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Abstract

Adults with a learning disability who receive social care are legally entitled to a personal bud-
get. Personal budgets were introduced to promote choice and control in support. Individual
Service Funds were introduced as a flexible way that personal budgets can be managed by
a provider while maintaining choice and control for the individual. Individual Service Funds
have been shown to improve quality of life for individuals and efficiency in support. Despite
this, only 20% of local authorities offer them to adults with a learning disability, demonstrat-
ing the need for resources to be developed to support their delivery. This protocol described
a co-production study with key stakeholders to develop and refine Individual Service Fund
resources. Our primary aim is to co-produce two actionable resources: to support develop-
ment, delivery, consistency, and sustained provision of ISFs; and to support uptake and
optimal use of ISFs by recipients. We also aim to user-test and evaluate these resources
with three Local Authorities. The result of this study will be two resources that will support
the uptake of Individual Service Funds for adults with a learning disability that will be freely
available online.

Introduction
Background

In the United Kingdom there are approximately 1.1 million adults with a learning disability
[1]. In 2022/23 42% of Local Authorities spending in England was for adult social care where a
learning disability was cited as the main reason for support, costing £6.7 billion [2]. A learning
disability is defined as a reduced capacity to understand new or complicated information,
learn new skills and a reduced ability to live independently [3].

The Care Act [4] requires all adults with a learning disability who receive social care are
allocated a personal budget. A personal budget is the amount of money that a Local Authority
agrees is needed to pay for an individual’s support, following a care needs assessment [5]. Per-
sonal budgets were introduced as a way for service users to have choice and control over ser-
vices they receive. Despite this, there are concerns that Local Authorities are not offering
genuine choice and control within personal budgets [6]. The majority of personal budgets are
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council managed. This means that often the individual does not know how much has been
allocated to their budget or have choice over how this is spent. Direct payments were intro-
duced as part of the personalisation movement in English social care policy. Direct payments
provide choice of support as the individual is paid the allocated personal budget directly from
the Local Authority in lieu of support, they can then control how this is spent [5]. Despite the
choice and control that direct payments offer, they are not always feasible or accessible for
adults with a learning disability as managing money and becoming employers of care staff is a
significant legal responsibility challenge [7-9]. This means adults with a learning disability
receiving direct payments rely heavily on informal carers to manage the budget [10, 11]. A fur-
ther difficulty with direct payments is that some Local Authorities have viewed them as unsuit-
able for adults with a learning disabilitydue to a perceived lack of capacity to manage the
budget [12], meaning that their offer can be restricted.

Individual Service Funds (ISFs) were outlined in the Care Act [4] as a way for an individual
to have flexibility and control over their personal budget without the burden of managing a
Direct payment. In an ISF, a provider organisation holds and manages the individual’s budget
on their behalf [13]. Within an ISF it is vital that the individual’s personal budget is restricted
for the individual’s support only, and that there is transparency over how the budget is
accounted for. The individual should be empowered to choose how they want to receive sup-
port including the flexibility to spend or save [14]. The ISF also allows an individual to pay for
support from providers other than their ISF provider, allowing them access to non-traditional
support using community assets or resources [13].

ISFs were first introduced in Scotland in the late 1990s [15] forming their self-directed sup-
port ‘option 2’ and have since been introduced in England. Where ISFs are used, they have led
to a significant reduction in the cost of support [16, 17], and improvements in efficiencies [18,
19]. ISFs have also improved outcomes for individuals, as adults with a learning disability who
receive an ISF have reported significant improvements in their quality of life and progress
towards the outcomes they are seeking to achieve (Animate, 2014).

However, despite these promising outcomes and the policy imperative to develop ISFs as
the preferred option for managing personal budgets in the Care Act (2014) ten years ago, they
are still not widely offered to adults with a learning disability. Only 31 English Local Authori-
ties (20%) reported having a full ISF offer in social care available in 2023 [20] which signifies
the systemic barriers and challenges to implementing ISFs in practice for this population.
Therefore, there is the need for guidance or resources to be developed to support both those
working in or with Local Authorities to offer ISFs, and for individuals with a learning disability
and their families to understand ISFs and make a meaningful choice.

Rationale

ISFs are situated within the complex UK social care system that relies on interactions between
many stakeholders: Local Authority commissioners, other Local Authority staff (i.e., procure-
ment, legal), Social Workers, Support providers, adults with a learning disability and family
carers; therefore, using an approach that brings together multiple perspectives, such as co-pro-
duction, is important to address the problem. Co-production is defined as a shared approach
to decision making that enables collaboration [21]. Co-production research is a collaborative
model which brings together multiple knowledge users’ perspectives to produce findings or
resources that are relevant, useful, feasible, implementable and responsive to the knowledge
users needs [22].

Adults with a learning disability have historically been excluded from research and their
voices ignored [23]. Despite the shift to research being done with adults with a learning
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disability rather than on them, recognising their lived experience and the valuable contribution
they can add to research, tokenistic, one- off tick box approaches to involvement often hap-
pens [24-26]. Co-production encourages equal participation between the researchers and
knowledge users and therefore balances the power and ensures the voice of adults with a learn-
ing disability is heard [27, 28].

EQUALD project

The EQUALD project is a National Institute for Health Research funded programme of
research made of five work packages. The research programme has two key objectives, the first
is to understand how important mechanisms operate in the context of social care systems to
support or hinder the offer, uptake, and sustained provision of successful ISFs for adults with
learning disabilities. The second objective is to co-produce and carry out a formative evalua-
tion of actionable resources to support the delivery of ISFs for adults with a learning disability.
To answer the first objective, the research produced a programme theory to explain how ISFs
are thought to produce successful outcomes and explored different stakeholder experiences of
developing, delivering, or receiving an ISF to understand how this theory might work in prac-
tice. This earlier work will influence the next co-production and formative evaluation study as
it has outlined the key ingredients that need to work together and highlighted some of the chal-
lenges or barriers to implementing ISFs. This protocol outlines the planned study to address
the second objective of the wider EQUALD project.

The outputs from this study will include two co-produced research-derived actionable
resources to support the use of ISFs. One will support local authorities and support provider
organisations in the development, provision, and governance of ISFs. The second will support
adults with a learning disability and their allies to make decisions about whether to take up the
offer of an ISF and how to get the most from an ISF.

Objectives

1. To co-produce two actionable resources: to support development, delivery, and sustained
provision of ISFs; and to support uptake and optimal use of ISFs by recipients.

2. To carry out a formative evaluation to inform further development of these resources by
using them in three local authorities not yet offering ISFs.

Methods

Ethical approval was granted by the University of Sheffield, School of Health and Related
Research ethics committee (Date: 23/04/2024; REF: 059545). The participants will be providing
written or verbal consent to the study. If verbal consent is taken this will be audio-recorded.
The co-production work will be based upon the Design Council’s Double Diamond model
[29]: Discover, Define, Develop and Deliver. Our co-production work will be mapped onto
these phases. Phase one: Discover, is underway, and has involved a participatory realist synthe-
sis and stakeholder engagement from our Advisory networks (including workshops) to iden-
tify the challenges and barriers to developing or using an ISF offer. In phase two: Define, we
will work with participants in one co- production workshop and further clustered activities
(small workshops, advisory meetings) to define specific problems and prioritise areas that are
amenable to change using resources that could be included in the resources. Phase three:
Develop, will involve iterative development of prototype resources with feedback and further
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Gain insight into the

development taking place across two co-production workshops and clustered activities. Phase
four: Deliver, will involve formative evaluation of the tools in real world settings to further
refine and develop the resources (see Fig 1).

Patient and public involvement

The EQUALD project has included adults with a learning disability and carers throughout.
There is a Project Working Group, made up of a group of self advocates who have mild to
moderate learning disabilities, with or without autism who are employed by a self advocacy
organisation. Individuals in this group opted to join a small working group to develop this
research and the application for funding and a member of this group was a co-applicant on the
funding application and now sits on the Project Management Group. The researchers (LC and
AD) meet with this working group regularly to ensure the voices of group members are
reflected in decisions about the management of the project. This group has contributed to the
project in a number of different ways including creating our logo, reviewing and suggesting
edits to our website, providing guidance on making research activities accessible, developing
accessible materials, planning the co-production process and developing interview topic-
guides. This self-advocacy organisation has been costed as collaborators for their work on the
project. Clare Tarling, a collaborator on the project, is an expert in Easy Read design. She has
ensured that all meeting agendas, presentations, meeting notes, handbooks, forms, and toolkits
are all supplied in Easy Read formats. Speakup have also provided advice on accessibility and
will give thorough feedback on the project outputs.

Phase 1. Discover Phase 2. Define Phase 3. Develop Phase 4. Deliver
Define and prioritise Co-design toolkits User-test and refine
the area to focus on toolkits

problem

 Participatory realist

synthesis
¢ Advisory Network

information (Co-created Co-Production Co-Production Co-Preduction
ISF Process, identified Workshop 1 Workshop 2 Workshop 3

barriers)

o User testing
¢ Evaluation
¢ Toolkit refinment

March 23-March 24

April May June July August 24 - February 25 ’

Fig 1. Timeline of phases based on the Double Diamond model.

https://doi.org/10.1371/journal.pone.0306522.g001
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Participants

Participants will be stakeholders who have experience of adult social care and knowledge or
interest in individual service funds. Exact job titles are likely to differ in different settings but
may include Local authority staff (commissioners, procurement, legal), social workers, support
providers, carers and adults with learning disabilities. For the co-production phases (2,3, 4) we
aim to recruit 30 participants in total ensuring we include a diverse group of service users and
professionals.

Eligibility criteria. Professionals (Local Authority staff, social workers, support providers)
who are participating must have experience of piloting, offering, or delivering ISFs, regardless
of whether this was considered successful, or be in the process of setting up an ISF offer. Adults
with a learning disability and carers may have experience of individual service funds, or wider
self-directed support (i.e., Direct Payments) but this is not essential. Co-production workshops
will take place online, so participants across England will be eligible to join. Additional
research activities i.e., workshops with existing groups for adults with a learning disability or
attendance at Local Authority meetings may take place face to face depending on the usual for-
mat within the setting.

Recruitment

The co-production work will be carried out with three distinct groups of participants.

Discrete co-production workshops. Participants will be identified in a number of differ-
ent ways. Advisory Group members and participants who were interviewed in an earlier work-
package of the wider project who consented to be contacted about research opportunities will
be invited to join the co-production workshops. We will work with our advisory networks to
identify potential participants and promote the study to wider audiences. All those who
express interest in taking part in the co-production workshops will be emailed participant
information sheets and be given time to review these and ask any questions prior to participa-
tion. If participants agree to be involved, they will be asked to complete consent forms.

Self advocacy organisation research activities. Participants will be identified through
their membership of, or attendance at, a self-advocacy organisation. They will be informed
that they do not have to participate and that this will have no impact on their membership of
the self-advocacy organisation. We will ask the group leads to share advertisements of work-
shops with adults with learning disabilities. If groups of people are willing to hear more, we
will attend groups to give further information, provide Easy Read information sheets and
answer any questions about the project or their involvement. If groups are happy to proceed,
we will use a consent process that involved eight stages:

1. Project information sent to group leader

2. Researcher attend the group to explain more about the study

3. Researchers facilitate discussion to check the understanding and answer questions
4. Researchers assess capacity and make a decision on the capacity of individuals

5. Researchers ask if group members are willing to take part

6. Researchers remind the group of alternative choices (where possible an alternative non
research activity will be offered to members who may not wish to participate in the
research)

7. Group leader signs consent form to indicate the process described above has been followed
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8. Members who lack capacity but who wish to engage in the study activities will be encour-
aged to stay in the group but their data will not be included.

Local Authority research activities. We have recruited three Local Authorities who are
currently developing their ISF offer to be involved in the co-production phases (2, 3, 4) and
the formative evaluation of the prototype resources. Participants will be identified by their
Local Authority because of their role in developing ISFs. We will work with our contact at the
Local Authority to share information about the research with potential participants in the best
way. This might include emails, attending meetings, staff bulletins. For this, we have obtained
local research governance approval to identify staff within their role at the Local Authority.
Our attendance at any Local Authority meetings or co-production activities will be approved
by the Local Authority and organising staff members. Prior to attending any meetings, infor-
mation about the research, its purposes, the data we are collecting and how participants can
opt out if they choose not to take part, will be shared. The staff member leading the meeting
will send this information on behalf of the researchers. Participants will be advised to let the
researchers know if they wish to join the meeting but not participate in the research. In this cir-
cumstance the researcher will not make notes of any comments these individuals make within
the discussions. Group consent will be recorded for these research activities when the follow-
ing steps have been completed:

1. Explain about the wider study, the goals for the co-production work
2. Provide the opportunity for any questions to be answered
3. Ask the group if they are willing to take part

4. The research team will complete a group consent form, where appropriate this will be coun-
tersigned by an individual at the Local Authority

Recruitment to all these groups will be purposeful, but we will be working with different
networks to access a range of participants with different experiences of ISFs. Where necessary
we will run additional research activities to allow us to respond flexibility to the needs of par-
ticipants who might otherwise be excluded. For example, adults with a learning disability from
ethnic minority groups, who may prefer to contribute in a smaller group with familiar people
present. This responsive approach will allow us to build impact by including more participants
from a broader range of backgrounds and with more diverse perspectives than would be possi-
ble in the three distinct co-production workshops alone.

Study activities

The three phases of co-production in this study (2, 3, 4) will be carried out using three discrete
co-production workshops and complementary research activities with two self advocacy
groups and three Local Authorities conducted in parallel (see Fig 2), as described below. The
co-production research activities with the Local Authorities and self advocacy groups will feed
into the three co-production workshops and vice versa in an iterative process, in this way the
co-production will be cumulative. Between these research activities across the different phases
the researchers will take the ideas and begin to create or draft prototype resources or materials
which will be brought to future sessions. Prototypes will be continuously refined and devel-
oped in response to participants’ feedback and observations.

Discrete co-production workshops. Participants recruited to the discrete co-production
workshops will be asked to attend all three workshops where possible to provide continuity of
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Fig 2. Planned research activities.
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input. The three discrete co-production workshops will include participants from across
England to help to ensure that the resources are relevant, feasible, accessible, transferable, and
usable across different Local Authority settings. The workshops will be accessible for all partici-
pants. At the point of recruitment all participants will be provided with an easy-read booklet
about the wider research study, explaining what we have learnt about ISFs, the process of devel-
oping and using ISFs and the key ingredients needed to make these successful. These materials
were co-produced with our advisory network and will provide context and education prior to
the co-production workshops. The booklet will also outline information about the purpose of
the co-production work, and the expectations, priorities, and roles within the workshops. At the
beginning of each discrete co-production workshop, we will discuss how we will work together.
This will include setting ground rules, ensuring that everyone is included, and helping everyone
to understand their role and what we aim to achieve in each session and how. Workshops will
include discussions to: define the user and their needs, and to consider where the resource will
be available, how it will be distributed, any promotional activities needed, as well as processes
for implementation, evaluation and collection of evidence/ impact.
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Self advocacy organisations research activities. We will run three further co-production
workshops within existing meetings held by two self advocacy groups. Workshops for one
group will be held online and the other will be in person, in line with the groups’ usual way of
working. These workshops will focus primarily on co-producing the toolkit that will be used
by adults with a learning disability and their families or carers. They will use a variety of acces-
sible methods to promote discussion, for example, we will discuss different ways of receiving
information using physical prompts such as videos, animations, and different formats of writ-
ten information to support understanding.

Local Authority research activities. The research activities with Local Authorities will be
flexible to the needs of the participating organisation or Local Authority but may include
attending existing ISF planning meetings or facilitating bespoke project workshops. These
activities with the Local Authorities will feed into the three co-production workshops and vice
versa in an iterative process. In this way, the research activities will work in partnership with
the discrete co-production workshops to co-design the resources.

Phase 1- Discover. The discovery phase aims to understand the context in which ISFs are
used, any barriers or challenges for the delivery or uptake of ISFs and explore points where it
might be possible to intervene. Much of the work of this phase has been completed already in
the wider study through a realist synthesis, and engagement with our Advisory Network.

Activities within this phase will include:

1.1 Meeting with the Project Management Group to discuss the emerging challenges/ barriers
within ISFs and the possible areas for change highlighted in the study’s previous work
packages

1.2 Meeting with the Advisory Group to discuss the emerging challenges/ barriers within ISFs
and the possible areas for change.

Phase 2- Define. This phase will focus on defining and prioritising the challenges or areas
to focus on. During this phase we will rank the challenges in order of priority taking into
account the extent to which they are amenable to change through the use of a toolkit resource,
as well as ideas for mechanisms for change and possible resources to deliver these.

Activities within this phase will include:

2.1 Joining or facilitating meetings/ workshops with the participating Local Authorities
2.2 Discrete online co-production workshop 1 with a mix of stakeholders

2.3 Workshops with existing groups of adults with a learning disability

2.4 Project Management Group meeting

In the first round of co-production workshops, the focus will be to identify, prioritise and
select areas that are amenable to change as well as to consider ideas for mechanisms for
change, possible resources to deliver these, what format the resources might take, how they
would be used and the benefits or challenges of implementing these in practice.

By the end of phase 2: Define, we will have a prioritised list of possible resources addressing
specific problems or challenges in the delivery of uptake of ISFs, which are amenable to change
using a resource. The researchers will be involved in these discussions and any decisions
made, to ensure all options that are taken forwards are feasible within the scope of the study.

Phase 3- Develop. This phase will focus on prototyping and developing the resources
prior to user testing. This phase will centre around discrete co-production workshops 2 and 3
and associated research activities.
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Activities within this phase will include:
3.1 Discrete online co-production workshop 2 with a mix of stakeholders.
3.2 Workshops with existing groups of adults with learning disabilities.
3.3 Joining or facilitating meetings/ workshops with the participating Local Authorities.
3.4 Discrete online co-production workshop 3 with a mix of stakeholders.

In the second round of co-production workshops the focus will be on refining ideas. The
researchers will bring early prototypes of several different ideas for resources so that partici-
pants have something tangible to discuss and the goal will be to prioritise two resources to be
developed into full prototypes.

In the third round of co-production workshops the discussion will focus on the two proto-
type resources. The goal will be to further refine the prototypes and discuss their implementa-
tion. By the end of this phase, we plan to have resources ready for user-testing in Phase 4.

Phase 4- Deliver. This phase will include formative evaluation of the resources and fur-
ther refinement.

Formative evaluation. The Local Authorities who are involved in the co-production of the
two resources will test these in their ISF pilots. We will work with each site to identify relevant
individuals to test the prototypes. The sample will include Local Authority staff and support
providers who will test the first resource. adults with a learning disability and their allies will
test the second resource. We cannot predict exactly how many people will be offered an ISF at
each site so we cannot be precise about the sample size for this work package. However, we
aim to recruit approximately 10 people to test each resource in each site, including a minimum
of 6 adults with a learning disability in total. Participants from the participatory Local Authori-
ties will take part in focus groups or semi-structured interviews. These will cover the use, rele-
vance, acceptability, and feasibility of the resources, including areas for improvement.

‘Data’ capturing
All co-production workshops will be recorded for note taking purposes and extensive field
notes taken. The key conclusions from each activity will be collaboratively agreed by the
groups at the end of each session. The research team will also keep a co-production journal to
track the design process, the evolution of ideas and refinement of the content and design of the
resources, as well as reflections on the process and methods. These will be used to map good
practice and any learning that can be taken forward into the later phases of co-production and
future co-production research projects.

The phase 4 focus groups and interviews will be audio recorded and transcribed.

Results and discussion

Using co-production to develop resources for ISFs should ensure that the resources developed
are useful and usable. We also anticipate that by working collaboratively with stakeholders, all
parties will benefit from hearing different perspectives and sharing experiences of using ISFs.

We anticipate there may be challenges with recruitment as stakeholders working within
Local Authorities, and carers are stretched for time and therefore difficult to engage. In the
phase 4 formative evaluation we will be reliant on the respective Local Authority’s timelines
for their ISF pilot, and their selection of adults with a learning disability to take part in their
ISF pilot. However, a strength of this work is the strong relationship with members of the
Adpvisory network developed during the wider EQUALD project. Members of this network
bring a range of different stakeholder perspectives and will support recruitment efforts.
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Additionally, we will build close relationships with the participating Local Authorities, during
the co-production phases and we anticipate this will help us address any challenges that may
arise and help us to respond appropriately.

The co-production workshops for adults with a learning disability will be held with self-
advocacy organisations. These organisations are self-selecting for individuals who have capac-
ity to advocate for themselves and therefore are not representative of all adults with a learning
disability. A potential limitation of the study is that the needs and experiences of adults with
more profound learning disabilities may not be represented in the workshops. To mitigate
this, we will be working with our Advisory network to identify carers and advocates who can
represent this population and we will also explore ways to make the study accessible for indi-
viduals with more profound learning disabilities.

The implementation and evaluation of the resources will be planned within the co-produc-
tion work. This will ensure the implementation is feasible and the evaluation is relevant and
acceptable. The prototypes will be refined further in response to user feedback and then the
resources will be freely available to all Local Authorities. We will work with organisations,
including those identified by our stakeholders, to ensure the resources are easy to access and
freely available online. We will work with our advisory network to disseminate and advertise
the resources to maximise the impact. This may include a dedicated launch of the resources
advertised through multiple platforms.
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