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We’d like to dedicate this to the memory of Andy Crowe, formerly of Healthwatch 

Essex and ecdp (formerly Essex Coalition of Disabled People), who developed peer 

support among personal budget users and must have helped many thousands of 

people over a long career in the disabled people’s movement before his untimely 

death in 2018.  

 

 
 

To children of the early 1990s, Andy was known as Billy Homer in the BAFTA win-

ning kids TV series ‘Press Gang’, first screened at a time when disabled people 

were just breaking through into the performing arts. Before going on to University, 

he became the first person in the UK to pass his driving test using a four-way joy-

stick manufactured by Steering Developments Ltd.. His own studies led him to focus 

on assistive technology, before moving into disability rights and peer support. 

Andy was an experienced Self-Directed Support Adviser, having worked for ecdp 

from the time before Personal Budgets became the norm in adult social care in 

2008. Andy was an intelligent and empathic practitioner who understood the need to 

provide disabled people and their families and friends with support at the same time 

as helping them navigate the health and social care system. 

Dedication 
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Summary 

Oxfordshire County Council (OCC) and Oxfordshire Clinical Commissioning 

Group (OCCG) have asked us to work with local organisations, groups and indi-

viduals to make independent recommendations about how to improve support for 

personal budget (PB) and personal health budget (PHB) users. We have attempt-

ed to do this collaboratively, but the recommendations are ours alone. 

 

In individual and group meetings, we have found that there is a great deal of 

knowledge and experience in Oxfordshire about how people can use personal 

budgets and personal health budgets to have better lives. This seems to be held 

by long-term PB/PHB users, carers, and people who were employed in health 

and social care services in the previous decade. We think the best way forwards 

is to build on this knowledge and experience, and make it more widely available 

to other people who could benefit from it. 

 

We know that there are large and fairly stable numbers of people using personal 

budgets in Oxfordshire. Approximately 3,800 adults in the county use some sort 

of personal budget for long-term social care, around 1,400 of whom take their PB 

as a direct payment (see Appendix 3 for details). There are smaller but growing 

numbers of people using Personal Health Budgets, and using personal budgets 

to organise support for children with Special Educational Needs and Disabilities. 

In adult social care people now have to be experiencing a higher degree of hard-

ship or disability to qualify as eligible, and many are being asked to make larger 

financial contributions to the cost of their own care. Care packages are frequently 

reduced on review, as the Council makes tough decisions against a background 

of reducing income and increasing need 
i
. In this context, we don't know how 

many more people will be prepared to take on the task of managing their own 

care and support through a PB/PHB. Our recommendation is therefore to begin 

by improving support for existing users. 

 

We have found that: 

 

• People who use PBs & PHBs have broadly consistent views about the are-

as in which their care and support could be improved, but don't necessarily 

know how this could be achieved. 

• Statutory bodies, support providers, and the individuals and groups who 

connect personal budget users to support, have the aspiration to improve 

the range and quality of that support. 

• The capacity to provide better support is limited by the available financial 

and staffing resources, which in most cases are shrinking. 
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We conclude that the best way to improve support is to build capacity and capability 

within communities, by working with organisations, groups and individuals who are 

already involved with PBs/PHBs, and reaching out to others who might be able to 

help.  

 

We recommend that OCC and OCCG support this by: 

• Creating a steering committee, linked with formal statutory structures (like the 

Co-production Board) and supported by one or more development workers. 

• Developing a new Peer Network, supported by development workers, with a 

formal relationship to the steering committee. 

 

We have five main sets of recommendations for specific pieces of development 

work that can be carried out over the next two years, using a community develop-

ment approach. These relate to: 

• Improving support for people at every stage of obtaining and managing a per-

sonal budget or personal health budget. 

• Supporting people in their relationships with personal assistants. 

• Improving the range and quality of support that people can pay for with person-

al budgets and personal health budgets. 

• Helping PB/PHB users to work collaboratively with one another. 

• Making the financial processes support the aims of increasing choice and con-

trol, instead of getting in the way of it. 

 

The structure recommended should allow for new proposals to be incorporated in 

response to needs which emerge later on, and for pieces of work which are no long-

er relevant to be discontinued. Over time we imagine that some of the money used 

to pay for development workers will be replaced by longer-term funding arrange-

ments to sustain successful development projects. 

i. Oxfordshire County Council (2018) Service & Resource Planning 2019/20 to 2022/2: Report by the 
Chief Finance Officer/ Available at: http://mycouncil.oxfordshire.gov.uk/documents/g5393/Public%
20reports%20pack%20Thursday%2013-Dec-2018%2010.00%20Performance%20Scrutiny%
20Committee.pdf?T=10 Retrieved on: 21/12/2018 
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In July of 2017, we were contacted by the Engagement Team of Oxfordshire County 

Council because of a recommendation from their daytime support review. 

“Personal budgets for people with eligible needs – supporting 

choice 

We recognise that personal budgets and the choice it brings are not 

wholly welcome, and that for many people managing these and mak-

ing informed choices is difficult. Nonetheless, it is important that peo-

ple using daytime support have the opportunity to find out what is 

available and decide what works best for them, with the support they 

need to do this. We are proposing to invest an additional £100,000 

per year, in supporting people to make choices. We will co-design 

this with people who would be eligible to use daytime support." 

 

They had contacted us because of a report we wrote in 2014, called Personal 

Budgets: Where Next in Oxfordshire. The report had been commissioned by 

Healthwatch Oxfordshire at a time when personal budgets in the NHS (PHBs) were 

starting to become more common. The report made a series of recommendations 

about resources, support, bureaucracy and helping people to work together. The 

recommendations are in Appendix 4, and the full report is still available on our web 

site. 

 

Also in July 2017 we were approached by Volunteering Matters, who were doing 

some work with NHS England trying to develop regional networks of voluntary sec-

tor organisations to support the implementation of Personal Health Budgets and In-

tegrated Personal Commissioning (integrating Personal Budgets funded through lo-
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1. Background 



cal authority adult social care services with Personal Health Budgets). According to 

NHS England, Integrated Personal Commissioning (IPC) aims to … 

“… ensure that services are tailored to people’s individual needs, building 

on learning from personal budgets in social care and progress with per-

sonal health budgets. Through IPC, people, carers and families with a 

range of long-term conditions and disabilities are supported to take a 

more active role in their health and wellbeing, with better information and 

access to support in their local community, and greater choice and con-

trol over their care.” 

NHS England  

What is Integrated Personal Commissioning (IPC)? ii  

We have always sought to work col-

laboratively, and were happy to work 

with both organisations. We suggested 

that there would probably be a benefit 

in co-ordinating both these projects, 

because a lot of the people and organ-

isations involved on one would proba-

bly be involved in the other.  Volun-

teering Matters (VM), Oxfordshire Clin-

ical Commissioning Group (OCCG) 

and Oxfordshire County Council 

(OCC) were also keen to reduce dupli-

cation and co-ordinate wherever pos-

sible. So from the autumn of 2017, we 

found ourselves part of an informal 

group working towards common objec-

tives around the Council and NHS pro-

jects. 

 

From the beginning, it was obvious 

that a lot of the groups, individuals and 

organisations who had been working 

on personal budgets and personal 

health budgets (PBs/PHBs) in 2013/14 

were no longer active. Building in-

volvement with local stakeholders 

therefore took time. By the spring of 

2018 ourselves and VM had drafted a 

broad vision of what we wanted in Ox-

fordshire (see Appendix 2). However, 

this was nothing like a fully-developed 

commissioning strategy, and we had 

not shared it with enough people to 

frame it as a joint vision of what should 

happen. OCC and OCCG therefore 

agreed to delay the plan for improved 

support for PB/PHB users until the fol-

lowing year (April 2019). At the same 

time, they commissioned us to consult 

widely and develop this report, with 

the aim of informing more detailed pro-

posals. 

ii. Available at : https://www.england.nhs.uk/
ipc/what-is-integrated-personal-
commissioning-ipc/ Accessed on: 27/1/2019  
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2. Co-production and 
producing this report  

Our approach to developing these 
proposals 

 

We acknowledge that the reason 

many statutory bodies are looking to 

community development models is to 

save money. OCC’s daytime support 

review began with a target of saving 

£1 million, and sat within a wider con-

text in which the Council needed to 

make £15.2 million savings between 

2017/18 and 2019/20
iii
. This year’s 

draft budget proposes further cuts of 

£1.2 million this year and again next 

year by reviewing care packages for 

older people
 iv

. The £100,000 the 

Council proposes to spend on co-

producing support for PB users is 

therefore in the context of a wider re-

duction in spending. Commissioned 

support for PB users in adult social 

care is at a much lower level than 

when we wrote our report in 2014, alt-

hough support for NHS PHB users has 

grown. Our remit here is not to make 

recommendations about how OCC or 

OCCG should be making their finan-

cial decisions, but it's important to be 

realistic about what can be achieved 

with a relatively modest investment 

against a background of rising need 

and service reductions. 

 

We believe that the limited investment 

that OCC proposes to make is best 

spent using a community develop-

ment model (see overleaf for a 

summary). This involves working 

with all stakeholders to co-produce 

support. Rather than starting with a 

grand plan to provide a comprehen-

sive range of support for all PB/PHB 

users, we recommend beginning by 

working with people who are al-

ready using PBs/PHBs to improve 

their  experience. This process has 

started with the group and individual 

meetings preceding this report, and 

the survey carried out by OCC in 

2018. We recommend that it is con-

tinued in the form of a steering com-

mittee with representatives from all 

stakeholder groups, supported by 

one or more development workers 

whose role will also include support-

ing a new peer network of PB/PHB 

users. 

 

Our approach in this report is to 

make recommendations about the 

best way a recurring £100,000 

(perhaps with a contribution from 

OCCG for PHB users) can be used 

to grow community-based support.  

Like the overwhelming majority of 

the people we spoke to, we are op-

posed to the wider cuts to health 

and social care services, and con-

tinue to campaign against them. 

However in this report we have tak-
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Six Components of Community Development 
 

1. Help people to see that they have common concerns about local or other 

public issues, which they could benefit from addressing together, under 

their control. 

2. Help people to work together on those issues, often by forming or develop-

ing an independent community group, supporting them to plan and take ac-

tions, and encouraging evaluation and reflection as a way of improving ef-

fectiveness. 

3. Support and develop networking between communities and independent 

groups across the community sector and build links with voluntary sector 

bodies. 

4. Promote values of equality, inclusiveness, participation and co-operation 

throughout the work. 

5. Empower people and their organisations to influence and transform public 

policies and services and other factors affecting their lives. 

6. Advise and inform public and private authorities on community perspectives 

and assist them to strengthen  communities and work in partnership with 

them. 

 
From Gilchrist, A & Taylor, M (2016) 

The Short Guide to Community Development. 

en a pragmatic approach to achieving 

the maximum benefit from the funding 

available by carrying out a series of 

linked developmental projects at the 

same time as building a sustainable 

network. This approach was agreed by 

participants at the planning meeting on 

4/12/2018. 

 

Co-production 

 

In 2017 Oxfordshire County Council 

decided it was going to use an ap-

proach called ‘co-production’ to devel-

op services in at least four service are-

as 
v
. People disagree about what co-

production does and should mean 
vi
, 

but OCC has been collaborating with 

the Social Care Institute for Excellence 

(SCIE) on this project, and they say: 

“Co-production has been broken 

down into the following: 

a.  co-design, including planning 

 of services 

b.  co-decision making in the allo-

 cation of resources 

c. co-delivery of services, includ-

 ing the role of volunteers in 

 providing the service 

d.  co-evaluation of the service.” 

SCIE (2015) Co-production in 
social care: What it is and how to 

do it, p.51. (our numbering) 
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Referring to these four elements may 

help to make clear the extent to which 

this report can be thought of as part of 

a process of co-production. 

 

a: Co-design 

We (Community Glue CIC) have been 

commissioned to write this independ-

ent report. Oxfordshire County Council 

and Oxfordshire Clinical Commission-

ing Group, which have paid us to write 

it, have not had a direct say in the con-

tents, although representatives have 

been involved at every stage. Part of 

our remit was to talk to a range of key 

people and organisations involved in 

PBs locally, which we did together with 

colleagues from VM and the National 

Development Team for Inclusion 

(NDTi) in September and October, 

presenting our findings to an open 

meeting on 23/10/2018. 

 

In November, we attempted to follow 

this up with conversations with individ-

ual PB/PHB users. This was much 

less successful, perhaps reflecting the 

difficult relationship between PB users 

and the local authority, which has 

been reducing entitlement and in-

creasing charges over the past several 

years. This forced us to rely more 

heavily on our earlier conversations, 

our notes from the meetings held earli-

er (see Appendix 5), and a survey of 

personal budget users conducted be-

tween January and June 2018 (23 

people responded). This is the infor-

mation we used to identify the main 

issues, and to begin to develop solu-

tions. 

 

On 4/12/2018, we presented our pro-

posals in the format presented here to 

the open group that had been working 

on PBs and PHBs since October 

2017. We were able to gain detailed 

feedback, and in some areas refine 

our proposals further. A further meet-

ing is planned in February 2019 to 

launch this report. From this point, we 

hope the group will transition into a 

steering committee to oversee the im-

plementation of the recommendations 

in this report. 

 

b: Allocation of resources 

This report will make a series of rec-

ommendations about what is pur-

chased with the money that OCC has 

earmarked for supporting PB users, 

but we have no control over whether 

our recommendations are accepted. 

Both OCC and OCCG have systems 

for stakeholder engagement in budget-

ary decisions, which are outside the 

scope of this report. 

 

c: Co-delivery of services and volun-
teering 

Community Glue is committed to work-

ing with the organisations, groups and 

individuals that are already helping to 

embed support for personal budget 

users in local communities. Our rec-

ommendation is that wherever possi-

ble, funding should be used to build 

this capacity, where necessary engag-

ing with other local organisations and 

groups. This is consistent with a wide 

range of other community develop-

ment approaches being introduced (or 
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in some cases reintroduced) both in Oxfordshire and more widely. These include 

the Community Circles approach 
vii

, Local Area Co-ordination 
viii

, the 3 Conversa-

tions Model 
ix
, asset-based community development 

x
 and social prescribing 

xi
. 

An important element of our proposals is the creation of a new peer network to sup-

port PB and PHB users throughout the county. We are clear that to get the best out 

of volunteers, the network will need considerable input from paid staff. 

 

d: Evaluation 

Evaluation will be the responsibility of commissioners. However, if the proposals of 

this report are implemented, a steering group of local PB/PHB users and other 

stakeholders will continue to oversee developments from the work proposed here 

on an ongoing basis. 
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3. What will happen, who will 
do it, and how will they do it 

a. Who 

 

We recommend that OCCG and OCC 

work collaboratively with existing or-

ganisations and groups, where neces-

sary reaching out to re-engage groups 

that have disengaged from the devel-

opment of personalised services in 

Oxfordshire, and developing new links 

with others  who could potentially con-

tribute to the process. Without being 

prescriptive about exactly who is in 

each group, we have identified four 

broadly distinct groups who can con-

tribute to the process in different ways. 

We will refer to each of these types of 

group in each of the chapters that de-

scribe what we are proposing. 

i. Statutory agencies 

These include OCCG, OCC and Ox-

ford Health NHS Foundation Trust. 

These are the organisations with a pri-

mary responsibility for designing the 

systems which make PBs and PHBs 

available, within statutory legal frame-

works. They often employ people who 

assess who is eligible for support, and 

make the final decisions about what 

they will or will not fund through a PB/

PHB. These agencies often have staff 

who are very skilled at working with 

people with specific illnesses or im-

pairments, and may have existing con-

tractual arrangements with organisa-

tions providing support of different 

types. 

ii. Connectors 

These are the organisations, groups 

and individuals that connect people 

who are allocated a PB/PHB with the 

support that they need to obtain fund-

ing and manage a support plan. At a 

formal level, they may be organisa-

tions such as Connection Support Di-

rect Payment (DP) Service 
xii

 (which 

provides advice on every aspect of 

DPs including employing a PA) or Pur-

ple 
xiii

 (currently contracted to provide 

a managed account service to OCC 

PB users). At an informal level, it could 

be people’s friends, family members 

(including informal carers), work col-

leagues, or members of disability-

related organisations and social media 

networks where people share ideas 

and support one another. 

 

iii. Providers 

This group includes everyone who pro-

vides support through the use of a per-

sonal budget or personal health budg-

et.  There are two main sub-groups: 

those who are paid to provide support, 

and community supports which may 

cost relatively little in themselves, but 

which people need support to access. 

The first group includes PAs (whether 

they are employed by an agency, by a 

personal-budget holder or are self-

employed), residential care services 

and the large number of charities and 

social enterprises providing creative, 
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tailored supports. The second group 

includes things like sport facilities, 

parks or allotments, clubs and socie-

ties. 

iv. Peer network 

There have been several attempts to 

create networks of PB users and sup-

port groups over the years, and we 

have been involved with most if not all 

of them. These are always challenging 

for a range of reasons: 

• Most obviously, PB /PHB users 

are often unwell, have limited 

mobility, and informal carers are 

usually very busy. This makes 

regular attendance difficult. 

• Finding a frequency, time and 

venue that works for everyone in 

a large and predominantly rural 

county is hard. 

• Transport costs and the costs of 

additional PA support while at-

tending the meeting are often 

prohibitive. 

• People sometimes come to 

meetings with specific individual 

queries that the group is not ca-

pable of answering. 

• Organisations have historically 

not been adequately funded to 

provide administrative support, 

and people have not always 

been able to confirm whether 

meetings were going ahead (or 

what was discussed at the last 

meeting). 

We have had links with groups in other 

parts of the country for nearly ten 

years. Our experience is that there is 

no magic formula for a successful 

peer network.  However, those groups 

that have had successful, long-term 

networks often have the following fea-

tures: 

• Accessible buildings with good 

transport links and a budget to 

reimburse people for the costs of 

their attendance. 

• Guest speakers and listeners. 

Speakers can cover a range of 

topics of interest to PB/PHB us-

ers. Listeners can include man-

agers from local statutory agen-

cies and providers who are pre-

pared to hear people's concerns. 

• Administrative support to sched-

ule meetings, book speakers, 

facilitate or chair (if necessary), 

and to act as a contact point. 

• Links with case-work support for 

people with complex queries. 

• Some sort of social media and 

phone/email support for people 

with queries arising between 

meetings, and for sharing details 

of what happened for people 

who couldn't come. 

Links with statutory agencies are par-

ticularly important. Support groups 

need to be provided with up-to-date, 

reliable information about health and 

social care systems. For people with 

frustrations about the system, knowing 

that their concerns are being taken 

seriously and acted upon provides a 

powerful motive for engagement. For 

those agencies with a responsibility for 

providing PBs/PHBs, current service 

users provide an effective means of 
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finding out what's working well, and 

what needs to be improved. For sup-

port providers, these meetings can 

provide up-to-the-minute intelligence 

about needs and gaps in the market. 

b. What 

We are making recommendations for 

developments in five main areas, 

which emerged consistently in discus-

sions over the past year and a half. 

This is not intended to be a final list. 

On the contrary, we are expecting that 

new proposals will emerge through the 

steering committee and peer network, 

and some of our initial proposals will 

fail or be made irrelevant by develop-

ments in local or national social policy. 

This list is our starting point. Chapters 

4 to 8 of this report respectively spell 

out these recommendations in more 

detail. 

 

4. Improving support for people at 

every stage of obtaining and 

managing a personal budget or 

personal health budget. 

5. Supporting people in their rela-

tionships with personal assistants 

6. Improving the range of support 

available. 

7. Helping PB/PHB users to work 

collaboratively with one another. 

8. Making the money work, by 

providing people with better ad-

vocacy and advice around finan-

cial decision-making. 

 

 

 

c. How 

 

Development and Design 

 

Appendix 2 contains a vision state-

ment developed with local stakehold-

ers that reflects our values. The pro-

cess we are recommending is aimed 

at ensuring that people who use PBs/

PHBs have the maximum possible 

choice and control over the decisions 

that affect their lives. In order to 

achieve this, we need to design a sys-

tem that builds choice and control into 

the way that services are developed 

and designed, as well as they way that 

support is delivered. The diagram on 

page 9 shows how people would be 

involved at two levels. Firstly, a PB/

PHB user will be able to attend or par-

ticipate in a peer network, which 

should help people to share 

knowledge, build confidence and col-

laborate with one another. This peer 

network will also be a partner in a 

steering group, which will make the 

decisions about how (and whether) 

recommendations from this report and 

elsewhere get taken forwards. They 

would be supported by dedicated de-

velopment workers to achieve this. 

Community-based Support 

In our view, support that is embedded 

in the same communities as PB/PHB 

users has a number of advantages 

over services provided directly by the 

Council or Oxford Health NHS Foun-

dation Trust or commissioned from 

other providers. It is generally better 

trusted, can be more flexible in the 
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way it’s delivered, is very cost-

effective when delivered by volun-

teers, and can build confidence and 

knowledge about using PBs and PHBs 

within communities. However, support 

from social workers and NHS staff is 

still vital. As well as making the deci-

sions about eligibility, risk manage-

ment and safeguarding, staff have a 

wealth of experience about what has 

worked well in the past. We also think 

it is vital to involve family carers and 

support providers, and to begin to 

make connections with the other indi-

viduals, groups and organisations who 

can help. 

New ways of working such as social 

prescribing and Community Circles 

are currently being pilot-tested in local 

health and social care services, and 

are very compatible with the communi-

ty development approach we are sug-

gesting. Strong links allow knowledge 

about how the system works to flow 

into local communities, and feedback 

about what is and is not working to 

move in the other direction. Although 

cost-savings may be possible, com-

munity development approaches re-

quire ongoing financial support and 

engagement to be sustainable. Volun-

teer-based networks are notoriously 

unstable, particularly when their mem-

bers are people with serious illnesses 

or impairments. Recruitment, training 

and administrative support is essential 

for any long-term development, and 

when the aim is to build capacity with-

in communities the time-scale is better 

measured in years than months. 
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Section 2: Proposals for improving support 

Many people wanted more support 

at each stage of the process of ob-

taining and managing a PB/PHB. 

Support from statutory sector work-

ers was highly valued, but was of-

ten concentrated at the beginning of 

the process. People who knew 

about it found the help from support 

organisations such as Connections 

and the PHB project managers at 

Oxford Health NHS Trust extremely 

valuable, but many people did not 

know they could access it. Some 

people used the managed account 

service from Purple, but we heard 

that people often had difficulty con-

tacting them or getting explanations 

when the figures didn't seem right. 

For people to be confident about 

using PBs/PHBs, they need to know 

they can get the right support at 

each stage of the process, when 

they need it. This will require co-

ordinated action from the range of 

stakeholder groups described in 

Chapter 3. 

When people describe problems 

applying for and managing a PB or 

PHB, this is often heard as a need for 

better information. Of course people 

do need information, but we believe 

they also need help to make good use 

of it. This means having someone to 

help make sense of the information, 

and explain what they actually need to 

do with it. It also means having some-

one to talk to when things aren’t going 

well (or even where they are). That is 

why in this section, we are recom-

mending that support is provided by 

other human beings. Doing this pro-

fessionally requires more money, so 

the approach here will focus on peer 

support, supplemented by experts 

where necessary. 

 

a. Before applying for a per-

sonal budget 
 

In the meetings running up to this re-

port, we often discussed the difficulty 

of getting information to people at the 

right time. This is particularly hard 

when people are trying to make the 
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decision about whether to try to man-

age their own support using a PB/

PHB. People came up with three sets 

of suggestions about where this might 

be achieved: 

• From statutory sector workers 

such as GPs and Practice Nurs-

es are already in contact with 

people who have progressive 

conditions, where they are either 

receiving support already or are 

likely to become eligible in the 

future. 

• Through peer networks such as 

disabled people’s organisations 

and social groups. 

• By advertising. 

 

During the last decade when the gov-

ernment was trying to promote the use 

of personal budgets, there was a lot of 

research about how peer networks 

could help. It was particularly useful 

where people who were thinking about 

personal budgets could meet with 

those who were already using them. 

Peer networks often helped people to 

get an idea of how personal budgets 

might help, for example by: 

• Producing publicity materials 

• Publicising personal budgets in 

the local media. 

• Operating ‘surgeries’, and provid-

ing briefings to planning forums, 

user groups and conferences 
xiv

. 

 

Locally, we know that the peer support 

group for personal health budget users 

was very helpful in developing the ma-

terials that explained how the system 

worked. Similarly, leaflets about per-

sonal budgets in adult social care 

have worked well when they are not 

too technical, and written from the per-

spectives of users. We think this is 

something the peer network and de-

velopment worker(s) could take for-

wards. 

 

In the past it was recognised that 

some people would require training to 

manage a personal budget. Peer net-

works often provided this, and some-

times also trained statutory sector 

workers 
xv

. We recommend that train-

ing on managing a personal budget 

should be available to members of the 

new peer network, by attending meet-

ings, accessing online resources and 

participating in an online community. 

 

b. During assessment and 
support planning 

i. Support in eligibility assessments 

 

To be eligible for a personal budget 

from public funds, people first need to 

be assessed for eligibility. During the 

past two years, many people have told 

us about the need for people to be 

supported in the assessment process. 

We discuss the need for advocacy 

support with the financial aspect of the 

assessment in Chapter 8, but the ini-

tial clinical assessment can also have 

an impact on the amount of money of-

fered as a PB/PHB. We know that ulti-

mately, people need to be offered a 

support package that meets their 

needs. However, we know that many 

people simply assume the amount 
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they are allocated in their ‘indicative 

budget’ will be the final amount availa-

ble to them. In this situation, we rec-

ommend that people have access to 

support (for example through an advo-

cacy service, or through the peer net-

work). 

 

We have heard statutory sector work-

ers express concern that this could 

make clinical assessments less collab-

orative, and actually get in the way of 

finding creative solutions. However, 

we believe that people are more able 

to work collaboratively when they feel 

adequately supported. 

 

ii. Self-assessment 

 

Early on in the implementation of per-

sonal budgets, guidance from the Poli-

cy Studies Institute had suggested that 

self-assessment might be more con-

sistent with the ‘independent living’ ap-

proach 
xvi

. In some areas, peer net-

works were involved with developing 

the bureaucratic systems to enable 

self-assessment 
xvii

. This extended to 

providing potential personal budget 

users with training and support to self-

assess 
xviii

. The Care Act 2014 embed-

ded this approach in law, and Care 

and Support Statutory Guidance says 

that assessments may come in many 

formats, including: 

“… a supported self-assessment, 

which should use similar assess-

ment materials as used in other 

forms of needs or carers’ assess-

ments, but where the person 

completes the assessment them-

selves and the local authority as-

sures itself that it is an accurate 

reflection of the person’s needs 

(for example, by consulting with 

other relevant professionals and 

people who know the person with 

their consent)” 

Para 6.3 

 

We know that self-assessments are 

unlikely to be accepted by the NHS or 

by adult social care departments with-

out verification. So we recommend 

that the peer network works with de-

velopment worker(s) to create a 

shared approach that does not raise 

false expectations about the amount of 

money that might be available, and 

instead focuses on documenting peo-

ple’s needs and their preferences for 

how these could best be met. 

 

iii. Family carers 

 

We know that many family carers are 

the people who manage PBs/PHBs, 

sometimes because they are legally 

entitled to manage them on other peo-

ple’s behalves (for example as a 

‘suitable person’ or a parent of a child 

under 16 years of age), and some-

times because they are part of a PB/

PHB user’s network of informal sup-

port. Earlier research has shown that 

where peer networks were supporting 

people with cognitive impairments or 

in mental distress, informal carers 

were nearly always involved 
xix

.  
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In these situations, we recommend 

that the peer network offers support to 

carers too. Sometimes where carers 

are involved, it can be hard for statuto-

ry sector planners to make sure they 

have heard the voice of the service 

user. Evidence from earlier studies 

shows that independent support from 

an advocate for the service user and 

support from a peer network for a fam-

ily carer can ensure that everyone’s 

voice is heard 
xx

. In some areas the 

‘triangle of care’ approach has been 

used successfully to make sure that 

everyone concerned can participate in 

the process as fully as possible. We 

recommend that the development 

worker(s) liaise with the peer network, 

connectors and statutory workers to 

help develop a local protocol that en-

sures everyone is adequately support-

ed to participate in assessment meet-

ings. 

 

c. Setting up and maintaining 
the support plan 

 

During the meetings we’ve been hav-

ing over the past two years, it seemed 

finding and keeping PAs was the big-

gest practical problem people faced. 

In the next chapter, we discuss in de-

tail the additional support that could 

be put in place to help to get the best 

support from PAs, so this section is 

mainly about recruitment. We think 

more can be done to support people 

with recruitment: 

• At the beginning of the process, 

after the support plan has been 

agreed. 

• In emergency situations, where 

the support plan breaks down at 

little or no notice. 

• When people’s needs change, 

and they would like their support 

provided in a different way. 

 

The people we have spoken to gener-

ally describe good support from statu-

tory sector workers at the beginning 

of the process. The main difficulties 

people face are later on, where their 

needs change or they encounter 

problems. Research in other parts of 

the country has found the same thing 
xxi

. 

Oxfordshire Association of Care Pro-

viders operates a ‘Support With Confi-

dence’ scheme, which carries out 

checks, provides training and allows 

properly qualified PAs to advertise on 

a dedicated web site according to the 

type of skills PAs have. People told us 

that there are not enough PAs on the 

list, and some people we spoke to 

complained that the amounts they 

were charging were much higher than 

the rates included in their PBs/PHBs. 

Finding a PA can be even more com-

plicated when people need specialist 

support with their health, for example 

in relation to the operation of compli-

cated medical equipment. We think 

the steering group should work collab-

oratively with other partners to try and 

increase the amount of help that’s 

available to people here. A number of 

pieces of research give good exam-
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ples of the diversity of approaches taken by peer networks in helping people to find 

and recruit PAs. Several maintained registers of PAs 
xxii

. 

 

 

Co-ordinating PA Recruitment 
 
An interesting approach has been developed by Choices and Rights Disability Co-

alition, based in Hull. They support people to develop job descriptions, person 

specifications and agree pay rates, and then circulate details to all the PAs work-

ing locally (about 800 are on their list). They will organise interviews and even sit 

on the panel with people, although they will only advise and won’t participate in 

decision-making. This helps people to make lawful decisions. By offering to host 

interviews in their offices, they can provide some anonymity for PB and PHB us-

ers who are worried about upsetting candidates by turning them down (and then 

having to ask them to leave their homes). This approach has been running suc-

cessfully for 9 years. Development workers could pilot-test this approach, co-

ordinating with OACP. 

Personal Budgets & Personal Health Budgets Page 16 

xiv. Lewis S (2005) Direct payments: answering frequently asked questions. Bristol: Social Care Institute for 
Excellence & Policy Press 
Spandler H and Vick N (2004) Direct Payments, Independent Living and Mental Health: An Evaluation. 
London: Health and Social Care Advisory Service 
Williams V and Porter S (2011) Your life, your choice: qualitative research carried out as part of the 
'Support planning and brokerage' initiative. London: Office for Disability Issues 

xv. Witcher S, Stalker K, Roadburg M et al (2000) Direct payments: the impact on choice and control for 
disabled people. London: The Stationery Office 
Maynard-Campbell S, Maynard A, and Winchcombe M (2007) Mapping the Capacity and Potential for 
User-Led Organisations in England: A Summary of the Main Findings from a National Research Study 
Commissioned by the Department of Health. Wakefield: Equal Ability CIC. 
Campbell N, Cockerell R, Porter S et al. (2011) Independent living strategy: support planning and bro-
kerage: final report from the support planning and brokerage demonstration project. London: Office for 
Disability Issues.  

xvi. Ridley J, and Jones L (2002) Direct what? A study of direct payments to mental health service users. 
Edinburgh: Scottish Executive Research Unit 

xvii. Manthorpe & Stevens 2010, National Audit Office 2011, Darling et al. 2012 

xviii. Department of Health and Social care (2018) care and Support Statutory Guidance. Available at: https://
www.gov.uk/government/publications/care-act-statutory-guidance/care-and-support-statutory-guidance 
Accessed on 21/1/2019. 

xix. Spandler & Vick 2004, op. cit. 
Campbell et al. 2011, op. cit. 

xx. Campbell et al. 2011, op. cit.  

xxi. Arksey H and Baxter K (2012) Exploring the Temporal Aspects of Direct Payments. British Journal of 
Social Work 42(1) pp.147-164 

xxii. Swift P (2006) Implementing direct payments for people with a learning disability. Housing, Care and 
Support 9(4) pp.23-26 
Clark H, Gough H and Macfarlane A (2004) ‘It Pays Dividends': Direct payments and older people. 
Bristol: The Policy Press, for the Joseph Rowntree Foundation 



5. Supporting relationships 
with personal assistants 

We know that there are some very dif-
ferent and deeply held views about the 
‘best’ way to work with Personal Assis-
tants (PAs). We have not taken a posi-
tion on this issue. Our approach is to 
acknowledge that there are currently 
people using all of these approaches in 
Oxfordshire, and to make recommen-
dations about how the relationships 
between PB/PHB users and the people 
who provide them with support could 
work better in every situation. 
 

a. People who employ PAs 

 
During the early development of PBs 
and PHBs, this was frequently regard-
ed as the ‘gold standard’ of how to 
hand power over to disabled people so 
they could take more control over their 
lives. It also offered financial benefits, 
because people who were prepared to 
take on the additional responsibility 
and effort of employing their own staff 
could get a lot more time for their mon-
ey. Since the financial crisis of 2008, 
there is emerging evidence that people 
have felt forced into becoming employ-
ers because it is the only way they can 
afford the right level of care with the 
money they have. Some people are in 
a similar position because the Council 
does not have contractual relationships 
with the right kind of specialist PA, and 
so will not purchase support on their 
behalves. People in this group do not 
want the responsibility or risks of being 
employers. The following quote is from 
a mother who employs a team of PAs 
to support her daughter, in another part 
of the country: 
 

“We drown in the whole Direct 
Payments dream.  Self-directed 
support is a great concept. We 
doggy paddle in deep waves with 
no life jacket.  No one there to 
come and rescue us.  Feeling 
dumped by our local authority 
who are happy in the notion that 
we save them money.   Howev-
er, we never wanted to be un-
paid managers (or even paid 
ones), who have HR policies and 
procedures in place at the risk of 
having to be sued and go to tri-
bunal. The horrendous head-
aches of recruitment, the stress 
of rotas, of no emergency back 
up teams, of PAs going off on 
maternity and no budget to cover 
them, the never ending worry of 
the budget being cut and the so-
cial worker doing another bloody 
assessment.” 
 

Drowning in Direct Payments, 
available at:https://

katieclarke2014.wordpress.com/  
  
The approach we are recommending 
is that individual employers are provid-
ed with more support. Whether or not 
they are getting it right, the people that 
we spoke to often felt exposed and 
vulnerable. We recommend: 
• That a peer network is devel-

oped so that people can get 
emotional support, and feel the 
confidence that stems from 
knowing others in the same situ-
ation. 

• That the peer network is con-
nected to experts on employ-
ment law, both in the statutory 
sector and in organisations such 
as Connections. 
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• That statutory bodies accept that 
people who are employing PAs 
will inevitably run into difficulties 
on occasions, and that they exer-
cise their discretionary powers to 
provide higher levels of support 
in these situations. We know that 
staff time is severely constrained, 
but we expect that providing ad-
ditional help when things get 
tough will inspire more people to 
take the risks of managing their 
own support, which fits better 
with the strategic long-term goal 
of helping communities to pro-
vide more support to one another 
in future. 

 

b. People who work with self-
employed PA's 

 
Typically people who employ PAs take 
PB/PHB as direct payments and de-
duct Income Tax and National Insur-
ance payments ‘at source’ before pay-
ing PAs. This system is almost univer-
sal for employees, and is called Pay 
As You Earn (PAYE). On the other 
hand, people who work with PAs 
classed as ‘self-employed’ do not have 
to do this work, and can potentially af-
ford to pay more for support (because 
tax is not deducted). However, there 
are potentially big risks associated 
with this approach. It is not people 
themselves, but HM Revenue & Cus-
toms (the tax office) that decides 
whether people are actually employ-
ees, or are self-employed. We have 
heard of situations where PB/PHB us-
ers have been hit with large backdated 
tax bills when people who have been 
describing themselves as ‘self-
employed’ have not been paying tax, 
or have been classified as employees 
by HMRC. Sometimes where people 
have had no money themselves, local 
Councils have had to pick up the bill. 
As well as causing huge distress, it 
has cost a lot of money and disrupted 
people’s care and support. We are 
recommending a shared approach to 

managing this risk, but accept that it 
cannot be eradicated altogether. 
 
We recommend that the steering 
group takes responsibility for devel-
oping a shared approach agreed by 
statutory bodies, self-employed PAs 
and personal budget-holders. This 
should focus on managing and mini-
mising the risks associated with 
working with self-employed PAs. We 
have three specific sets of sugges-
tions, which the steering group might 
wish to consider. 
• As it is HMRC that decides 

whether people are self-
employed or not, a third party 
could hold the proportion of the 
PB/PHB used to pay tax and NI 
(calculated at the higher of the 
two possible rates) until a deci-
sion is made. This could be a 
statutory body, a connector or-
ganisation (such as a company 
providing managed accounts) 
or a new organisation. 

• One of the criteria HMRC use 
when deciding if someone is 
self-employed or not is whether 
they are providing a whole ser-
vice, and so are responsible for 
organising cover if they are sick 
or on holiday. The Council and 
CCG need to have access to 
emergency short-term cover in 
other situations, and this could 
be made available to self-
employed PAs to purchase in 
emergencies. This could help 
them meet the legal criteria for 
being self-employed, help to 
manage risks to PB/PHB users, 
and would be largely cost-
neutral for statutory bodies. 

• Develop better support for PAs, 
possibly by further development 
of an existing forum hosted by 
OACP. This group could have 
access to free shared training, 
and to employment law and tax 
advice (see d., below). 
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c. People who work with PAs 
employed by another organi-
sation. 

 
For people who cannot or do not want 
to manage a PA themselves, it can be 
helpful for an agency to arrange sup-
port on their behalves. Although peo-
ple will not have a choice of individual 
carers, they can choose between the 
different agencies (where more than 
one is available), giving them some 
measure of choice and control. How-
ever, this is more expensive than em-
ploying people directly, or working with 
PAs who are self-employed. There are 
also risks. The original point of em-
ploying PAs instead of having Council-
employed carers was so people could 
choose the PAs they wanted to be 
supported by, and pay them to per-
form tasks at the times and in the 
ways they wanted. Agencies cannot 
guarantee that it will always be the 
same PA who comes, and people we 
spoke to complained that the times of 
visits could vary widely. Recently 
many Councils have sought to try and 
maintain quality and control prices by 
reducing the number of agencies they 
contract with, meaning that in reality 
people have a limited choice of agen-
cy care if they still want the Council (or 
a third party such as Purple) to man-
age the finances on their behalves. 
 
Agencies are usually trying to do a 
hard job under difficult circumstances; 
statutory bodies have reduced the 
amounts they are prepared to pay for 
PA time, and staff turnover is high. We 
recommend that PAs employed by 
agencies also have access to the sup-
port offered to PAs in the other two 
types of employment relationship. 
 

d. Providing better support for 
PAs themselves 

 
We recommend that PAs themselves 
are better supported. This could be 
achieved for example by: 
• Pooling training opportunities 

available through e.g. Support 
With Confidence, or purchased 
through grants available from 
Skills for Care. 

• Creating opportunities for PAs to 
receive peer mentoring and off-
line supervision. 

• Helping PAs to gain easy access 
to legal information. 
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6. Improving the range of 
support available  

People were sometimes concerned 
about the limited range of care and 
other support services available locally. 
This has a complex relationship with 
personal budgets; some people take 
payments as a personal budget be-
cause the Council or NHS does not 
have a contract with a specialist care 
provider, so they take the money as a 
Direct Payment and purchase it them-
selves. In rural parts of the County it 
can still be hard (and expensive) to find 
providers who will visit people in their 
homes. Personal budgets are only part 
of a much bigger picture, and improv-
ing the range of supports is dependent 
on other factors such as pay and con-
ditions for personal assistants. Nation-
ally, 35% of PAs are still on zero hours 
contracts, and 37% leave their jobs 
every year 

xxiii
. Nevertheless, we be-

lieve there are some ways in which 
Personal Budgets can be used to im-
prove the range and quality of support 
available. There is also scope for com-
missioners to save money in the long-
run, by investing in community sup-
ports and services. However we be-
lieve this is will be part of a long-term 
shift in the balance of how support is 
provided, and chasing short-term cash 
savings risks some of the longer-term 
benefits. 
 

a. Community enterprise  

 
There are two main ways in which Per-
sonal Budgets can support very small 
businesses, sometimes known as mi-
cro-enterprises, which can themselves 
support PB and PHB users: by sup-
porting specialist providers to get going 
(and keep going), and by creating work 
opportunities for people who might oth-

erwise struggle to find employment. 
Sometimes these two things can work 
together. 
 
Firstly, people can use personal budg-
ets to purchase very small-scale spe-
cialist support. As we say in Chapter 
5, PAs with specialist skills may want 
the legal protection of setting up as a 
business, and a contract to provide 
supports to two or three people with 
PBs/PHBs may give them the financial 
security they need to make the jump. 
This approach was developed by an 
organisation called Community Cata-
lysts, who originally called it ‘micro-
enterprise’. These days they describe 
their approach as Community Enter-
prise, but they are still helping commu-
nities to do interesting things with PBs 
and PHBs. A recent project in Somer-
set helped people to set up 133 start-
up enterprises focussing on supporting 
people in their own homes.  
 

“Older and disabled people living 
in rural parts of Somerset are 
supported at home by local peo-
ple who can provide a flexible, 
responsive, consistent and high 
quality care service. People are 
able to work locally, earn an in-
come and make a positive differ-
ence to the lives of people in 
their neighbourhood. Commis-
sioners know that older people, 
including those in the most rural 
areas, can be supported well at 
home. Because of this people 
come home earlier from hospital, 
stay connected to their communi-
ty, relieving isolation and loneli-
ness.” 

Community Catalysts 
xxiv
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Often community support can be 
structured as a social enterprise or so-
cial business. This means that activi-
ties are profit-generating, and these 
profits can be used to subsidise the 
social or community purpose of the 
organisation. Many of these types of 
project trade, for example by setting 
up a café or a shop which can also 
provide benefits for personal budget 
users. Locally, there have already 
been some great examples. Yellow 
Submarine is an organisation that al-
lows people to access a variety of pro-

jects that can be paid for using their 
PBs. These are a combination of train-
ing opportunities and social activities. 
They offer sheltered work experience 
for people aged 18 and over, which 
can happen in a café. 

Oxfordshire is already rich in social 
enterprises and social businesses 
which still have a community purpose, 
but which might not be set up to work 
with PB/PHB users. Examples are 
community businesses like the RAW 
recycled wood workshop, the Tap So-
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The Compass project 
 
From Yellow Submarine’s award-winning training centres in central Oxford and 

Witney, and in a friendly group setting, members are supported through a range 

of bespoke training in topics including but not limited to: team working, health & 

safety and customer service. Learners also explore their interests and skills 

through undertaking a wide variety of practical work tasks on offer, both in-

house and within community settings; for example, numeracy and literacy-based 

tasks, cash handling, purchasing ingredients, and/or creating enterprise prod-

ucts such as gifts and snacks for sale. 



cial Movement, Flo’s and Aspire. One 
of the principles that we agreed last 
year in developing this report was to 
maximise the benefit from the local 
knowledge, expertise and resources 
on our doorsteps. We recommend that 
the development workers begin to 
forge links with these organisations 
and groups to widen the options for 
people using PBs/PHBs. 
 

b. Finding social spaces 
 
When personal budgets were intro-
duced in adult social care, it was with 
the idea of extending peoples choice 
of and control over the supports they 
needed to have a decent life 

xxv
. At the 

time, Day Centres were often regarded 
as stigmatising segregated environ-
ments, and there was a widespread 
aspiration for people to be able to use 
ordinary, everyday supports instead. 
Since then, research has shown that 
the reality for many people is that day 
centres have disappeared and there is 
nothing to replace them 

xxvi
.  

 
“Interviews and survey respons-
es indicated that day centres are 
being closed, following inade-
quate consultation, and that 
those that remain are limiting eli-
gibility and increasing prices.” 

 
Needham C (2014) 

Personalisation: From day 
centres to community hubs?, 

page104 
 
We have spoken to carers who argue 
strongly that while day centres are not 
for everyone, for some people they 
make an important contribution to a 
support package. 
 
As well as retaining some sort of day-
time social spaces, it is clearly also 
important to develop new opportunities 
for people. We know that local organi-
sations like Community First Oxford-
shire are trying to develop new social 

spaces like community halls. We know 
that a number of pubs in our area have 
been saved by locals, sometimes with 
the help of national organisations like 
Power to Change and the Plunkett 
Foundation. We recommend that de-
velopment workers engage with these 
groups to find ways of making them 
available as spaces for PB/PHB users. 
 

c. Linking with other commu-
nity support initiatives 
 
We know that statutory services are 
working hard to improve their relation-
ship with the wide range of supports 
that already exist in Oxfordshire. 
2017’s review of daytime support 
found that: 
 

“There is already a thriving day-
time support network in Oxford-
shire, with over 200 services pro-
vided by community groups and 
charities – around three quarters 
of these groups receive no coun-
ty council funding. The council 
recognises how important these 
services are, and how much they 
are valued by the people who 
use them, and through our sup-
port and advice we want to ena-
ble them to continue and grow.” 

 
Terroni, K (2017) Daytime 

Support in Oxfordshire, page 2 
 
We also know that statutory services 
are working hard with community initi-
atives on how to help them to prosper 
and grow. In our experience this type 
of support is vital. Planners often seem 
to think that small community initia-
tives will simply continue to survive 
and prosper on their own, when they 
are frequently the work of a few ex-
hausted individuals, who keep them 
going at their own expense. 
 
Fledgling community supports in Ox-
fordshire could be helped to survive 
and grow by making sure that people 
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who use PBs/PHBs are able to pur-
chase their services easily, on a small 
scale to start with. We have heard that 
this is sometimes bureaucratically diffi-
cult. We recommend that development 
workers work alongside NHS and 
Council staff to try and reduce these 
barriers. 
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A principle both of community devel-
opment and of the independent living 
movement which campaigned for di-
rect payments was co-operation. This 
is also an essential component of the 
co-production model. We believe that 
co-operation should be encouraged for 
its own sake, because many of the 
creative ideas which will help PB/PHB 
users and other users of health and 
social care services will come out of it. 
It’s also true that taking a collaborative 
approach helps to build the relation-
ships which will help get the ideas off 
the drawing board and into practice. 
An essential role both of the steering 
group and the peer network we are 
proposing is to foster this type of co-
operation. We also have three specific 
sets of recommendations that have 
come out of the groups and individual 
discussions we’ve been a part of. All 
three have a long history and have 
been the focus of work in other places. 
 

a. Pooling PBs/PHBs 

 
From the beginning of direct payments 
in the 1990s, people wanted to be able 
to purchase things together with one 
another. From our conversations, we 
know that this is bureaucratically diffi-
cult in Oxfordshire. There is also a risk 
that if people succeed in getting better 
value from their PBs/PHBs by pooling 
them, statutory bodies will reduce the 
amounts available on review. 
 
In other parts of the country, this work 
has  been taken forwards by a number 
of organisations, who have produced 
detailed guidance. One is Ruils 
(formerly Richmond Users Independ-
ent Living Scheme). They were com-

missioned by the Office for Disability 
Issues to develop the idea in 2013, 
and now have a dedicated web site 
and a printed guidebook available. An-
other is the Up2Us project developed 
by the housing association charity 
HACT and evaluated by the New Eco-
nomics Foundation. Like us, they rec-
ommend taking a ‘bottom-up’ ap-
proach, working with people who want 
to try it out to identify and fix the prob-
lems. They also identified bureaucracy 
as a barrier. This is one of their recom-
mendations. 
 

“Ensure personalised practice is 
supported by organisational pro-
cedures, inspection, and auditing 
regimes. Many of the procedures 
that staff are expected to con-
form to have been developed in 
times when there was less em-
phasis on empowerment. This is 
evident in particular to how risk is 
approached. Organisations’ ef-
forts to become more personal-
ised or to adopt co-produced ap-
proaches may be undermined by 
their own or external inspection 
or auditing regimes. Organisa-
tions’ policies must support the 
cultural and systemic changes 
needed for personalisation to 
flourish. Some traditional organi-
sational policies and procedures 
(such as approaches to risk) may 
no longer be fit for purpose. They 
must be reviewed and updated 
when they are found to restrict 
more personalised ways of work-
ing.” 

 
Buying Things 

Together p.146 
xxvii 

 

7. Helping PB/PHB users to 
work collaboratively 
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b. Integrating support across 
the LA and the NHS 

 
As we have already said, integrating 
approaches to integrating PBs and 
PHBs across health and social care 
systems has been a part of NHS strat-
egy since 2015. This is something that 
local people said they wanted and that 
Oxfordshire Family Support Network 
found at their Better Together event 
last November. 
 
Last month’s NHS Long Term Plan 
claimed that: 
 

“By September 2018, over 
200,000 people had already 
joined the personalised care pro-
gramme and over 32,000 people 
had Personal Health Budgets 
(PHBs) – nearly a quarter of 
which were jointly funded with 
social care” 
The NHS Long Term Plan, Page 

25. 
xxviii

 
 

However, evidence from the independ-
ent evaluation suggests that the nine-
teen pilot sites that have been operat-
ing in England since 2015 are still ex-
periencing some significant difficulties. 
Only two sites had managed to inte-
grate PBs with PHBs, but this pro-
duced substantial benefits for PB/PHB 
users: 

 
“They felt that having an integrat-
ed budget increased the flexibility 
of the resources that were availa-
ble for the service user. This was 
because instead of having two 
pots of money, each one intend-
ed to be used on a specific list of 
services, all the funds were 
pooled together and could be 
used in a seamless way, be-
cause funds were not ring-fenced 
around services. Commissioners 
commented that integrated budg-
ets also helped in preventing 
double funding of elements in 

care plan, because in setting up 

the care plan, because in setting 
up the budget the services took a 
holistic view of the care plan, set 
up the budget and pooled the 
funds from the relevant services.”  

 

Second interim report (June 

2018), p.17 
xxix  

 
We recommend that OCC and OCCG 
work towards a completely integrated 
approach to PBs and PHBs in the 
county. This work could also be co-
ordinated through the steering group, 
informed by the peer network and sup-
ported by development workers. 
 

c. Individual Service Funds 

 
Typically these have been payments 
to residential care providers. These 
function in a similar way to personal 
budgets managed by the local authori-
ty, but with the provider helping resi-
dents to exercise choice and control 
over the type of support they want,and 
managing the money on their be-
halves. Historically there have been 
some problems with this approach, for 
example where providers will only al-
low residents to purchase support from 
within the organisation. But recently 
there have been some important de-
velopments, with a new approach be-
ing developed mainly in the south-west 
of the country. Oxfordshire now bor-
ders two counties that are getting in-
volved. 
 
The first local authority to adopt the 
approach was Dorset, where people 
now have the choice of a Council-
commissioned service, an ISF or a di-
rect payment, with the ISF sitting in the 
middle in terms of the amount of work 
people do to manage their own care 
and support. They have developed ap-
proaches to pooling budgets that al-
lows people to purchase support from 
inside and outside of provider bounda-
ries. At the moment this option is usu-
ally only available for people needing 
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high levels of care, but there is no rea-
son why people with smaller PBs or 
PHBs could not purchase the same 
day time supports as a part of the 
same user-designed service. We rec-
ommend that if ISFs are extended in 
Oxfordshire, integration with PBs and 
PHBs is considered. This could be an-
other project for the steering group/
peer network and development work-
ers to take forwards. 
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We know that the amount of money 
funding public services is shrinking in 
real terms. This puts pressure on the 
relationships between people who 
might otherwise be collaborating more 
closely to support PB/PHB users. For 
example, the fact that local authorities 
are often reducing personal budgets 
on review discourages people from 
contacting their social workers. The 
reducing amounts in personal budgets 
then also encourage PB users to pay 
PAs at the lowest possible rate. The 
fact that this sometimes leads to tax 
irregularities is leading some local au-
thorities to ask PB users to sign agree-
ments indemnifying them against any 
financial risks. The overall effect has 
been to erode trust between the differ-
ent groups, which makes it harder for 
them to co-operate in the future.  
 
At the moment, reductions in fund-
ing seem to be creating a vicious 
circle, where the collective vision 
for more choice and control is be-
ing obscured by the need for indi-
viduals and groups to protect their 
own interests. We need to somehow 
turn this into a virtuous circle, 
where people learn to trust one an-
other and build confidence in the 
PB/PHB process. 

 
We believe that most of the benefits 
that could accrue from improving sup-
port for PB/PHB users are dependent 
on closer relationships, and rebuilding 
trust. We believe there is potential for 
things to improve, but this will take 
time, will need structured opportunities 
for collaboration (for example through 
the proposed steering group), and re-
alistic plans for how things can be im-
proved for everyone at the same time. 
Getting the best out of a limited pot of 
money is essential to make this hap-
pen.  

Where PB and PHB users agree to 
participate in our shared goal of im-
proving supports, we recommend that 
OCC and OCCG develop mecha-
nisms to ensure that they will not lose 
out financially as a result of doing so. 
Their trust and confidence is essential 
to implement and sustain our pro-
posals. 
 

a. Advocacy at the point of as-
sessment 

 
Many people told us they were unhap-
py about the level at which their per-
sonal budgets were funded, and sev-
eral told us stories about how they 
had successfully disputed the level at 
which PBs were set. The Adult Social 
Care Outcomes Framework (ASCOF) 
does not include data for the number 
of people disputing the initial level of 
support offered. However, related da-
ta sets support the idea of the increas-
ingly adversarial nature of the assess-
ment process. Between the introduc-
tion of Personal Independence Pay-
ments (PIP) and 2017, there have 
been 241,200 appeals, and 107,800 
decisions were overturned 

xxx
. Nation-

ally, there were 11,661 personal 
budgets in place for EHC Plans for 
children with SEND issued or re-
viewed during the 2017 calendar year, 
of which 2,497 cases were subject to 
formal mediation under the Children 
and Families Act 2014 

xxxi
. Of these, 

630 (25.2%) were followed by appeals 
to the tribunal. All of this points to an 
increasingly polarised relationship be-
tween users of health and social care 
services and the agencies that are 
there to support them.  

Personal budget users told us that 
they often had to wait until months af-
ter the initial assessment to challenge 
the support they were allocated, when 
what they really needed was advoca-

8. Making the money work 
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cy in the meetings. We are therefore 
recommending that existing advocacy 
services are commissioned to provide 
this service. In time, a ‘peer advocacy’ 
model could be developed using vol-
unteers recruited through the peer net-
work. Similar peer advocacy schemes 
are widely used for people in mental 
distress and with learning disabilities, 
and there are experienced local pro-
viders. 

When we mentioned this proposal to 
local statutory sector staff, they were 
concerned that having an advocate 
present in the initial assessment meet-
ing might create an adversarial atmos-
phere. While we accept this possibility, 
it is our experience that effective advo-
cacy can help people using services to 
participate in meetings, and to route 
challenges to decisions through the 
most appropriate channels. We be-
lieve that a more equal power relation-
ship in assessment meetings is likely 
to lead to a free and open discussion, 
and less likely to result in expensive 
and bureaucratically cumbersome ap-
peals. 

 

b. Preparing for Universal 
Credit 

 

Personal budget users who were al-
ready claiming Universal Credit told us 
about the horrendous complexity of 
managing the impact on their other 
benefits, and the charges that are 
made by the Council for their contribu-
tions to the costs of their own care. 
We recommend that development 
workers liaise with experts in statutory 
and voluntary agencies to try and de-
velop clear guidance in advance of the 
new benefit being rolled out further. 

 

c. Pooling expertise 

 
There is a great deal of expertise 
around financial matters dispersed 
within the local community, for exam-
ple in the form of money managers 
and legal teams in statutory agencies, 
experienced family carers and con-
necting agencies, and stemming from 
the lived experience of PB and PHB 
users. However, this expertise is only 
rarely available to people when they 
need it. 
 
People we spoke to have asked for a 
single point of information that will pro-
vide them with precise, up-to-date in-
formation about their personal budget, 
and how it links to other areas of their 
personal finance.  However, because 
of the range of particular financial situ-
ations that people find themselves in, 
the speed with which complex rules 
change, and the variation in how they 
are applied, we do not believe this is 
achievable within the resource availa-
ble. People’s PBs and PHBs can af-
fect their family finances, and in the 
case of social care budgets the re-
verse is also true. As we saw with Uni-
versal Credit, the rules are changing 
quickly. People we spoke to, including 
experts, said that rules are often inter-
preted differently in different situations. 
We propose that instead of having a 
single point of contact, we develop in-
formation-sharing systems to link the 
different sources of expertise already 
available locally. This will require staff-
ing resource, for example in the form 
of development workers, who could 
meet with experts, ask questions (for 
example arising at meetings of the 
peer network, or shared on social me-
dia), and circulate answers to PB/PHB 
users and advisers working in organi-
sations like Citizens Advice. 

Personal Budgets & Personal Health Budgets Page 28 

xxx. Department of Work & Pensions (2018) Letter to Sev Franklin, Freedom of Information Request. FoI 41 

xxxi. Department for Education (2018) Statements of SEN and EHC plans: England, 2018, page 9. Available 
at: https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/
file/709590/Statements_of_SEN_and_EHC_plans_England_2018_Main_Text.pdf  
Retrieved on: 6/1/2018  



Appendix 1: Glossary 

ASC Adult social care. Following the Children Act 2004, local au-
thority social services departments split into adult social care 
(for people aged 18 and over) and children’s services (which 
also included schools and education). 

ASCOF The Adult Social Care Outcomes Framework is the main na-
tional data set returned by local authorities to the Department 
of Health and Social Care 

Co-

production 

This is a new term for the ways in which people can work with 
services to sustain their own health and wellbeing. 

DP A Direct Payment is a way of receiving personal budget or per-
sonal health budget, in which a payment is made directly to the 
recipient (instead of being managed by the NHS, the Council 
or another organisation). 

EHC Plan Education and Health Care Plan for a child assessed as hav-
ing Special educational needs and disabilities (SEND) 

HMRC Her Majesty’s Revenue & Customs (the central government 
tax office formerly known as the Inland Revenue). 

NDTi The National Development Team for Inclusion is a social 
change organisation working to enable people at risk of exclu-
sion, due to age or disability, to live the life they choose. They 
collaborated with us on the research for this report. 

OCC Oxfordshire County Council is the council with social services 
responsibility for the English county of Oxfordshire. 

OCCG Oxfordshire Clinical Commissioning Group is the organisation 
that plans, buys and oversees health services for people living 
in Oxfordshire. 

PA Personal assistant. Previously people in this group were often 
known as personal care assistants or social care assistants (or 
nursing assistants/nursing auxiliaries if their tasks were mainly 
health-related). 

PB Personal budget 

PHB Personal health budget 

SCIE Social Care Institute for Excellence 

SEND Special educational needs and disabilities. This is a term used 
in the Children and Families Act 2014 to describe a group of 
children for which the local authority has a duty to provide ser-
vices, some of which may be purchased through personal 
budgets. 
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Appendix 2: Vision 

This proposal was developed by Andrew 

Tyson, Volunteering Matters associate, 

Jon Hyslop and Keith Birnie both of Com-

munity Glue CIC. It follows two meetings 

in spring 2018 with colleagues from Ox-

fordshire County Council, Oxfordshire 

CCG, Oxfordshire Health NHS FT , and 

Connection Support. The meetings at-

tempted to describe what we believe to be 

required for an effective local system of 

health and care, where the individual’s 

needs and wishes are at its heart. 

 

The proposal is high-level and provision-

al.  It will require further discussion and 

refinement. It is based upon the work of 

those who attended the two meetings, over 

a period of several years, alongside local 

people with lived experience of the health 

and care system; it attempts to respect that 

experience and to learn from it. We hope 

that resources may be made available in 

the latter part of 2018 to progress the pro-

posal.         

 

Our vision 

 

Our aspiration is to promote voice, choice 

and control for the citizens of Oxfordshire, 

particularly in relation to health and care 

issues; and to do this through a strengths-

based approach which recognises and 

builds upon individual and community 

assets. 

 

As citizens, each of us has health and care 

needs from time to time, and we believe 

that the support and services available to 

all should now be of a standard that we 

would want for ourselves and our loved 

ones. To achieve this, this means that ser-

vices will be readily available to all and 

will be easy to access and use.  Staff will 

always respect personal dignity and hu-

man rights and will respond to all equally. 

 

The first requirement in this is for people 

to be aware of what is possible for them; 

and for them to have an effective voice in 

setting out and making known what they 

want and need, both individually and col-

lectively.   

 

People using services will then have 

choice, about how their needs are met and 

about how the services they use are ar-

ranged and delivered.  This will include 

the choice, if they wish it, to take cash in 

lieu of a service, as a personal budget or a 

personal health budget; and the person at 

the centre of this process will have control 

of that process (within the limits of the 

law), control both over what it is they pur-

chase with their budget and how that 

budget is managed. This means that they 

will be provided with genuine options 

about who manages the budget on a day to 

day basis and how support is sourced and 

arranged. 

 

Clinical, professional and care staff from 

across sectors and agencies will always 

seek to work closely together, with the in-

dividual’s needs and preferences as their 

absolute priority.  Where practical this in-

tegration will apply to personal budgets 

and personal health budgets too, with a 

single joint budget as the aim. 
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Health and care services will have co-

production as a guiding principle.  Co-

production means doing things with peo-

ple with care and support needs, rather 

than to or for those people.  It means oper-

ating in ways which are as open, transpar-

ent and accountable as possible. It means 

that the views and wishes of families and 

other loved ones are listened to and given 

due weight.  And it means that the exper-

tise and contribution of professional, clini-

cal and care staff is respected, and their 

perspective incorporated in decision mak-

ing. 

 

Our greatest assets in health and care lie 

within the fabric of our communities. 

These assets include, local voluntary and 

community organisations. We will now 

seek to maximize the contribution of those 

organisations and that of others who may 

not be part of formal organisations, into 

our work in health and care. 

 

In all our work, we will aim to appreciate 

and build upon the strengths and expertise 

which all bring, and to recognize that by 

attending to “what matters most” to indi-

viduals and groups, we are seeking to put 

in place the building blocks of a compas-

sionate and caring society.                   

 

Our priorities 

 

After one year we would hope to have:   

 

An active co-production group or network 

in the county. It would own the vision 

(above) and its purpose would be to assist 

in making that vision real.  How the group 

or network is constituted and composed, 

and how it relates to other bodies would 

need to be agreed.  We would expect it to 

be led by someone with lived experience 

of health and care. At a minimum there 

would need to be representation from dif-

ferent geographic communities, from dif-

ferent “care groups,” from both people 

who use health and care services and their 

families, and from voluntary and commu-

nity groups.   

 

Getting these things right is important but 

it is also important not to spend too much 

time or resource on preliminaries or terms 

of reference.   

 

The primary purpose at this stage will be 

voice, through creation of a functional 

group or network with its own ideas, 

views and perspectives, which has influ-

ence with decision makers. 

 

After a further year we would hope to 

have : 

 

An established, workable and sustainable 

peer support network. The aim of this net-

work would be to provide information and 

advice, together with mutual support and 

sustenance for people using health and 

care services. This network might grow 

from the co-production group, but to be 

successful, it will also need a source of 

secure funding and will need paid staff. 

Like the co—production group or net-

work, the peer support network will need 

to be led by individuals with lived experi-

ence; and it will need to reach all, regard-

less of geography or type of need. 

 

The primary purpose at this second stage 

will be the promotion of choice and con-

trol for people using health and care ser-

vices, and practical arrangements to sup-

port this.   
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After a further three years we would hope 

to have: 

 

By this point we would hope to have key 

building blocks in place, bringing voice, 

choice and control to people in the Ox-

fordshire, and to be in a position to make 

some further major steps towards the gen-

uine devolution of power and control to 

citizens and communities in the county.  

How this happens is to be determined, but 

it will almost certainly need to be a twin 

track approach, to build community capac-

ity from the ground up; and to further pro-

mote voice, choice and control for individ-

uals. 

 

One mechanism may be a Section 75 

agreement (NHS Act, 2006).  Such agree-

ments “can include arrangements for pool-

ing resources and delegating certain NHS 

and local authority health-related functions 

to the other partner(s) if it would lead to 

an improvement in the way those func-

tions are exercised.” 

 

This and other approaches will need to be 

scoped. 
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Appendix 3: Local Data 

Adult social care 

Most people who have a PB or PHB receive them in lieu of adult social care ser-

vices. In England, there were 128,487 people receiving either all or part of their so-

cial care as a personal budget in 2017-18, (about 28.5% of people receiving long-

term support). In Oxfordshire there were 4,205 people receiving long-term support, 

1,453 of whom were taking this as a Direct Payment (about 35%). The number of 

people using direct payments has remained fairly stable since 2014. 

Both locally and nationally, the majority of these people say they are in control of the 

support they receive (77% nationally and 82% in Oxfordshire).  

The numbers of family carers receiving support grants has fallen nationally, from 

around 134,000 in 2014-15 to 81,000 last year. The numbers receiving support lo-

cally has also fallen, as has the amount of money people receive. 
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Fig. A1: Carers receiving grants as direct payments in Oxfordshire, 2014-

2018. 



Personal health budgets 

 

There are currently 38 PHBs in Oxfordshire (split roughly 50/50 between notional 

budget-holders and people receiving direct payments).  However, as a result of NHS 

England guidance that PHBs become the default for at home clients eligible for Con-

tinuing Health Care, the numbers are expected to rise sharply in the future. National-

ly, NHS England claim that 30,000 people are using PHBs. 

 

Personal budgets in SEND 

 

Where children have special educational needs or disabilities (SEND), the local au-

thority has a duty to provide services, some of which may be purchased through per-

sonal budgets. Figures for 2017 showed that there were 11,661 personal budgets 

allocated in England, of which 237 were allocated in Oxfordshire. 

 

Personal budgets in SEND are meant to cover a range of different types of support. 

In some cases they are integrated to pay for support of different types, but progress 

towards achieving this appear to be slow, both locally and nationally. 
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tions in Oxfordshire and England, 2017 



Appendix 4. 
Our 2014 Recommendations 

With funding from Healthwatch Oxfordshire, Community Glue has been working collab-

oratively with other organisations to review Personal Budgets and their use in health 

and social care. Over the spring of 2014 we talked to people and ran workshops, even-

tually producing this report. At the launch event we ran another workshop looking at 

what we should do with our findings. This is an attempt to summarise the main points 

people thought we should make. 

 

Resourcing of budgets and the infrastructure to support choice 

 

We found evidence of budget cuts meant that people struggled to meet their basic 

needs, let alone choose services. People were worried by the proposed discontinuation 

of the brokerage/support planning service. Without adequate resources Personal Budg-

ets cannot not deliver person-centred care. 

 

Support throughout the process 

 

People told us that there wasn’t enough support for Personal Budget holders, and the 

support that was available was too focussed on setting up the support plan quickly. 

People wanted support throughout the process, including help with employing personal 

assistants. 

 

Bureaucracy 

• Not everyone wants to manage their budget as Direct Payment: for those who do 

not, we recommend a ‘menu’ of support options that still maximises the degree of 

control and choice available. 

• Many people find the bureaucracy of holding a Personal Budget intimidating. Re-

ducing the bureaucracy would make life easier for people who are already man-

aging their own care, and potentially encourage more people to get involved. 

• Putting People First set out a collaborative vision of person-centred care, but the 

bureaucracy involved in commissioning is making it hard or impossible for small 

community groups and organisations to get involved. 

 

Peer Networks 

 

Many of the important, creative elements of person-centred care can be supported or 

delivered by small community and voluntary groups, and user-led organisations. This 

includes providing information and advice, help with planning, timebanks, micro-

enterprises and the development of individual service funds 
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Appendix 5. Meetings 

23/8/2017  Private meeting with OCC and VM 

12/10/2017 Co-production sub-group meeting hosted by OCC 

16/11/2017 Regional network event for VM/NHS England 

5/12/2017  Co-production sub-group meeting hosted by OCC 

30/8/2018  Private meeting with OCC 

8/3/2018  Public meeting hosted by OCC/OCCG 

4/4/2018  Private meeting with OCC, OCCG, and VM 

8/5/2018  Public meeting hosted by OCC/OCCG 

26/7/2018  Public meeting hosted by OCC/OCCG 

22/8/2018  Private meeting with OCC 

23/10/2018 Public meeting hosted by OCC/OCCG 

4/12/2018  Public meeting hosted by OCC/OCCG 

Personal Budgets & Personal Health Budgets Page 36 





Community Glue CIC  Company No. 7300592 
www.communityglue.org.uk 

 

This report has been produced by and for the benefit of the community. It is there-
fore being published under the Creative Commons license, which means: 
(BY) You must credit the licensor of the work (Community Glue CIC) 
(NC) You can only use the work for non-commercial purposes 
(SA) You may create adaptations of the work, but these must be under the same 
licence as this work . 
 
 

For enquiries please contact: 
 

Community Glue CIC 
West Oxford Community Centre, Botley Rd, Oxford OX2 0BT  

 
info@communityglue.org.uk 
www.communityglue.org.uk 
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