personalised services. The second phase was in depth 
consultation with service users to explore their experiences of accessing and 
using services, including what worked best and where there were barriers. 

 
Mapping support for personalisation 

 
1.3.3 Each partnership working on the pilot projects was commissioned to map 

services to support personalisation within a sample of local authorities to 
determine where the gaps in service provision were and the barriers that groups 
of service users with specific needs might be facing in terms of accessing 
personalised services. The main purposes of the mapping phase were to identify: 

 
• The availability of and gaps in services to support personalisation 
• Potential barriers to access to personalised care and support in the region  
• Cases of what appeared to be good and poor practice. 
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1.3.4 Services that were mapped included: local authority funded direct payments 

support services; direct payment payroll services; support groups for users and/or 
carers, and information, advice and advocacy services to help people access 
personalised care and support. The main method of mapping services was an on-
line survey distributed to local authorities and service providers. In some cases, 
data from the survey was supplemented by further discussions. 

 
1.3.5 Given the timeframes and the nature of the communities that were involved, it 

wasn't possible to conduct the mapping of services in the same way. The 
individual groups required different ways of communication and this had an 
impact on the methodology that each project adopted. Therefore information on 
services in the East Midlands is drawn from face-to-face interviews with Gypsies 
and Travellers about their experiences of using services, and no work has yet 
been done to obtain a local authority perspective on how the Gypsy and Traveller 
community is served. In contrast, the pilot projects with LGBT communities in the 
North West and older people in the South West have sought to gather information 
directly from as many local authorities and service providers as possible about 
how they support personalisation for these groups.  

 
1.3.6 An additional difficulty was that some service users did not identify as having a 

mental health condition or being a disabled person and thus do not engage with 
services that could provide information about personalised care and support. This 
was particularly the case for the projects in the North East and East Midlands, 
and indicates that for these service users there is an additional barrier to equality 
of access for all. However, what becomes clear both from the results of the 
service mapping and subsequent consultations with service users is that LGBT 
people, Gypsies and Travellers, young men with mental health conditions and 
older people require tailored support if they are to have equal access to services.  

 
Consultation with service users 

 
1.3.7 Consultation took the form of surveys, focus groups, and face-to-face and 

telephone interviews. 
 
1.3.8 Older People in the South West: two areas (Dorset and Torbay) were selected 

for detailed consultation with people using services.  Facilitated focus groups 
were held in each area. These were all-day sessions, with the morning being 
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used to identify issues and the afternoon for action planning. In total, 19 people 
took part in the focus groups. All participants were in receipt of council-funded 
support packages, with a small number using direct payments and/or individual 
budgets. 

 
1.3.9 LGBT service users in the North West: focus groups were arranged for people 

using services in Manchester and Liverpool, with group members recruited 
through a variety of means – including a provider survey, accessible posters, use 
of LGF website and Facebook pages.  The response rate, however, was low, with 
only five people attending focus groups and one person contributing views by e-
mail. This is concerning, and should be investigated further to ascertain whether 
this reflects a low take up of services, the absence of monitoring information, or is 
simply a lack of contact between partner organisations and existing and potential 
service users. 

 
1.3.10 Young people in the North East: over 100 survey questionnaires were 

distributed by hand, post and electronically to young people and workers with 
young people in the target areas of North Tyneside, Middlesbrough and Durham, 
as well as Newcastle. Questionnaires were also sent to social care teams and 
user-led organisations which provide self-directed support information. 56 surveys 
were completed and returned in an eight week timeframe, of which 88% were 
completed by service users between 16 and 24 years old, with the remainder 
being completed by workers with young people from the target group. A further 
detailed follow-up was conducted with three of the young people. These three 
young people also trained as co-researchers for the project, and facilitated two 
focus groups with 14 young men. 

 
 
1.3.11 In the East Midlands 63 face-to-face interviews were completed with disabled 

Gypsies and Travellers. The interviews were conducted by five people from the 
Gypsy community using semi-structured discussion guides.  A number of follow-
up interviews were conducted with some of the respondents. 

 
Consolidated report 

 
1.3.12 The Commission then engaged Cordis Bright, a consultancy and research 

organisation, to write a report bringing together the findings from all four projects. 
Cordis Bright reviewed all the data collected during the two phases of the work, 
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and met with representatives from each of the projects to discuss the findings and 
lessons learnt. 

 
1.3.13 Each project has produced its own final report, which gives a detailed account of 

the issues facing LGBT disabled people, older people, Gypsies and Travellers 
and young men at risk of suicide in accessing and making the best use of 
personalised care and support. 

 
1.4 How this report works 
 
1.4.1 This report draws together the findings from each of the four projects. It highlights 

barriers to access and examples of good and poor practice in service provision 
which are specific to individual service user groups, as well as those which may 
apply to personalisation more generally. 

 
1.4.2 The remaining sections of the report are structured as follows: 
 

• Section two contains a discussion of the findings from the mapping work and 
consultation with service users or potential service users. 

• Section three discusses the relationship between the findings from this 
research and the Commission’s policy position on the transformation of care 
and support, and makes recommendations for policy makers, commissioners, 
service providers and other organisations supporting the implementation of 
personalisation. 
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2. Making personalisation work for all communities: lessons from 
practice  

 
 
2.1 Introduction 
 
2.1.1 This section draws together findings from the mapping exercise and consultation 

with service users. It explores: 
 

• The services available in each region to support access to personalised care 
and support, and, in particular, how these services take into account the 
needs and preferences of marginalised groups. 

• Perceived gaps in services. 
• Service users’ perspectives on barriers to accessing personalised care and 

support. 
 
2.2 Support for people to access personalised services 
 
2.2.1 Information, advice and advocacy are important components of a personalised 

system; indeed, the Putting People First concordat requires local authorities to 
provide ‘universal’ services including information to find the services they need. 
This means that information and advice should be available to all members of the 
community, whether or not they are eligible for council-funded services. 

 
The mapping exercise yielded information about what general support is available 
to help the population at large to access services, providing a comparator for the 
experiences of our service user groups. 

 
2.2.2 The overall finding from the mapping (in this case with older people and LGBT 

people) is that there is insufficient support available to guide service users 
through the care pathway (i.e. identification of care and support needs; entry into 
care and support; and maintaining care and support). 

 
2.2.3 Links between the statutory sector and voluntary sector organisations were cited 

as a means of supporting older people and LGBT people to access services. All 
local authorities in the South West had formal links to services in the older 
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people’s groups in their area. However only 30 out of 40 of the surveyed services 
in the North West were reported to be already working or were planning to work in 
partnership or had links with local voluntary sector groups from the LGBT 
communities.  

 
2.2.4 Informal carers and informal networks of support are important for older people, 

but this work highlights that they are almost the sole means of support to help 
Gypsies and Travellers to navigate the social care system. This group was the 
least likely to have had assessments or to be accessing social care services. 

 
2.2.5  At interview with the authors of this report, the project leads said that they had not 

encountered any examples of good practice in supporting access to services for 
LGBT people and young men with mental health conditions. 

 
 

Where are the gaps? 
 
2.2.6 The work of the four projects revealed that there is a real gap in the ability of 

information, advice, advocacy and other types of support services to meet the 
needs of marginalised groups. Evidence of what is missing from these services 
came, for the most part, not from the mapping exercise, but from the consultation 
with service users. Participants highlighted the following issues: 
 
• Information and advice services are not always designed with the 

service user in mind:  Findings from the four projects suggest that 
information and advice on self directed support and personalisation does not 
consider fully the needs of specific groups, for example:  

 
o Young men in the North East complained that any information they had 

been given did not seem relevant to them and was not age appropriate. 
o Participants in the focus groups for older people in the South West 

described the language used as ‘jargon’ and ‘difficult to understand’. In 
particular, older people said they preferred to have things explained to 
them face to face. Some did not have access to the Internet and found 
online information of no use. 

o There are poor literacy rates among young men with mental health 
conditions and the Gypsy and Traveller community, making some written 
information difficult to understand. 
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o LGBT people in the North West mentioned that images of service users 
appearing in leaflets and other information rarely included LGBT people 
and that the language used was sometimes – and perhaps unwittingly – 
heterosexist. 

 
• Failure to acknowledge issues for particular groups or to address 

personal need beyond meeting statutory obligations: Young men at risk of 
suicide and LGBT disabled people, in particular, made the point that they 
were not being asked about their needs. For older people, this issue was not 
as prominent, with people talking instead about ‘lack of choice’ in services. 
For Gypsies and Travellers, most of the people interviewed had not got as far 
as having the opportunity to express their needs to a council or service 
provider. The following points were highlighted: 

 
o In the North East, young men report that their outcomes do not alter, 

despite repeated assessments and frequent meetings with service 
providers. They believe this is because there is little choice available to 
them. In individual discussions, young men said they are not being asked 
about what service they require, given a choice of key worker or given 
options about accommodation.  

o Very few local authorities or service providers interviewed are monitoring 
and responding to the demographics of their service users, in particular 
their sexual orientation.  Almost a quarter of services mapped by the North 
West pilot project and involved in personalisation indicated that they do not 
specifically include LGBT people in consultations about their plans. Focus 
group participants identified key attributes for a successful service for 
young men as ‘age appropriate, gendered and locally accessible’. 

o Without this knowledge, commissioners and service providers are unable 
to assess if they are meeting the needs of their local population, which 
puts them at risk of not delivering their obligations under the Public Sector 
Equality Duties.  
 

 
2.2.7 The projects identified the following gaps in provision that apply not only to the 

groups in this project (for whom these gaps may have a disproportionate impact, 
since they are more likely to be excluded anyway), but also more generally to 
people who wish to access personalised services: 
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• The first critical gap is that elements of an integrated personalised care 
pathway are missing. In particular, the market is underdeveloped (for entry 
into care and support and maintaining care and support), leading to a lack of 
choice. All groups identified barriers to obtaining accessible, appropriate 
information about services that were available to them.  

 
• A finding from the mapping exercises in the North West and South West was 

that some local authorities have been slow to implement the 
personalisation agenda. For example, some authorities have not yet 
implemented a Resource Allocation System to enable people to know how 
much money they have to spend on their care as an individual, and others 
have only recently done so.  
 

• Amongst providers, the ‘traditional’ care market still persists. Providers 
that responded to the questionnaires sent out in the South West and North 
East were aware of personalisation, but on the whole had not begun to 
implement any changes to their practices, let alone think about how to meet 
the needs of specific groups. There was also a view from people involved in 
the project of limited engagement of providers in the broader personalisation 
agenda. As a consequence we found little evidence of innovation in terms of 
how the social care market is developing.  While some innovative services 
are emerging, the traditional, larger ‘block’ providers are able to provide 
services at a lower cost than smaller independent ‘specialist’ providers, with 
the effect that the latter are frequently too expensive for many potential users. 
Commissioners have invested heavily with large block providers, leaving little 
opportunity or capacity to develop the potential of smaller (often user-led) 
organisations to compete within a commissioning environment. In the longer 
term, the range of choice offered to self-funders may be of benefit to these 
smaller providers, but this shift will take time. 

 
2.3 Barriers to accessing personalised services 

 
2.3.1 Each of the pilot projects identified barriers to accessing personalised services, 

reinforcing the findings from the mapping exercises, where these were 
undertaken.  A number of these were common across each of the projects – for 
example in relation to information and/or communication – though a number of 
very specific issues were identified in relation to groups that face particular 
exclusion.  For example, Gypsies and Travellers and young men at risk of suicide 
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identified significant difficulties in relation to securing any level of service 
provision at all, let alone a service that might be tailored to personal needs.  

 
2.3.2 Issues of communication were identified as a barrier in each of the pilot 

projects and operated at a number of different levels. First, there is a fundamental 
issue of communicating understandings of the concept of personalisation and 
how it might apply to an individual’s personal circumstances. A lack of clarity 
and/or of good explanation (in whatever medium) about what exactly is meant 
and how it might apply to services that people may receive was cited in one site 
as a ‘turn off’ in itself. In other words, ‘personalisation’ was interpreted as jargon 
with little connection to people’s lives. 

 
2.3.3 Similarly there is limited communication and/or information about what related 

terms such as the ‘transformation of social care’ mean in practice.  This includes 
a lack of understanding of what is currently available and why changes are being 
put in place. Without an understanding of what is currently available, it is difficult 
for people to judge whether alternatives are ‘better’ or more suited to their needs. 

 
2.3.4 This general need for better information was identified in particular in the North 

West, where a number of responses were received from disabled people 
enquiring about personalisation as a result of local publicity relating to the project 
– from people who were not LGBT. This general lack of awareness was also 
specifically evident amongst Gypsies and Travellers and among young men with 
mental health conditions (very few of the Gypsies and Travellers interviewed were 
aware of personalisation of services and less than half were familiar with 
traditional social care services).  

 
2.3.5 Older people were more aware of the personalisation agenda and how it could 

assist them to have greater independence, but were unaware how to access 
practical information about securing services, assessment or advocacy support. 
There was patchy knowledge of individual budgets and direct payments were not 
offered as a matter of course. Despite this, older people indicated that, in some 
areas of the South West, there is a large range of choice available.  However, the 
ability to take advantage of choice is itself patchy. In rural communities, for 
example, some people weren’t able to access services because of poor transport 
links, even if on paper it looks like the area is well served. The consequence is 
that there is little equity of access to personalised services even in an area where 
significant progress appears to have been made. This highlights that while people 
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may be given the opportunity to make choices about the services they use, there 
may be little opportunity to realise the benefits of that choice. 

 
2.3.6 Issues of access are also constrained by limited processes and infrastructures 

to support personalised services. Older people in the South West highlighted a 
lack of brokerage and support services to manage individual budgets.  Also, in 
parts of the South West resource allocation systems (RAS) have only recently 
been implemented and are not yet developed in other parts of the region. These 
findings demonstrate the difficulties inherent in ‘transforming’ social care. If the 
policy is to work in practice, the market and business processes to support choice 
need to develop at the same rate, and resources need to be available to make 
this happen. 

 
2.3.7 There were concerns about the impact of personalisation on informal carers. 

Examples cited include carers spending more time organising and managing 
care, more time attempting to fill gaps in support and/or filling gaps when services 
break down and as a consequence spending less time themselves on caring. 
This results in a lack of transparency about the real costs of personalisation to the 
individual (for example, a direct payment has to cover the cost of a service but 
also of administering it). There were also concerns about a lack of skills and 
training available to enable both carers and service users to manage 
personalised care.  

 
2.3.8 Broader workforce issues were identified, specifically the attitude and approach 

of assessors, and providers lacking skills in meeting individuals’ needs. Examples 
were given of assessors not providing information about direct payments and 
individual budgets, or emphasising possible disadvantages of a personalised 
service – for example by stressing the complexity of the process.  

 
2.4 Issues for the four groups 
 
 

Gypsies and Travellers 
 
2.4.1 Some of the barriers that Gypsies and Travellers face in accessing social care 

services are common to their experience of accessing all services. These include  
direct discrimination (as one participant put it ‘they think we’re scum’) or fear of 
discrimination; low levels of literacy; lack of documentation such as a National 
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Insurance number and/or bank accounts; fear of their culture being lost; issues 
that come from living on the roadside; lack of information, and lack of trust in 
authorities. In relation to care and support, the research found: 

 
• There is a strong cultural tradition of dependence on family members for 

support. Gypsies and Travellers feel strongly that they want to maintain this, 
but admit that it does cause frustrations and leaves some people without 
adequate support.  

 
• Following on from this, Gypsies and Travellers face barriers to getting the 

support they want because that support has not been available unless they 
move into more traditional housing. One participant explained how having to 
move into housing and away from family to get appropriate support is 
particularly distressing for someone who has always lived in a trailer.  

 
• Personalisation presents an opportunity for adult social care services to 

facilitate a way of life that is central to the cultural identities of Gypsies and 
Travellers, rather than people having to compromise this to get the services 
they need. For example, personal budgets might be used to employ family 
members as carers, or people could choose to receive services that help them 
to live independently on a site rather than moving into ‘bricks and mortar’ 
housing. 

 
2.4.2 The approach taken by this project to finding out what those needs are could help 

local authorities to meet their duties and ultimately result in better outcomes for 
individuals. Similarly, the success of personalisation in this community would rely 
heavily upon the involvement of Gypsy Liaison Groups providing practical one-to-
one support for disabled Gypsies and Travellers. 

 
2.4.3 Certain elements of personalisation would need to change considerably in order 

to be adopted by Gypsies and Travellers.  For example, direct payments would 
need to be more flexible and more portable from authority to authority. 

 
LGBT disabled people 

 
2.4.4  Issues that emerged for LGBT people also related to services as they are 

currently set up being inappropriate for people’s needs. 
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• One of the main issues with the project as a whole was an inability to reach 
large numbers of disabled LGB T individuals. This is possibly because the 
organisations, although well linked into disability communities and LGBT 
communities, did not attract people who identified themselves as (or were 
willing to disclose being) within both communities. Whilst the partnerships 
established through the pilot projects reported that they have begun to 
address this, development and resourcing of this remains a significant action 
for the future, in order to ensure that potential and existing users have the 
confidence to identify themselves and seek support from their chosen 
organisations. 
 

• For LGBT disabled people, there is a particular issue about ‘dual identity’. 
Participants said that it was often hard enough to have their needs as 
disabled people recognised, without introducing sexuality and gender identity 
into the equation. One person experienced acceptance amongst disabled 
people, but negativity from the LGBT community, perceived to be on the 
grounds of not conforming to an expected ‘body beautiful’ image. 

 
• Some people have experienced negative attitudes from carers and have 

decided to recruit personal assistants/support workers from within the LGBT 
community, rather than mainstream agencies. Any individual or group that 
feels they have to recruit personal care or support without going through 
agencies is potentially more vulnerable as there is no regulation of these 
workers. 

 
• Where there are culturally appropriate services they are always within the 

voluntary and community sector. 
 

Older people 
 
2.4.5 A greater proportion of older people were currently accessing personalisation 

than amongst the other three groups. Despite this people suggested that 
persistent and underlying ageism may affect the way in which services are 
delivered. For example: 

  
• Older people said they had frequently ‘put up with’ poor services because they 

were reluctant to complain. They believed that service providers were aware 
of this and did not make efforts to deliver to the highest quality.  
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• Assumptions continue to be made by service providers  about older people 

and their lack of desire to exercise choice and control. There were a number 
of examples of options that might be available to people being overly 
influenced either by assumptions of assessors or by an assessment process 
screening out choices.  Examples include: 

 
o Assumptions that all older people are unfamiliar with or reluctant to use 

information technology. 
 

o Assumptions that older people are unwilling to express preferences and 
therefore the choice is made for them. An alternative view given by a 
participant is that they may be unaccustomed to being offered choice and 
so not used to choosing. 

 
 

Young men at risk of suicide 
 
2.4.6  Despite investment and interventions into the young people’s lives by up to 10 

services, according to participants in the project, none of the services on offer 
gave them the opportunity to exercise any real choice and control, concepts 
central to the personalisation of their care. 

 
Issues uncovered by the research were: 

 
• Being at risk of suicide was not triggering the Fair Access to Care criteria 

requirements for support at critical or substantial levels. 
 

• People were incorrectly told that they were not eligible for assessment or for 
self-directed support and in some cases social workers were acting as gate-
keepers.  

 
• Other services or projects that the young people used were mainly youth 

projects, and didn’t have the knowledge of self-directed support to challenge 
this.  

 
• Discussions with service providers revealed fears that young people could not 

demonstrate sufficient levels of control or responsibility to make choices about 
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their own care and support ‘They can’t be trusted – they’ll only spend it on 
Jack Daniels’. 

 
• Supported tenancy was identified as being key to stability, and the ability to 

access other services. However, when the demand for tenancies exceeds 
availability, individuals are placed in temporary hostel accommodation. Young 
men reported that they have experienced theft and violence in hostel 
accommodation. Concerns for their personal safety forced some to return to 
the support provided through crisis services. 

 
• The young men who were interviewed said that without the relevant support 

or any control over their situation, they had sought to exercise control in the 
only way they had known at the time – by trying to take their own lives, 
returning to homelessness or re-entering the criminal justice system to try to 
access support. 

 
• Services are not responsive to the needs of young men at risk of suicide. For 

example, a young man  might know that he is most in need of support late at 
night or on a Sunday, but most services are provided during weekday office 
hours, with only floating cover at other times, or a support worker may not be 
known or trusted by the young man. Having some choice and control over his 
own support could mean that it is provided by people the young man has 
interviewed and who are available at crucial times, saving resources. 

 
• Through the focus groups, the young men identified the key attributes of  

advocacy and brokerage services that they would use as being age and 
gender appropriate (for example, having male key workers)  and locally 
accessible. 

 
2.4.7 For young people in the North East there were clear understandings about how 

personalised care and support could work in practice for them. Examples cited 
included a peer mentoring scheme: ‘volunteer friends’ through which people could 
use a personalised budget to take part in leisure activities with a ‘volunteer friend’ 
in order to combat isolation at times when they may be particularly at risk.  They 
felt that this could also result in increased aspirations, for example going to 
college if they could speak to peers who had had similar previous experiences.  
Another suggestion was to have the opportunity to be able to identify/interview 
key workers rather than simply have them allocated.  
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The young men felt that they needed advocates with knowledge of the social care 
system to be able to challenge those people who currently prevented them 
getting access to care and support. They also wanted to be able to challenge the 
prejudices and preconceptions of service providers who did not think that they 
could trust young people. They did not feel that the current level of support 
empowered them to do this. 

 

Common concerns for marginalised groups 
 
2.4.8 Self-identification: Typically, many young men with mental health conditions and 

people within the Gypsy and Traveller community do not identify themselves as 
disabled people. For example, in the North East, young men who took part in the 
study did not consider that they had a mental health condition because they were 
self harming. Therefore they are not accessing social care services or services 
that could provide them with relevant information and advice. In addition, there is 
reluctance amongst marginalised groups to disclose information about 
themselves for fear of being discriminated against. LGBT participants said they 
had decided not to ‘come out’ to service providers for this reason, while the 
research highlighted deep cultural issues for people from the Gypsy and Traveller 
community about retaining privacy and a reluctance to share information about 
personal needs. Without understanding the client group, service providers cannot 
be certain that they are meeting the needs of their local population, are promoting 
equality and aren’t discriminating. 

 
2.4.9 Recognition, trust and respect were identified in different measure by three of 

the pilot projects.  
 

• In particular, Gypsy and Traveller communities face very significant exclusion 
and so have very low expectations of the availability of public services.  Those 
interviewed said that previous attempts to access public services have 
resulted in them being told that they are ineligible (for example, due to an 
inability to demonstrate a local connection) or having felt that they are directly 
excluded because of their ethnicity. Just 8 out of the 63 disabled Gypsies and 
Travellers who took part in the project received any service from a public body 
and half of these were housing related rather than social care support. 
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• Similarly young people with mental health conditions in the North-East 
reported significant stigma, discrimination and exclusion. The experience of 
services by these young people was identified more by way of a restriction – 
for example the imposition and requirement to abide by rules set by providers 
such as curfews, often in place to make things easier for staff.  
 

• The LGBT people interviewed raised concerns that the failure to monitor 
sexuality and gender identity could undermine the service providers 
understanding, the quality of service delivered, and the confidence of LGBT 
service users that these services can meet their needs.  

 
2.4.10 Young men with mental health conditions and Gypsies and Travellers reported 

considerable levels of unidentified need and/or high levels of distress. 
Unsurprisingly, therefore, there was a very notable absence of ‘good outcomes’ 
reported from such provision as was available to them.  As a consequence there 
is a very different picture in reality to what is portrayed in the policy intentions for 
these groups.  Although personalised provision was recognised as potentially a 
better and more appropriate means of delivering/receiving care and support, the 
people involved in this study did not see is as a process or an option that would 
be  available to them. 
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3.  Conclusions and recommendations 
 
 

3.1 Introduction 
 
3.1.1 Evidence from the four pilot projects highlights two overarching areas of concern: 

a) The barriers to accessing ‘self-directed support’ experienced by some groups 
b) The potential mismatch between the stated aims of self-directed support and 

the aspirations and needs of some groups. 
 
3.1.2 The recommendations included in this section draw on the conclusions made by 

the four pilot projects and factors in the current legislative and economic climate, 
in order to inform the work of the following: 

• Policy makers 
• Local government decision makers and policy makers 
• Commissioners 
• Service providers 
• Mainstream and user-led third sector organisations. 

 
 
3.2 Messages for policy makers: progressing the Putting People First agenda 
 
The new Public Sector Equality Duty is an opportunity to direct public bodies to 
do more to take into account the needs of a wider range of groups 
  
 
3.2.1   From April 2011, public bodies in England, Scotland and Wales will be subject to 

the single Public Sector Equality Duty.4 The Single Equality Duty covers the 
protected characteristics of race, disability, gender, gender identity, religion/belief, 
age, pregnancy and maternity, and sexual orientation.  The new Duty will be on 
public authorities to have due regard to the following when exercising their 
functions: 
 

 
4 Currently public bodies are subject to the three Public Sector Duties – the Race Equality Duty, Disability 
Equality Duty and the Gender Equality Duty. The duties remain in place until the new single Duty comes 
into effect on 1 April 2011. 
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• Eliminate unlawful discrimination, harassment and victimisation 
• Advance equality of opportunity between different groups; and 
• Foster good relations between different groups. 

 
 

The Duty is designed to shift the onus from individuals to organisations, placing 
an obligation on public bodies to promote equality, not merely to avoid 
discrimination. The concept is that by paying explicit attention to the needs of the 
most disadvantaged groups in society, public bodies will be able to develop public 
services that better meet the needs of different groups in society, rather than 
taking a ‘one size fits all’ approach. 
 
A single harmonised Duty is a step forwards in achieving the vision of ensuring 
equality of opportunity for all groups. The real challenge, however, is for the 
Equality Duty to become a catalyst for improvements in service provision to the 
whole community. 

 
 
For public bodies to be able to fulfil their duties, impact assessments need to be 
carried out effectively and involve service users 
3.2.2 The work of the pilot projects suggests that public authorities do not sufficiently 

assess the impact of policies on equality groups and so may not go far enough to 
consider fully the needs of all groups. Often assessments are carried out without 
seeking the views of service users and, when consultation does happen, the 
format of the consultation is not age or culturally appropriate. One of the projects 
recommended that impact assessments should include an assessment of human 
rights implications for different groups and that public bodies should be directed to 
involve service users in assessing the impact of their policies. Critically, 
information needs to be collected about who service users are; without an 
accurate picture of the population being served it is unlikely that public bodies will 
gain a true picture of impact, or be able to ensure that all needs are being met 
effectively. 

 
There is a need to ensure that all disabled people have the right to control their 
own support 
3.2.3 The Welfare Reform Act 2009 gives disabled people a ‘right to control’ the way 

state services are provided for them, including by receiving direct payments not 
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only in social care, but also in areas where they are currently not available, 
including:  

 
• Further education and training. 
• Services to secure or maintain employment. 
• Provision to boost independence or remove barriers to participating in society. 

 
3.2.4 The main benefit of the Act is that it covers a range of funding streams, not just 

social care budgets, and applies to all disabled people, not just those receiving 
social care. The right to control is not yet widely available; pilots are currently 
being carried out in eight local authority areas and the lessons will be 
disseminated before being rolled out more widely.  

 
3.2.5 The new right to control does present an opportunity for disabled people from all 

groups to have more flexibility and freedom in designing and choosing services 
that suit them. However, the findings from this project give a strong indication that 
some groups may be prevented from taking advantage of this opportunity if 
appropriate information and support is not made available to them. To learn 
lessons from this work, public authorities and other service providers must take 
account of issues such as disabled people facing multiple sources of 
disadvantage and the barriers that some groups experience in accessing services 
at all. Policy guidance should make clear that the new right to control must be 
made available to all disabled people, and that information, advice, advocacy and 
brokerage are essential in  enabling this to happen. 

 
Joint working between agencies needs to be reinforced 
3.2.6 People consulted during this project said that one of the main barriers to getting 

services that met their needs was a lack of joint working between different 
agencies involved in service delivery. At a basic level, this meant having to repeat 
information several times or be assessed more than once. Having a right to 
control support that may be purchased through a range of funding sources will 
place an onus on the individual to navigate his or her way through different 
service pathways. Service users themselves – in particular older people and 
young men with mental health conditions – said they would like a ‘single point of 
access’ and someone who could liaise with different agencies and help co-
ordinate a support package. But they also said they would like agencies to talk to 
one another and to reduce duplication in their systems.  
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3.2.7  While social care policy already attempts to drive joint working at a strategic level, 
more needs to be done to reinforce joint working to support personalisation and 
the right to control. Work is already underway across the health and social care 
system at a local community level to develop preventative services, which are 
often funded or commissioned jointly. The emphasis on preventative services 
provides an opportunity to enhance joint working through developing new 
systems for access and assessment.  

 
3.3 Messages for commissioners, local public bodies and regulators 
 
Use monitoring and user involvement to inform needs analysis and to assess the 
quality of services and to identify any inequality that is being caused by 
implementation of personalisation locally 
3.3.1 Commissioners and local public bodies should monitor and use monitoring 

information to consult further with groups to identify what barriers they experience 
or what issues need to be factored into the design of services. 

 
Knowing the characteristics of users and potential users of services should lead 
to a better understanding of the needs of individuals. It emerged from this project 
that neither commissioners nor providers are collecting information that may help 
them to identify and assess the needs of specific groups. It would be helpful if 
commissioners could disaggregate data about service users and services by, for 
example, age, sexual orientation, residence status, and cross-reference multiple 
needs, rather than assuming that people fit into only one category. Clearly, 
monitoring needs to happen sensitively and with due regard for the privacy of 
individuals and the security of personal information. Critically, commissioners 
need to respond to the intelligence that service user monitoring provides and 
develop services accordingly.  

 
3.3.2 Some local authorities in the four regions had undertaken consultation with 

service users about an appropriate approach for personalised care and support 
services. Methods used to gather people’s views included focus groups, 
questionnaires and engaging local voluntary organisations to undertake 
independent surveys. However, this practice was not consistent across all the 
authorities in each region, nor did it seem to be particularly well developed in any 
single region. Users themselves emphasised that being consulted about the 
development of services is a vital route to having their needs met. Approaches 
taken by the pilot projects, which are described in detail in the individual reports, 
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could provide a basis for authorities to carry out their own reviews into the 
experiences of particular groups. 

 
3.3.3 For those receiving a personalised service, quality of service emerged as an 

important issue. When people had complained, issues had been dealt with on an 
individual basis. There is a danger that, where services are purchased on an 
individual basis, and are from a non-regulated source (for example, hiring a care 
worker privately), it will be difficult for prospective users to assess quality, since 
councils will no longer monitor as part of block contracting arrangements. As 
personalisation develops, it may be helpful for public bodies and regulators such 
as the Care Quality Commission to continue to monitor complaints and make 
intelligence about quality available to service users. 

 
3.3.4 Participants in the project made a number of practical suggestions by which 

people using services can be better engaged with the development of local policy 
initiatives and with driving changes relating to the needs of specific communities. 
Engaging with service users and with user-led groups will help public authorities 
to fulfil their duties, by giving them a better understanding of the needs of 
marginalised groups. For example, LGBT participants felt that it would be helpful 
to have steering groups relating to specific communities represented in the 
projects overseeing initiatives on behalf of the personalisation programme 
boards. This could ensure that best use is made of knowledge sharing, 
dissemination and access to appropriate community support networks.  

 
3.3.5 A specific message for the Department of Health from this project is that the 

lessons learnt for the implementation of personalisation in social care should be 
considered in the development and implementation of personal budgets in health. 

 
Support the development of user-led services in the community 
3.3.6 This project has demonstrated the potential effectiveness of user-led services as 

a means of helping disabled people to exercise their rights. User-led groups are 
often a first port of call for information and support for people who may face 
barriers in accessing services. For personalisation to work, commissioners need 
to make sure that service users understand mechanisms such as direct 
payments. Commissioning user-led organisations to provide this information and 
to support people through the process of managing personalised services is a 
way of removing some of the barriers that have been identified. However, it is 
important to note that this type of support should be separate from advocacy, 
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since there is a potential conflict of interest for ULOs providing both advocacy and 
practical support. The Commission recommends that ULOs should set up an 
arrangement with an independent advocacy provider to support people who need 
support with decision making and getting their choices heard and acted on. 

 
Monitor the cost-effectiveness of personalisation 
3.3.7 One of the principles of personalisation is that people should be able to access 

preventative services, rather than waiting until they are eligible for higher level 
services before their needs are met. The Department of Health funded 
Partnerships for Older People Projects (POPPs) piloted across the country 
between 2006 and 2009 found that preventative services can save money across 
the whole health and social care system. Developing systems to measure the 
financial effects of moving towards personalised care and sharing data across the 
health and social care communities will support the drive to transform traditional 
services.  

 
3.3.8 With increasing demand on social care budgets from an ageing population and 

the prospect of reduced funding from central government to the local public 
sector, personalising services can reduce duplication and eliminate waste. People 
will not pay for components of a service that they do not need. However, this 
hypothesis needs to be tested through analysis of local spending and outcome 
data. 

 
Monitor the impact of cuts on different groups 
3.3.9 With cuts in public services likely to impact on social care budgets, it will be 

important for public bodies to make sure there is not a disproportionate impact on 
some groups – likely to be people who are least able to navigate the system. An 
individualised approach to procuring services means that the impact of cuts on 
particular groups may be hidden. This project has highlighted the fact that some 
groups are finding it difficult even to access services at the moment. In a climate 
of financial restraint, this difficulty may be exacerbated by tighter eligibility criteria 
and reluctance to uncover unmet need. To guard against indirect discrimination 
against particular groups, public bodies should monitor both who is being 
assessed and take up of personalised services and supports. 

 
Develop local markets 
3.3.10 The work with older people in the South West, in particular, indicated that the shift 

towards personalisation may be hindered by a lack of choice of services. Put 
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simply, people cannot have a genuine choice if there are few services to choose 
from and/or they are of poor quality. For many older people whose needs are 
primarily for personal care, the range of options is limited. This is partly because 
local authorities have entered into block contracts with a small number of 
providers, which has had the effect of forcing others to leave the market or to 
increase their prices. Commissioners should ensure that a range of provision is 
available by working with providers in different ways – for example through 
shifting the balance from block contracting to spot purchasing and signposting – 
to develop a market. 

 
3.3.11 Commissioners should seek opportunities to develop the capacity of smaller, 

often user-led, providers to compete within a commissioning environment.  
 
3.3.12 In the current economic climate, we are unlikely to see a shift from block 

contracting arrangements to multiple providers. It is therefore imperative that 
Commissioners mitigate against limited market availability by ensuring that 
contract specifications factor in the need to address the under-representation of 
groups of service users, and require contractors to demonstrate that their service 
provision is congruent with Right to Control principles. 

 
Develop the information function 
3.3.13 Accessible, appropriate and clear information emerges as particularly important 

for groups who face barriers to getting services. Without information, people 
cannot exercise their rights to choice and control. Work is already underway in 
many local authorities to develop information, advice and advocacy services in 
response to requirements set out in ‘Putting People First’ for councils to make 
these services available to all members of the community. From the findings of 
this project, the problem seems to be that in developing universally available 
services, councils and others have pitched their information to a single audience, 
which has made the information too general to be useful, and have assumed that 
people’s level of understanding about social care is greater than it actually is. This 
work needs to be developed further on the basis that information should be 
tailored to individuals and should reflect the diversity of people making enquiries 
and the needs they may have. All four projects have shown that the information 
that is currently available does not generally meet the needs of the groups taking 
part in this project. 
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3.3.14 The universal commitment to advocacy in Putting People First has not been 
delivered. The recent Department of Health ‘Information, Advice (and advocacy)’ 
framework5 for local authorities does not discuss the importance of advocacy in 
preventing unequal access to individual budgets, nor does it contain practical 
advice about commissioning advocacy to meet the needs of individual budget 
users. There is a need for a national framework for commissioning independent 
advocacy services that incorporates advocacy for personalisation as well as 
statutory provision such as Independent Mental Health Advocacy, Independent 
Mental Capacity Advocacy, NHS Independent Complaints and Advocacy Service 
and advocacy in relation to social care complaints. 

 
 
Raise awareness of the needs of marginalised groups through training 
3.3.15 One of the reasons why public bodies may not take the needs of marginalised 

groups into account is that they may not understand the characteristics of these 
groups and the issues that may be important to them when receiving services. 
For example, the project in the North West found low awareness of issues around 
sexual orientation and gender identity amongst social care staff generally. Local 
public bodies may wish to pursue training for staff to raise their awareness of the 
needs of different groups. 

 
Improve multi-agency working to improve efficiency and the user experience   
3.3.16 Service users felt strongly that there should be one point of contact when seeking 

services. For example, older people in the South West expressed a desire not to 
have to deal with several agencies. They highlighted the benefits of the Dorset 
‘Way Finder’ scheme in providing a holistic service for older people. In the North 
East a strong recommendation was that multi-agency working should be 
increased, so that there is one point of contact for young people. Creating 
services that cross agency boundaries and are personalised around the young 
person would close the gap in provision and also potentially lead to savings 
where there is duplication in interventions. These recommendations may apply 
equally to other service user groups.  

 
3.4 Messages for service providers and their workforce 
 

 
5 
http://www.puttingpeoplefirst.org.uk/Topics/Browse/Brokerageadviceandinformationsupport/?parent=2674
&child=8183 
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Understand the needs of service users 
3.4.1 Service providers need to engage with service users to fully understand their 

needs and their experiences of using services. They should gather evidence by 
working with user led organisations, by asking users themselves and by 
monitoring who is using services. Alongside understanding the perspectives of 
users, providers need to ensure that they understand how eligibility, assessment, 
resource allocation and brokerage systems work in practice and where potential 
barriers exist, so that they can improve the process.  

 
3.4.2   As well as improving people’s experiences of using services and working towards 

people leading more independent lives, this would also assist in identifying 
ineffective services and duplication. 

 
Monitor complaints  
3.4.3 As well as monitoring who uses services, service providers should also monitor 

their complaints systems and the complaints received. To ensure that some 
groups are not being discriminated against indirectly, it would be useful for 
service providers to monitor who makes complaints and who does not, the nature 
of complaints, and what action, if any, is taken as a result of these 
complaints. For example, the older people involved in this work reported that they 
were unwilling to complain about unsatisfactory services. Similarly, if service 
providers reviewed their assessments and segmented them by equality groups 
they might find that there are patterns of request that could influence service 
design. 

 
3.5 Messages for ULOs and the voluntary sector 
 
3.5.1 Finally, this project has demonstrated the benefits of ULOs and voluntary and 

community organisations working together. Broadly, service users can benefit 
from the complementary strengths of ULOs in understanding the needs of service 
users and VCOs in being able to navigate through the statutory care system and 
forge relationships with public bodies. In all four cases described in this report, 
the ULOs and VCOs considered their partnerships to be a success and a model 
for working more effectively in the future. However, it was noted that resources 
will be needed to support this type of partnership working, as it requires time to be 
freed up from other work. 
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3.5.2 ULOs are in a strong position to develop models of peer support, such as the 
volunteer friend scheme which has been developed to support young men in the 
North East. This scheme is an example of an initiative, currently being trialled, 
that has its roots in what service users say they want and in the principle of co-
production. 

 
3.5.3 There are opportunities for both ULOs and VCOs to work in partnership with 

public bodies to develop awareness of the needs of excluded or marginalised 
groups, through, for example, training, running consultations, carrying out 
research, working with public bodies on equality impact assessments and 
supporting people to be involved in the planning and design of services. 

 
3.6  Conclusion 
 
3.6.1 The work undertaken by the four projects funded by the Commission has 

highlighted barriers for all four groups in being able to take advantage of the 
personalisation agenda in social care. Some of the issues raised are not unique 
to the groups involved in this project, but there may be a disproportionate – and 
usually unintended – impact on people who experience discrimination in society. 
This does not mean that ‘personalisation’ cannot work for all communities. 
However, personalised services must also take account of how culture and 
identity impact on an individual’s needs. The challenge to the public sector and to 
provider organisations is not simply how they might better serve marginalised 
groups, but the extent to which they can provide leadership to challenge the 
stigma, discrimination and low esteem experienced by some groups. This will 
require fundamental shifts in the ways in which organisations and services 
engage with groups who face discrimination and disadvantage.  
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