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I. Background 

The Henry Smith Charity launched a £2.6m Strategic Grant programme in 2022 to support 
15 organisations (please see the appendix for a full list) providing advocacy services to 
people1 with learning disabilities and autistic people across the UK. The programme runs 
over three years and aims to support the advocacy sector in building an evidence base for 
independent and non-statutory advocacy2 to build a case for policy change and future 
sustainable funding from a range of funders (including central government, local government 
and foundations).  

To support these evidence building efforts, The Henry Smith Charity has provided a grant to 
Social Finance to work as a learning and evaluation partner with the grantees in the 
programme. Social Finance is in partnership with Speakup, a lived experience partner. Our 
work is structured over intensive phases of research each summer and is complemented by 
regular data gathering and quarterly community of practice events throughout the rest of the 
year. Ultimately, the intention of this body of work is an evidence-based demonstration of 
the value (qualitative and quantitative) of non-statutory advocacy efforts in this space. The 
effects of this demonstration may include more sustainable public and private sector funding 
and potential policy changes. 

 

II. Research questions 

Based on data from our outcomes framework (as outlined in the appendix) and 
conversations with The Henry Smith Charity, Speakup, the advisory board and grantees, we 
focused on five key questions during this research phase: 

 

 
1 For simplicity, people with learning disabilities and/or autistic people will be referred to as ‘people’ throughout 
this paper. 
2 Please see section 2.1 for a detailed note on terminology. 

Executive Summary 
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We used mixed methods to respond to these questions (please see Part 1 for details). Our 
aim will be to use the answers to these questions to build evidence around the role of 
advocacy and how it supports people with learning disabilities and autistic people. Later 
phases of research will explore the impact on outcomes achieved and consolidate learnings 
around funding and delivery of services.  

 

III. Summary of findings to date 

 
What do independent and non-statutory advocacy look like?   

Independent advocacy organisations provide access to ‘independent advocates’ or 
advocacy workers, who can be employed or work on a voluntary basis. Independent 
advocates support individuals to access the information they need to make meaningful 
choices about their circumstances and communicate their choices to others. In certain 
circumstances, an independent advocate may speak on behalf of individuals with 
communication challenges who are unable to do so for themselves. This is called 'non-
instructed advocacy'.   
   
Self-advocacy typically refers to groups that promote individuals’ ability to have a voice to 
speak up for their rights and have control over their own lives. Organisations promoting self-
advocacy typically aim to provide a space for people to get together and develop skills to 
speak up as individuals or with their peers about their experiences. The regular group 
sessions are chaired, and agendas are set, by people with learning disabilities.   
  
Based on survey data, grantees summarised the purpose of their work as four central 
themes:    
 

• Providing free, independent and confidential advocacy support  
• Supporting people to have their voices heard and to exercise their rights  
• Helping people to make informed decisions about issues that are important to them  
• Supporting people to access services, maintain independence and self-advocate  

 
How do grantees’ services differ from statutory advocacy?   
  
Statutory advocacy is advocacy that an individual is legally entitled to due to their 
circumstances. People who are eligible for statutory advocacy services are those who are 
being treated under the Mental Health Act 1983 or to support people to understand their 
rights under the Mental Capacity Act 2005 or Care Act 2014. Statutory advocacy is also 
provided under the The Children Act 1989, supporting the right of looked after children to 
make representations and complaints to a Local Authority regarding their care 
arrangements. Statutory advocacy is independent from healthcare and social care 
provisioning.  
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Non-statutory advocacy is advocacy that is not governed by IMHA (Independent Mental 
Health Advocacy), IMCA (Independent Mental Capacity Advocacy), CAA (Care Act 
Advocacy) or Children’s Act legal frameworks. Instead, it supports individuals to have their 
voices heard across a wide range of issues and life events, from accessing services to 
helping someone make a complaint regarding abuse, harassment or victimisation. Non-
statutory advocates can, for example, also support a person by talking to third parties, 
writing letters, making phone calls, and preparing for and attending important meetings. Like 
statutory advocacy, support from non-statutory advocacy is free.    
   
Grantees highlighted several areas in which they feel that non-statutory services add value 
(please see section 2.2 for a detailed discussion with examples):   

• Support in issues not covered by statutory advocacy    
• More flexible and tailored support   
• Longer-term support  
• Greater focus on building trust and close relationships  

   
Who do grantees work with?   
  
The Henry Smith Charity funding for this programme has allowed grantee organisations to 
provide support to 3,575 people in the first year of the programme. The findings in this report 
have been drawn from analysis conducted on the detailed individual data for 641 people 
submitted by the grantees through our outcomes framework. Other individuals are either 
new to grantees’ services or participating in self or group advocacy.   
   
Eighty per cent of people receiving support from grantees in this programme reported 
having a learning disability. Forty-four per cent are autistic, while 17% have a dual diagnosis 
of learning disabilities and autism. Our data show a close to even split between males and 
females, with the 30 – 39 age group being most prolific. Comparing data from the grantees 
with UK Census data shows that White ethnicities are potentially overrepresented, while 
Asian ethnicities are underrepresented. Please see section 2.3 for a detailed discussion on 
challenges and best practice around race equity and access. 
 
What do people using these services need and receive from advocacy?   
  
Data show that the most common primary goal category for individuals using grantee 
services is to access health services, social services or other services (23%), followed 
closely by support with accommodation (19.6%).    
   
The support provided by grantees across goal categories was wide ranging and adaptable 
to the needs of individuals. Data from the 641 individuals for whom we have detailed records 
have been coded to give an overview of the types of activities that comprise advocacy 
support through the programme. This analysis shows that the three most common types of 
activity carried out by advocates are:   
 



 

6 socialfinance.org.uk 

 

• Advocating with services/social workers    
• Explaining rights/options   
• Preparing for and accompanying individuals to meetings   

 
Self-reported data on process outcomes (soft outcomes) have been collected with a score at 
the start and end of support for 142 people so far. A comparison of start and end process 
outcomes scores indicates that non-statutory advocacy is having a positive impact on 
process outcomes across the board. The largest change is seen in the ‘feeling listened to’ 
and ‘knowledge of local services’ outcome categories, where average scores have risen by 
0.82 and 0.80, respectively. We will continue to monitor changes in process outcome scores 
as we receive new data submissions from grantees and will be able to draw more robust 
conclusions regarding process outcomes based on a more robust dataset in next year’s 
annual report.   
  
How do services work with people?   
  
Based on survey results, grantees offer a mix of support. Most grantees (92%, or 12 out of 
13 respondents) offered one-to-one issue-based support. This was complemented by self-
advocacy (54%), group advocacy (38%) and peer advocacy (23%).    
   
Frequency of support varies widely depending on individual circumstances and life events. 
In cases where there is an urgent need to prepare for an upcoming hearing, engagement 
will typically be quite intense and could involve three to five hours of direct contact per week. 
However, at other times grantees will seek to provide light touch support through regular 
check-ins (e.g. 0.5 – 1 hour per week).  
   
In interviews, grantees reflected that their services are not ‘emergency services’ and 
therefore they were not consciously dealing with crises (especially as some might fall under 
the remit of statutory services) but they expected to have prevented people from using some 
other services (e.g. hospitals) by acting preventatively and developing a range of resources 
(e.g. around mental health support). In some cases, people in crises may present first to 
advocacy services or groups due to trust and positive past experiences. These people are 
then supported to access emergency services as required.  
 
Based on the sections above, the image below summarises key issues or areas of advocacy 
support, the nature of advocacy activities and the process outcomes for people receiving 
support from grantees. 
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Model of support for non-statutory advocacy 
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What are some service gaps and areas of improvement for grantees?    
  
Grantees would generally like to work with people for longer and offer more group advocacy. 
Grantees also identified other groups who are not currently having their needs met and 
would benefit from advocacy. These include:   

• People with physical disabilities, such as Parkinson’s or MS  
• Autistic people who may lack social connections and be socially isolated    
• Children whose families are marginally above the financial threshold to qualify for 

legal aid. There are many cases where a child in the care system would be eligible 
for legal aid but a child with the same needs but not in care would currently go 
without  

• Students with learning disabilities are often also over the threshold required for legal 
aid when there is a SEND tribunal – perversely, ineligibility is sometimes caused by 
receipt of disability/student benefits  

• Young people who are at work but lack skills such as reading and writing are another 
group that could benefit from advocacy but currently often fall outside support  

• People in residential care nursing homes. People are often unable to advocate for 
their basic needs to be met. Staff in these nursing homes may treat advocates with 
suspicion, making it hard to engage with individuals in these settings   

• People living in rural areas   
 
Please see section 2.6 for further observations from the advisory board and people using 
grantee services.  
 
The way forward  
 
A majority of grantee organisations (69%) reported being forced to turn people away who 
have wanted to access their service in the past. Grantee organisations cite insufficient 
funding, inadequate staffing and the scope of current services as the most prevalent 
reasons for turning people away. Based on the survey results, grantees believed that more 
funding, more advocates and admin staff and an expansion of current scope and range of 
services are required to work with more people.  
 
Going forward, we see The Henry Smith Charity’s “levers of support” falling into three 
thematic areas (please see section 2.7 for further discussion): 

1. Funding: flexible, long-term funding 
2. Learning: specific learning sessions and expert advice provisioning around a variety 

of topics 
3. Policy: policy advocacy to drive changes in statutory provisioning and funding 
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IV. Future areas of research 
Autumn/ Winter 2024 
Key topic: Advocacy goals and outcomes 
 
This phase will help tease out the impact of services on clients: 

• What goals did clients have at the start of the service? 

• Were these goals met?  

• What is the evidence to support these outcomes? 

• What were the barriers and enablers to meeting these outcomes? 

• What steps have grantees taken to expand access to underrepresented groups? 

o Which groups are still underrepresented? (e.g. refugees)  

• What are the implications on funding, learning and policy change? 

• Are there particular areas where grantees might benefit from additional funding or 
capacity building? 

o Do grantees need support or training around data collection and analysis? 

o What support might be needed around recruitment and retainment of staff in 
advocacy services? 

o How can grantees improve finance and administrative capacity?  

We will plan the specific methods and detailed research questions for this phase in Spring/ 
Summer 2024. 

 

Early 2025 
Key topic: Lessons from this programme 
 
The final phase of research will pull together meaningful insights and lessons (the ‘so 
what’) from the programme: 

• Based on the learnings from this programme, what are the overall implications on 
funding, learning and policy change?  

• Going forward, what role can The Henry Smith Charity and other organisations play 
in this space?  

• What are the costs and benefits of this work and for whom?  

• What should future service delivery look like? 

o Who does self and independent advocacy work best for? 

• What value have grant holders found in recording outcomes and impact through 
this programme? 

We will plan the specific methods and detailed research questions for this phase in 2024.
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1.1 Our approach to learning and evaluation 

Our overall aim is to help grantees demonstrate their impact better and to use this 
demonstration to create an actionable policy and future funding-focused evidence base for 
the effectiveness of advocacy services.  We have developed a unique approach to learning 
and evaluation which is tailored to this programme and described below: 

 

 
 

• Outcomes framework developed: Given the lack of data in this space, we began by 
co-developing an outcomes framework to capture data on key fields from across the 
programme. We spoke to all grantees as well as consulted with stakeholders in this 
space to come up with a simple Excel-based spreadsheet, which captures data on six 
key categories every six months (please see the research methods section below for 
more details).  

Part 1: Research methods and limitations 
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• Quarterly community of practice events: We bring together The Henry Smith 
Charity, Speakup and all grantees as part of a community of practice. Each quarter, 
we host an online event to encourage peer learning, discuss specific topics which are 
of interest to grantees as well as share the latest findings from our work. So far, we 
have hosted five such events on topics including race equity and working with experts 
by experience. Grantees often present and lead discussions at these events. Offline, 
we use a Microsoft Teams site to help grantees contact each other and share 
resources on an ongoing basis. 

• Intensive phases of primary research: Each summer, we undertake a deep dive 
into questions informed by data as well as conversations with our community of 
practice. These phases of in-depth primary research are complemented by light touch 
support (including data collection every six months and quarterly community of 
practice events) for the rest of the year.  

• Co-production with experts by experience: We have actively involved experts by 
experience since the award of the grant. Our formal partnership with Speakup 
continuously helps shape the overall direction and approach to our work. For 
example, Speakup actively contributes to our research plan at the start of each 
research phase, sense-checks emerging findings, participates in our community of 
practice events, and provides check and challenge throughout this process. In 
addition, we incorporate user voice by seeking input from people using grantees’ 
services and also use this to triangulate findings from other sources.  

• Input from our Advisory Board: As part of this programme, we have convened an 
advisory board of experts from across the sector including academics, 
commissioners, charities, and experts by experience (a full list is included in the 
appendix). By acting as a sounding board, they help us ensure we are asking the 
right questions as well as approaching research findings with a systemic lens. 

• Balancing research needs with capacity and accessibility: Across our work, we 
are careful to balance the need to build more evidence with the capacity constraints 
of grantees and accessibility needs. We have tailored data collection to a format and 
frequency that works best for grantees, and are strategic in how we use their valuable 
time. Furthermore, we develop and use Easy Read materials for all our outputs, and 
complement these with more detailed versions featuring charts and graphs. All our 
meetings and community of practice events are also tailored to participants’ 
accessibility needs (e.g. in their duration, format, content). 
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1.2. Research methods 

 
We used a range of qualitative and quantitative methods to explore the above research 
questions. These methods are explained in more detail below. 

 

1. Outcomes framework data and case studies from grantees 

Last year, we built an Excel-based outcomes framework to gather quantitative data on 
grantees’ work with people. In consultation with grantees, The Henry Smith Charity, 
Speakup and other stakeholders in this space, we identified and fleshed out six data 
categories within the framework: 

1. Demographic data (e.g. age, gender, ethnicity, diagnosis) 

2. Referral information 

3. Timing and nature of support received 

4. Advocacy goals  

5. Process (or soft) outcomes 

6. End of support information  

Using this outcomes framework, we collect data from all grantees every six months on an 
individual level. Where data collection is not possible (e.g. self advocacy or group 
advocacy), grantees are encouraged to provide aggregated data on as many data fields  
as possible.  

By June 2023, we had completed two full rounds of data collection and analysed this data 
within Excel (e.g. through pivot tables). We used it to build descriptive statistics3 around: 

• The cohort of people that grantees are working with (e.g. demographics, access, 
ethnicity); 

• The goals people are receiving support on; 

• The support grantees are providing to people using their services; and  

• Early indication of outcomes for people and whether their goals are being met 
(including process outcomes) 

 
3 Descriptive statistics provide simple summaries about the sample and about the observations that have been 
made. Such summaries may be either quantitative (i.e. summary statistics), or visual (i.e. simple-to-
understand graphs). 

Outcomes 
framework 
data from 
grantees

Detailed 
survey with 

grantees

Interviews with 
a sample of 

grantees

Community of 
practice event 
focusing on 
race equity

Feedback from 
advisory group

User voice 
sessions

Final findings 
and reports

https://en.wikipedia.org/wiki/Quantitative_research
https://en.wikipedia.org/wiki/Summary_statistics
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Case studies from grantees, collected as part of our bi-annual data submission, were also 
incorporated into the wider qualitative analysis. Alongside user voice sessions (described 
below), these narratives allowed us to zoom in and better understand the needs of clients, 
and how they have been supported in achieving their goals by grantees. 

 

2. Detailed survey with grantees 

We developed and shared an online survey (see appendix for the link) with all grantees 
which captured written responses to some of the key questions listed above. Questions 
were framed as either free text or multiple-choice questions. The survey helped us collect 
comprehensive insights across a standardised list of themes and questions. We analysed 
these insights using Dovetail4 (a user-friendly software for qualitative research analysis) 
and followed up with semi-structured interviews.  

 

3. Interviews with a sample of grantees 

We conducted 60-minute semi-structured interviews5 with six grantee organisations to 
gather further information on some of the key questions above, allowing grantees to 
describe their services in more detail as well as offer clarifications where needed. These 
interviews were also a good opportunity for relationship building and having a more open 
conversation about grantees’ progress. Grantee organisations were selected to capture 
diversity in location, organisation size, type of support and specialist issue areas. 

 

4. Community of practice event focusing on race equity 

In July 2023, we hosted a 90-minutes community of practice event (online) to discuss race 
equity. Following a presentation from one of the grantees, we used breakout group 
discussions to delve deeper into barriers to access as well as ways forward. With 
approximately 30 participants, the event featured good representation from across  
the programme. 

 

5. Feedback from advisory group members 

We used Dovetail to help code our interviews and survey responses. Researchers then 
summarised key findings and presented these to advisory group members (please see 
appendix for a list of members) for feedback. Based on suggestions from advisory group 
members, we compiled a list of follow-up questions for grantees and have incorporated 
their responses into this report. 

 
4 Dovetail: https://dovetail.com/  
5 A semi-structured interview is a qualitative research method that combines a predetermined set of open 
questions (questions that prompt discussion) with the opportunity for the interviewer to explore particular 
themes or responses further. 

https://dovetail.com/
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6. User voice sessions 

We held online interviews with six people using services from five grantee organisations 
to incorporate their lived experience perspectives. Grantee organisations were invited to 
introduce us to people they were supporting. Ahead of the interviews, we liaised closely 
with advocates and staff to ensure that consent procedures were in place, individuals felt 
comfortable, and to give them advance sight of our questions. The interviews provided 
valuable insights into individuals’ support needs, their experiences of working with 
grantees, how this compared with any experiences with statutory services, and areas  
of improvement.  

 

1.3 Research Limitations to Date 

• While our objective is to try and build data and evidence in this space, there are 
limitations on how quantifiable some of the findings are given the nature of services.  

o For example, it has proven difficult for grantees to reliably articulate how 
frequently they engage with people on average and how this might differ for 
people with more intensive needs. While this limitation is to be expected (to a 
degree) given the fluctuation in intensity of support over time and across 
individuals, it does hamper our ability to provide more conclusive insights. It 
also suggests that some grantees may not have data systems in place to 
methodically capture this data – an area for potential future capacity building. 

• Similarly, it remains difficult to capture detailed individual level data for people 
accessing self-advocacy or group advocacy through our outcomes framework 
(besides aggregated data). Grantees currently do not have the capacity to capture 
this data at an individual level, and this might also be a potential area for future 
capacity building. 

• Based on feedback from advisory group members, we also sought to include 
perspectives from comparable statutory services in areas where grantees operate. 
However, we did not receive any responses to our request for contact details except 
from one grantee (which we have followed up on). We realise the importance of 
including these perspectives and will attempt to explore this area further in  
future research. 

• Researchers had to rely on grantees to access and speak to people using their 
services. This reliance could lead to biased sampling and potentially more positive or 
‘successful’ cases being represented. There is also a risk of bias around the case 
studies presented, which are selected and shared with us by grantees.  

• We received 13 responses to our online survey from 15 grantee organisations. 
While views from two grantees remain missing, we do not anticipate these missing 
views to have distorted our findings and are grateful for the high level of 
engagement from grantees.
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A note on terminology 

There is a degree of variation in the terminology used to describe the different forms of 
independent advocacy across countries in the United Kingdom.  

England and Wales both lack a national voice for independent advocacy. As a result, there 
does not exist a set of accepted universal terms and definitions of the different types of 
independent advocacy. Despite a lack of uniform terminology, independent advocacy is 
typically understood as taking two forms – individual and self-advocacy.  

Independent advocacy organisations provide access to ‘independent advocates’ or advocacy 
workers, who can be employed or work on a voluntary basis. Independent advocates support 
individuals to access the information they need to make meaningful choices about their 
circumstances and communicate their choices to others. In certain circumstances, an 
independent advocate may speak on behalf of individuals with communication challenges 
who are unable to do so for themselves. This is called 'non-instructed advocacy.' 

Self-advocacy typically refers to groups that promote individuals’ ability to have a voice to 
speak up for their rights and have control over their own lives. Organisations promoting self-
advocacy typically aim to provide a space for people to get together, learn about their rights, 
and then develop the skills to speak up as individuals or with their peers about their 
experiences. The regular group sessions are chaired, and agendas are set, by people with 
learning disabilities. 

In Scotland, the Scottish Independent Advocacy Alliance (SIAA) considers there to be two 
types of advocacy – individual and collective.6 Individual advocacy includes citizen advocacy 
that occurs when an ordinary citizen becomes involved with a person who might need 
support in the community. The citizen advocate is unpaid. The relationship between the 
citizen advocate and the individual is on a one-to-one, long-term basis.  

Collective advocacy is the preferred term used for self-advocacy groups in Scotland. 
Collective advocacy groups are supported by independent advocacy organisations, which 
provide resources and other skilled help to facilitators.  

For this research, we are using the terms individual advocacy and self-advocacy groups to 
describe two distinct forms of advocacy. Grantees participating in the programme are using 
funding from The Henry Smith Charity to fund activities that fall into the following categories: 

• Nine grantees principally provide individual advocacy support 

• Three grantees exclusively support self-advocacy groups 

 
6 Types of independent advocacy – Scottish Independent Advocacy Alliance 

Part 2: Findings 

2.1 What do independent and non-statutory advocacy look like? 

https://www.siaa.org.uk/what-is-independent-advocacy/types-of-independent-advocacy/
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• Three grantees provide a mixture of individual advocacy and support for self-advocacy 
groups 

 

Purpose 
Funding from The Henry Smith Charity helps grantees work with people with learning 
disabilities and autistic people across a wide range of ages and issue areas. Based on 
survey data, grantees summarised the purpose of their work around four central themes:  

 

What does success look like? 

During our interviews, we asked grantees to share their thoughts on what success means to 
them. Our findings showed a high degree of commonality across the group, with grantees 
defining success as:  

• Having the time to talk to people and understand what their goals are 

• Ensuring that people feel listened to and can express their views (i.e. giving people a 
‘voice’), even if they are unable to achieve what they set out to achieve at the 
beginning of their advocacy work 

• Reaching people who are otherwise unable to access support 

• Informing people of their rights and options, and ensuring that they are supported to 
participate fully in decisions that concern them – regardless of the decision they 
ultimately make 

• Providing a service that people feel they can return to for additional support in the 
future (e.g. around new issues or changing life circumstances) 

 

In general, grantees did not perceive the success of their organisations as directly related to 
people achieving advocacy goals through support provided through their services/groups. 
Instead, they emphasised an ability to provide the right support for as long as was needed as 
a key element of success. Interviews highlighted how grantees take pride in ‘always being 
there’ for the people they serve and providing support until individual goals agreed at the start 
of support have been addressed. Their priorities are based on achieving “soft” process 
outcomes for individuals, such as helping them feel meaningfully ‘heard’ and feeling in control 
of their treatment and support. 
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Self-advocacy and how it differs from other forms of independent advocacy 

Grantee organisations that specialise in promoting self-advocacy groups operate in a 
different way to grantee organisations that provide independent advocacy on an individual 
basis. The self-advocacy organisations among the grantees we spoke to are entirely led by 
the people who use them. As a result, organisations supporting self-advocacy groups do not 
offer a service but rather act as facilitators to the activities directly organised and carried out 
by participants. 

Self-advocacy groups will typically meet once or twice a month and focus on a particular 
issue. The agenda of the group and the plan of action to follow to reach group objectives are 
determined by group members. Self-advocacy organisations work to enable individuals to 
take part in and take the lead in running meetings as well as supporting people to understand 
their rights related to a wide range of issues. They also provide operational support to groups 
to help them choose topics, invite guest speakers and circulate notes from each meeting. 

Some of the principal benefits of self-advocacy, as described by self-advocacy organisations 
and individuals participating in self-advocacy groups interviewed as part of this phase of 
research, include: 

• Independence: Peer support from other group members promotes skill learning and 
helps a person to be more independent, often reducing their reliance on day services 
and support workers over the long term. 

• Prevention: Self-advocacy groups equip individuals with tools to navigate future 
emerging challenging situations so that they are less likely to reach crisis point. This 
contrasts with individual advocacy, which often forms part of a response to an acute 
issue impacting a person. 

“From our point of view, somebody feeling that they’ve been involved and listened to and 
be able to express their views is a huge thing for us because we would never say to 
somebody, okay, we’ll get this fixed for you or we’ll get you what you want.” 

Advocacy Services Aberdeen 
 

“Success starts with the fact that we have had time to talk to people and see what  
they want.”  

DASL interview 

 

“I know that if I'm very struggling or need help, I know they are always there.” 
Service user interview 
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• Improved social life: Groups that are often beneficial to an individual’s social life and 
lead to supportive friendships. Groups are open to people with a broad spectrum of 
disability, and it is typical for those with milder learning disabilities to take a pastoral 
role to ensure groups are accessible to those with moderate to severe learning 
disabilities. 

• Continuity: Groups can be long-running and have no time limit for how long a person 
can attend. Groups ‘go on a journey together’ and provide a continuity of support that 
empowers, helps people to learn new skills and allows them to make social 
connections. The chance to practise skills over the long term can be especially 
beneficial to individuals who benefit from repetitive learning techniques.  

• Collective voice: Since groups are independent and autonomous, self-advocacy 
organisations like People First Dorset, People First North Somerset and Brighton & 
Hove Speak Out are not involved in service provision at the local authority level. This 
independence liberates them to advocate for change in how learning disability 
services are run, both locally and nationally. Two grantee organisations spoken to as 
part of this research reported their self-advocacy group members playing a key role in 
shaping the way that local authority services work for people with learning disabilities 
through participation in decision-making groups, such as Learning Disability 
Partnership Boards. 
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Case study – People First Dorset 
 
R’s situation  
R has autism spectrum disorder and suffers with anxiety and depression. He lives alone, 
has no informal support networks, and doesn’t attend any activities or groups in the 
community. When our team first met him this year, he was very isolated, which was a 
significant cause of his depression and anxiety.  
The support R needed  
R needed and wanted opportunities to get out of the house, to meet new people and to 
socialise. For him, this had to be in a safe space where he could appropriately share how 
he was feeling emotionally, particularly about what was making him anxious.  
R knew that being with other people, such as attending our events, would be difficult 
initially as he would feel anxious. However, he knew that if he could talk openly with 
others about how he was feeling, without burdening them, it would be possible to build 
friendships. He knew that if he could do this, it would help reduce his depression and 
anxiety levels, as he would be less isolated.  
Response from People First Dorset  
Our team met with R to talk through our Speaking Up groups, as he was most interested 
in joining these. They talked about how attending the groups could maybe help him, and 
how it has supported other people who live in his area.  
R was excited to hear about the groups and creating one in his area. He even talked 
about how he might want to take a leading role in running the group, if he got on ok with 
them. The team worked with him to create a local group in his area, working together to 
reach out to community groups and networks to advertise the new group. The team also 
supported R to plan and chair the meetings.  
Within six months a core group of attendees was established. The group have even 
created their own Action Group, which meets monthly too.  
Outcomes for R  
R tells us, and the team report observing this too, that he has become a more confident 
person and is experiencing a noticeable decline in his levels of anxiety. He now has a 
close group of friends as members of the group have become good friends; they all meet 
up socially outside of the Speaking Up and Action Group meetings. Not only this he has 
also become a much more active member of his community, having started to attend 
other local groups and social events. 
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Statutory advocacy  

Statutory advocacy is advocacy that an individual is legally entitled to due to their 
circumstances. People who are eligible for statutory advocacy services are those who are 
being treated under the Mental Health Act 1983 or to support people to understand their 
rights under the Mental Capacity Act 2005, Care Act 2014 or Children’s Act 1989. Statutory 
advocacy is completely independent from healthcare and social care providers. 

 

• Independent Mental Health Act Advocacy (IMHA) supports people who have been 
sectioned under the Mental Health Act, helping to ensure that their rights around their 
care and treatment are upheld. Referrals must be made by the person who has been 
sectioned, a relative or their clinician. 

• Independent Mental Capacity Advocacy (IMCA) supports people who lack mental 
capacity, and do not have friends or relatives to support them, to make important 
decisions about their care. Referrals are made by a Social Worker or  
Health Professional. 

• Care Act Advocacy (CAA) supports people to be involved in care and support 
assessments, planning and review and safeguarding processes. Referrals are made 
by a Social Worker or Safeguarding team. 

• Children’s Act Advocacy supports the rights of looked after children to  
make representations and complaints to a Local Authority regarding their  
care arrangements. 

 

Non-statutory advocacy 

Non-statutory advocacy is advocacy that is not governed by IMHA, IMCA, CAA and 
Children’s Act legal frameworks. Instead, it supports individuals to have their voices heard 
across a wide range of issues and life events, from accessing services to helping someone 
make a complaint regarding abuse, harassment or victimisation. Non-statutory advocates can 
also support a person to talk to third parties, write letters, make phone calls, and prepare for 
and attend important meetings, among many other things. Like statutory advocacy, support 
from non-statutory advocacy is free. However, an individual does not need to be referred by a 
social worker to access it.  

  

2.2 How do grantees’ services differ from statutory advocacy? 
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Added value of non-statutory advocacy 

Grantees highlighted several areas in which they feel that non-statutory services add value: 

• Support in issues not covered by statutory advocacy  

Non-statutory advocacy supports people across a broad range of issues that are not 
covered by statutory advocacy. Non-statutory advocacy is not commissioned to 
address a person’s legal entitlements regarding specific legislation, but rather to 
support individuals to speak up and understand their rights related to any issue that is 
impacting on their life. For example, support may work with people to achieve their 
goals related to issues of health, independence, family, housing or care, provided that 
advocates possess the expertise to support in a given area.  

• Flexible and tailored support 

Grantees described their ability to provide flexible and tailored support for issues not 
covered by statutory services as a key area where they add value. Approaches to 
engagement prioritise the needs and preferences of individuals and will typically 
incorporate a high degree of flexibility in how communication with individuals is 
conducted and the advocacy relationship maintained. For example, meetings are 
scheduled around a person’s activities (e.g. in the evening if they are employed) and 
carried out in a format that they feel comfortable with, given their communication 
preferences, whether this be online or face-to-face.  

 

 

Individuals supported by grantee organisations also cited this high degree of flexibility 
as a valued characteristic of their relationship with their advocates. One individual 
described satisfaction with the flexibility to communicate with advocates via popular 
mobile messaging services for support with doubts and questions. The same 
individual contrasted this with communication with his social worker, which typically 
took place via email, with a slower response time.  

While grantees are not an emergency service and therefore not funded to provide 24-
hour support, they often provide people with information on services or contacts who 
can be reached out of hours if needed. Advocates sometimes set up appointments out 
of hours if needed and are contactable if an issue arises. Many grantees operate an 
answer phone out of hours which their staff use to return calls and triage.  

 

“Staff use means of communication that best suit individual needs and can employ a range  
of methods of communicating and display text in alternative formats, including large print 
accessible information, pictures and symbols, Easy Read, overlay use of technology (like 
texts, voice messages, symbols, videos) and talking mats to empower people to  
overcome obstacles, get the information they need to make informed decisions and express 
their choices.” 

Darlington Association on Disability 
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• Longer-term support 

Non-statutory individual support begins when advocacy goals are set in the initial 
advocacy plan agreed and lasts until an individual feels that these goals have been 
fully addressed or until they decide that they no longer require/desire advocacy 
support. During support, it is common that additional goals will emerge, and these may 
be incorporated into the advocacy plan. 

When support has ended, individuals may return to the advocacy service at any time 
in the future if they require further advocacy support. Several grantees operate 
membership schemes, allowing people who have ended individual support to remain 
in contact with the service through social events, peer advocacy and  
learning opportunities.  

Although statutory advocacy follows a similar person-centred approach, it is more 
limited in what it can provide in terms of longer-term support. Support typically ends 
once the legal requirement for support expires.  

Average length of time spent with a person varies widely across grantees and from 
case to case. Based on grantees’ estimates, three to six months is common for one-
to-one issue-based advocacy. Supporting parents with learning disabilities often takes 
longer (10 to 12 months on average). For self-advocacy groups, support usually 
continues over several years with weekly or fortnightly sessions.  

While self-advocacy groups often have no time limit on involvement, grantees working 
one-to-one do need to balance the provision of long-term support with operational 
limitations. Advocates manage expectations by agreeing on the issue to be addressed 
and support that will be provided at the start of the case. This is often articulated in an 
advocacy plan for the individual. Once the desired outcome has been achieved or the 
issue is resolved to a satisfactory degree for people, cases are closed. Support is 
often ‘stepped down’ but still available through drop-in sessions, self-advocacy groups, 
and links to other organisations or events. Clients can self-refer themselves to 
services in the future if needed.  

Grantees operating self-advocacy groups often have a membership programme, 
featuring regular meetings, social activities and peer advocacy. Some offer people the 
chance to become closely involved with the organisation (e.g. through co-production 
and participation in specific committees). For one-to-one issue-based advocacy, 
grantees do not usually have membership programmes but sometimes use mailing 
lists and newsletters to share updates around new projects, events  
and opportunities.  

• Greater focus on building trust and close relationships 

Grantees cited the longer timeframe of support provided by non-statutory advocacy as 
key to building relationships of trust with the people receiving advocacy support. 
Grantees described how this trust is fundamental to working with people with histories 
of negative experiences with local authority services. As far as possible, grantees try 
to maintain continuity and offer support from the same advocate during a case as well 
as if the person comes back needing support again in the future. However, another 
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advocate is introduced if their expertise is required or to cover  
any absences.  

If an advocate leaves a grantee organisation, they are expected to conduct a thorough 
handover including passing over detailed case notes (often stored in internal 
databases), additional briefing notes, and arranging a three-way meeting to introduce 
the new advocate to the individual they will be working with. They are not assigned 
any new cases during the notice period. The extensive handover helps maintain 
continuity of support and minimises the need for people to have to re-tell their story to 
their new advocate.  

Grantees expressed that building trust with individuals can be more challenging in 
statutory advocacy due to the time-sensitive nature of the issues it seeks to address. 
When allocated an urgent case shortly before a hearing or tribunal, advocates may 
have insufficient time to build this trust and understand an individual’s goals and 
communication preferences, which can limit their ability to advocate effectively on their 
behalf.  

In interviews, people using grantee services highlighted the value of having time to 
build close relationships with their advocates and spoke of the centrality of trust in the 
support they have received to supporting them achieve their goals.  

The following chart is a summary of the distribution of responses from the  
grantee survey: 
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The Henry Smith Charity funding for this programme has allowed grantee organisations to 
provide support to 3,575 people in the first year of the programme. The findings in this 
section have been drawn from analysis conducted on the detailed individual data for 641 
people submitted by the grantees through our outcomes framework. Other individuals are 
either new to grantees’ services or participating in self or group advocacy. 

 

Diagnosis 

Data show us that 80% of people receiving support from services funded by the programme 
have a learning disability diagnosis or identify as having a learning disability but do not have 
a formal diagnosis. A smaller proportion of people have neither a formal nor self-diagnosed 
learning disability (17%), while 1% of people are awaiting a formal diagnosis. Two per cent of 
people are unsure whether they have a learning disability or not.  

With regards to autism, the picture is more varied. While 44% of people receiving support 
have a formal diagnosis of autism or self-identify as autistic, 38% of people do not identify as 
autistic. A relatively high proportion (14%) of people are awaiting a formal diagnosis of 
autism, while 4% of people are ‘Unsure’ whether they are autistic. 

Data show that 18% of people receiving support from grantees have a dual diagnosis of 
learning disability and autism. 
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Gender 

Our data show a close to even split between males and females among the people currently 
receiving support through the programme. 

People identifying as non-binary/other/transgender make up 3.1% of the people for whom we 
have detailed data. This percentage is higher than 2021 Census figures for England and 
Wales, in which 0.5% of respondents said they identified as a gender different to their sex 
registered at birth.  

While these figures may suggest that this group accesses non-statutory services at a 
disproportionately higher rate than people who identify with traditional gender categories, the 
sample size is still small, and we will continue to monitor this data point as the programme 
evolves. The apparent higher use of advocacy by non-binary people than the national 
demographic may indicate a potential avenue for further research. 

 
Note: The ‘Other’ category captures all other gender identities, including genderfluid, 
agender, intersex, and gender nonconforming.  
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Age 

The age of people receiving support from grantee organisations is distributed relatively 
evenly across age bands, with the 30 – 39 age group being most prolific. The number of 
people receiving support begins to fall in the 60 – 69 age group and falls further above the 
age of 70.  

 

 
According to data from Census 2021, 29.1% of all people in England and Wales were under 
25 years old compared with around 23% of the people accessing advocacy support through 
the programme. Census data also show that 24.4% of people in England and Wales were 
aged 60 or over, which is higher than the 12% of people accessing support through the 
programme. Further research may seek to investigate whether the fall in people receiving 
support in the older age groups may be the result of higher mortality among these groups 
rather than a reduced level of need.7 

  

 
7 Average life expectancy of males and females with Learning Disabilities is lower than the national average by 
14 and 17 years, respectively (NHS data). This could explain the relatively low number of people accessing 
support in the 70 – 79 and 80+ age bands. 
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https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2018-to-2019/condition-prevalence#:~:text=Based%20on%202018%2D19%20data,life%20expectancy%20of%2067%20years.
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Ethnicity 

A majority 89.2% of people receiving advocacy support from programme grantees self-
identify as White.8  

Black and Mixed ethnicities made up 3.7% and 3.2% of people receiving advocacy support, 
respectively. Asian and Other groups made up 2.7% and 1.2%, respectively.  

Comparing data from the grantees with data with UK Census data may offer a broad 
indication of whether people using services are representative of UK demographics. Such a 
comparison shows that White ethnicities are potentially overrepresented, while Asian 
ethnicities are underrepresented. 

  

 

It must be noted that some grantees operate in much more ethnically diverse areas than 
others, and as such a more granular approach to analysing whether certain ethnicities are 
underserved by independent advocacy would be instructive. A future avenue for research 
may involve comparing ethnicity figures for access at the individual service level with ethnicity 
data for the localities in which services operate. 

Challenges and best practice around expanding access to underrepresented groups are 
discussed further in the sections that follow. 

 
8 The ethnic data analysed in this section use the 5 high-level ethnic group categories used in UK national 
censuses. 
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Living situation at referral 

Over half the individuals using advocacy services were living with others at the point of 
referral (55%). This category includes individuals living in private accommodation with 
family/friends, council accommodation with family/friends, and supported accommodation. 
Future research could explore a potential link between the high number of self-referrals and 
the high proportion of people living with others across the programme.  

A smaller proportion of people (36%) were living alone at the point where they were referred 
into advocacy services in either private accommodation or council accommodation. 

Five percent of people were living in temporary accommodation or receiving inpatient hospital 
care at the point of referral or were homeless.  

 
 

Eligibility criteria 

All grantee services operate a set of eligibility criteria, which they follow most of the time. For 
general individual issue-based services and group advocacy services, this eligibility criteria 
typically requires only that an individual has reached the age of adulthood, self-identifies as 
having a learning disability or autism and resides in the local area. We heard that services do 
not normally require a person to have a formal diagnosis of learning disability or autism. 

Several grantee services specialise in advocating in more specific issues, such as in child 
protection proceedings or for children with complex needs. As a result, these services 
operate other eligibility criteria based on whether a child/young person is below a certain age, 
or an adult is a parent undergoing child protection procedures. 

Around a quarter of grantee organisations (23%) describe a degree of flexibility in their 
eligibility criteria depending on level of need and ability to advocate.  
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The sole ‘Never’ response was received from an organisation providing peer advocacy 
groups operating an open-door policy to anyone with a learning disability. 

 
Survey results show that nine of the 13 grantees that responded are sometimes forced to turn 
people away who approach the service for support. This tends to be for one or more of the 
following reasons: 

• Not meeting eligibility criteria – an individual does not have a learning disability/autism 
or does not reside in the local area. 

• Requiring statutory advocacy9 – grantees will signpost individuals to statutory advocacy 
services, either provided by their own organisation or another locally. 

• Requiring specialist support – sometimes individuals will present with an issue, such as 
drug or alcohol dependence, for which grantees are not qualified to provide support. 

• Staffing/resource limitations – one grantee described sometimes having to turn people 
away due to the geographic location of staffing. 

 

 
9 Cases where individuals require support directly related to Care Act, Mental Capacity Act or Mental Health Act 
proceedings are best served by specialist advocates – Independent Care Act Advocates (ICAAs) Independent 
Mental Capacity Advocates (IMCAs) or Independent Mental Health Advocates (IMHAs) – who have specialist 
training to help people understand their rights in specific situations related to these acts. 

69%

23%

8%

How closely do you follow your eligibility criteria?

Almost always Most of the time Some of the time Rarely Never

“When people have a children’s hearing, we can help them if they meet our criteria in 
another way. But if it’s just a children’s hearing, that can be difficult to do because people 
with say, oh, I got a call from the family centre who said that you can come to my hearing 
[...] But you don’t meet our criteria, so we can’t do that. We can give you some general 
information, but yeah, that’s difficult. And, you know, as I say, you never want to say to 
somebody, ‘I can’t help you’. I would always want to say we can’t help you, but I do know 
someone who can. Here’s their number, website.” 

  Advocacy Service Aberdeen interview 
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Referral sources and prioritisation  

Grantees accept referrals from a wide variety of referral sources. Data show that the most 
prolific source of referrals across the 15 grantee organisations is self-referral (41%). The 
second greatest source of referrals is social services (15%) followed by other (13%), family 
(8%) and VCSE organisations (5%).  

 

 
 

Data from the outcome framework show that a majority of referrals (78%) are engaged within 
ten days of referral. ‘Level of need’ (e.g. immediacy of issue) and ‘Vulnerability’ (e.g. 
safeguarding concerns) are the two most important reported factors in referral prioritisation.  

Once a case becomes active, grantee organisations assign individual advocates based on a 
variety of factors:10 

• 38% of advocates are assigned by the grantee organisation. 

• 46% of advocates are assigned by the grantee organisation, in consultation with the 
person using the service. 

• 38% of advocates are assigned based on preferences stated by people using the 
service (e.g. someone with a similar cultural background).  

If a person is returning to the service with a new issue, grantees will generally endeavour to 
pair them with an advocate with whom they have worked before where possible. If this is not 
possible due to an advocate having left the service or capacity constraints, grantees use 
detailed notes they maintain on individuals who have previously engaged with services to 
conduct case handovers with a new allocated advocate. 

Future research might look to investigate why self-referrals make up such a large portion of 
total referrals and whether it is possible to boost referrals from other sources. Research may 
also look to investigate which of the methods of allocating advocates to cases generate the 

 
10 Percentages do not add to 100% as the survey allowed grantees to select multiple options. 
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most effective advocacy relationships and the potential impact staffing/training gaps exist when 
seeking to match advocates with the preferences of individuals. 

 

 
 

Challenges and best practice around race equity and access 

Underrepresented and hard-to-reach groups 

In addition to Asian and South Asian communities (discussed above), grantees highlighted 
several ethnic groups that they suspected were underrepresented or harder to reach: 

• Roma and Traveller community 

One grantee organisation described Roma and Traveller communities in their locality 
as being hard to reach. Challenges when accessing these groups relate to their 
transient living arrangements (challenging for follow-ups) and their stigmatisation 
among the local community, which can lead them to be cautious about accessing local 
services, including advocacy. The grantee described not having reliable information 
about the numbers of people with learning disabilities or autistic  
people within these groups as a barrier to assessing the level of need for independent 
advocacy. 

• Eastern European communities 

One grantee described the challenges around reaching Eastern European 
communities in the North East. They suspected that part of the reason for access 
challenges owed to reservations about engaging with statutory services, potentially 

Case study – Advocacy Service Aberdeen 
 

B is 39 years old and lives at home with their mother. They have minimal speech which is 
professionally recognised as selective mutism, alongside their diagnosis of Autism. 
A package of support was in place at home which was not meeting any identified outcomes 
and B would not engage with the support team. B’s Mum shared much information with our 
service as to why she felt they would not engage. The main issue identified through 
speaking with advocacy was that B’s found it difficult to work with male workers. 
We initially met with B for short periods of time to try and establish a connection to enable 
a relationship to develop which would then help our understanding of how best to 
communicate with B. After several short meetings, B began to engage with our advocacy 
worker who is female. It was observed the B could engage positively with the female worker 
in comparison to when male staff from other services attempted to work with them.   
Meetings were held with social work and it was voiced that B would not wish to interact with 
male workers. It was also raised that B’s mum had already tried to communicate this but 
did not feel listened to. This was understood by social work. 
B now has a worker in place that is female, support hours which suit their needs better and 
is now successfully engaging with their supports. 
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because of a culture of distrust of government services in their countries of origin. It is 
possible that this distrust may also lead these communities to avoid contact with 
services (including independent advocacy) in the UK. The grantee described how this 
community in their area tends to use local ‘fixers’11 as an alternative to advocacy to 
help them navigate services. These fixers often charge a fee for advice and services, 
many of which can be accessed free of charge through grantee services. 

• Portuguese and Latin American communities 

One grantee based in South London described ongoing challenges with accessing 
people from the sizable Portuguese and Latin American communities in the area. The 
grantee sits on a safeguarding group for adults that works with local voluntary 
organisations to improve access and address negative stereotypes around learning 
disability that persist in these communities. 

• Somali community 

One grantee based near Bristol described challenges related to accessing the large 
Somali community that exists in the area. The grantee described that continuing 
stigmatisation of learning disability and autism within this community can dissuade 
people from coming forward to seek advocacy or being referred by friends or family. 
The grantee is currently exploring the best strategy to engage with this community in 
the area.  

 

Barriers or challenges to access 

There are several identifiable barriers to access that relate specifically to increasing 
advocacy work in ethnic communities that may be underserved by advocacy: 

• Language barriers 

In minority ethnic and immigrant communities where there is an English language 
deficit, grantees may not possess the language skills to produce publicity materials 
that are capable of successfully raising the profile of the service within a target 
minority group. Advocacy as a concept or term may be challenging to translate into 
languages other than English without first-hand knowledge and experience of a 
culture. One grantee, operating in ethnically diverse parts of London, cited the need to 
hire an Urdu speaker. He stressed the associated challenges (e.g. costs) of bringing in 
extra linguistic resources to support a small, but in-need, group of people.  

Future funding arrangements for independent advocacy services, especially in highly 
ethnic diverse localities, might include additional provisions for specialist linguistic 
support for translation and interpretation.  

 

 
11 Fixers tend to be people with links to an ethnic community and share a common language. They are typically 
well established in the UK and have experience with navigating basic services such as things like applying for 
proof of identity or a bus pass, which are things that independent advocacy may be able to assist with. 
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• Cultural barriers 

Anecdotally, grantees have expressed that learning disability and autism may be 
subject to stigma in certain ethnic groups. Such stigma may mean that people are less 
likely to acknowledge disabilities or refer family members to advocacy services and 
may prefer to look after them within a family setting. Advocacy may also be a poorly 
understood concept in certain groups, who potentially have doubts about its purpose 
and independence from local authority services. 

Grantees highlighted that extra funding and resources would allow them to improve 
outreach within communities where advocacy is poorly understood through events and 
improved outreach in community organisations.  

• Data gaps  

In our recent Community of Practice event on the topic of race equity, several grantee 
organisations cited challenges relating to the quality of ethnicity data available to them 
through local authorities. While separate datasets on learning disability and ethnicity 
exist, grantees highlighted that these two datasets are typically not combined. This 
can make it difficult to gauge the potential level of need for advocacy existing in 
different ethnic communities. 

Local authorities interested in understanding where gaps in services for people with 
learning disabilities and autistic people across ethnic groups should be persuaded to 
pursue improved data integration.  

• Lack of control over referrals from other services 

Some grantees have described how the diversity of their caseloads is often dependent 
on the level of engagement with ethnic groups and ethnic inclusion policies and 
practices operated by organisations that serve as referral sources. Better information-
sharing and interagency collaboration might be pursued to share knowledge and data 
on potential ethnic drivers behind the underrepresentation of certain groups.  

 

Examples of good practice 

A recent Community of Practice event held with grantee organisations revealed several 
examples of good practice when seeking to engage with ethnic minority communities: 

• Engaging with services and VCSEs run for and by minority communities 

Several grantees liaise with local VCSEs to raise their profile in ethnic minority groups. 
For example, a grantee operating in the North East described engaging with a local 
Polish Migrants Organise for Change (POMOC) project. The project has been set up 
in the area specifically to provide information, advice, guidance and signposting to 
members of the Eastern European community to help them navigate local service and 
engage with life in the area. Project workers and volunteers at the project have 
language skills and a knowledge of the community. The organisation is able to help 
with interpretation and translation and acts as a first point of contact for individuals in 
crisis.  
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Another grantee operating in an ethnically diverse area of South London mentioned 
the mutual benefits of allying with local minority-run community groups, while a 
grantee in Falkirk described networking with organisations from BAME communities 
through their membership scheme.  

Closer working and a mutual sharing of resources designed to break down 
stereotypes related both to learning disabilities and ethnicity, such as inclusive 
language guides, shared newsletter mailing lists and training opportunities, is a 
promising avenue to be explored to increase awareness of and receptiveness to 
independent advocacy among diverse ethnic communities. 

• Events and outreach 

Several grantees described how they look to boost engagement by hosting and 
attending events that focus on building engagement with ethnic groups that prove 
more difficult to reach, such as by organising cricket matches in the community or 
speaking at partner organisations’ events. Some grantees have translated posters and 
put these up to raise awareness, or used volunteers to translate leaflets so that they 
can be distributed at events. A grantee operating in South London described 
organising small-scale events such as picnics as a fruitful strategy for engaging with 
parents from different ethnic groups. Some grantees share stories or testimonials from 
ethnic minorities using their services, which they said often resonate 
 with communities. 

• Inclusive recruitment policies to diversify staff 

Grantees expressed a belief that the benefits of diversity within advocacy staff itself is 
beneficial when seeking to engage more effectively with minority ethnic groups. In 
response to this belief, some grantees describe how they have put in place 
recruitment processes specifically designed to encourage the recruitment of a more 
ethnically diverse staff. Grantees expressed a belief that ethnically diverse staff can 
possess specialist knowledge and experience that allow them to access minority 
ethnic groups that are more difficult to reach. In response to this belief, some grantees 
describe how they have put in place recruitment processes specifically designed to 
encourage the recruitment of a more ethnically diverse staff. At a recent Community of 
Practice event on race equity, some grantees reported including interview questions 
about oppression and intersectionality as productive in building a culture of inclusion 
within the team. 

 

Next steps to expand access 

Grantees mentioned several steps that need to be taken within their organisations to improve 
access to underserved ethnic minority groups:  

• More inclusive recruitment processes that remove potential barriers in the employment 
of ethnically diverse staff through the use of ‘blind’ recruitment processes designed to 
remove any unconscious bias from processes.  
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• Improving outreach efforts through events, posters, and stories that promote the 
service in target communities 

• Building relationships with affordable translation/interpretation services who can assist 
with promotional materials and advocacy work itself 

• Better resourcing to allow services the time and funding to promote the service 

 
Accessing people otherwise not engaging with local authority services  

 
Grantees described a key strength as being able to work with people who are otherwise 
reluctant or unable to engage with local authority services. The chart above shows answers 
given by grantees to the survey question, ‘Why might some people you work with choose not 
to access help through LA services?’ 

In interviews, grantees elaborated on the reasons people may choose not to access help 
through local authority services: 

• Lack of trust and fear of repercussions: Grantees cited mistrust in local authority 
services as a major blocker to accessing statutory services for people with learning 
disabilities and autistic people. This lack of trust can be the result of negative prior 
experiences, such as not feeling listened to or a feeling of not being treated fairly. In 
other cases, people may choose not to access support due to a fear of repercussions, 
such as a fear that children will be removed by social services.  

A key strength of non-statutory advocacy is its ability to maintain its independence from 
local authority services. This allows grantees to bridge the trust gap and engage with 
people who refuse to engage with local authority services. 

• Lack of flexibility and respect: Grantees and interviews with individuals they support 
indicate that local authority services sometimes lack the expertise and flexibility in 
communication styles to engage effectively with individuals with communication 
requirements.  
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Non-statutory advocacy services specialise in working with people with learning 
disabilities and autistic people and are able to tailor their approach to engagement to 
the needs of the individual using a range of communication techniques and formats.  

Some grantees felt that social services can be quick to make judgments or automatic 
assumptions and be discriminatory (e.g. by assuming that parents with learning 
disabilities are incapable of parenting).  

Grantees are careful to treat people with dignity and respect, and to listen to them 
without judgement (e.g. DASL follow a customer charter so that people know what 
to expect. 

• Lack of access and awareness: Grantees cited a lack of awareness of services 
available as a key reason people with learning disabilities fail to access local authority 
services. They described how more could be done to raise the profile of learning 
disability services, including advocacy, through better signposting and staff training.  

Social services sometimes do not identify cases in which an individual is eligible and 
would benefit from independent advocacy, or are unfamiliar with advocacy services 
themselves. Without direct referrals from social workers, individuals and their families 
can sometimes be unaware about the services groups available to them and/or 
unfamiliar with the concept advocacy itself.  

Grantees described how their advocates possess detailed local knowledge of the 
service environment in their locality. Their embeddedness in the local community also 
means that they possess a range of contacts and key relationships with people in 
strategic positions in the system, allowing them to effectively signpost people to 
appropriate services and apply pressure where necessary to ensure people  
gain access.  

• Self-diagnosis: In some cases of self-diagnosis, grantees felt that people do not 
actually need the support they might think they do. In other words, grantees’ 
assessment of a person’s needs might be different to their own perceptions. 
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2.4 What do people using these services need and receive from 
advocacy? 

Primary goals  

The outcomes framework used to collect data for this programme included space for 
advocates to record up to five separate goals for each individual receiving advocacy support. 
Goals are divided into 14 distinct categories depending on the issues that they relate to. 

Data collected since the beginning of the programme show that the most common primary 
goal category for individuals using grantee services is to access health services, social 
services or other services (23%), followed closely by support with accommodation (19.6%).  

 

 
 

The following case study demonstrates the value added by non-statutory advocacy in 
ensuring that people can access the services that they need: 
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Support grantee services provide to help people to meet primary goals 

Data from the outcomes framework show that the support provided by grantees across goal 
categories was wide ranging and adaptable to the needs of individuals.  

Data from the 641 individuals for whom we have detailed records have been coded12 to give 
an overview of the types of activities that comprise advocacy support through the 
programme. This analysis shows that the three most common types of activity carried out by 
advocates are: 

 

 
12 See Appendix 4.5 for more detailed definition of coding categories 

Case study – Advocacy West Wales 
 

S is a 53-year-old man who has a learning disability and Down syndrome. He lives with his 
friend who also had learning disabilities in a shared tenancy; both gentlemen were referred to 
AWW by a local voluntary organisation that we work closely with. 

The referrer was concerned that S was becoming more confused and less able to participate 
in activities. They had been involved in trying to raise this with appropriate professionals but 
felt that it had not been taken seriously.  

I met with both S and J at home with a view to establishing individual advocacy needs. 
Having known S for many years in a professional capacity it was soon clear that he was no 
longer able to engage meaningfully in conversation as he would have done before and was in 
significant distress. 

J was able to explain to me some actions that had happened but found it difficult to express 
the details. He was aware that someone was visiting that day but didn’t know who. It was 
agreed that I would contact the local authority and determine if social services were due to 
visit. I spoke to the social worker who had recently been allocated and explained the situation 
I had been met with and my concerns. The social worker moved her meeting with S forward 
and came out whilst I was still there. 

I ensured that the social worker understood that the current presentation of S was not as I 
would have expected and made sure that J was able to put his views and concerns forward.  

Such was the distress of S the social worker arranged a visit to the GP who then took him 
directly to hospital knowing that he would not get into an ambulance. 

S was admitted and remains in hospital where he was transferred immediately to an IMHA 
advocate as soon as it became apparent that restrictions would need to be put in place. 

I continue to advocate for J separately who needs assistance to understand the difficulties in 
S returning home to him and what this will potentially mean for his shared tenancy 
arrangements. This is an ongoing case. 
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• Advocating with services/social workers  

• Explaining rights/options 

• Preparing for and accompanying individuals to meetings 

 

 
*In the majority of cases, descriptions of advocacy activity show that advocates carry out two 
or more of these functions for each individual case. 

 

Secondary goals 

Around 30% of people with a recorded primary goal also recorded a second goal. This 
percentage drops to 14% for third goals. The percentage of people recording fourth and fifth 
goals is 3% and 1%, respectively.  
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Comparative analysis of primary and secondary goal categories gives insight into how 
advocacy goals may change over time. We have heard from grantees that additional goals 
tend to emerge as people’s life circumstances change, and as they build trusted relationships 
with their advocates. As an aside, this result showcases the value and importance of non-
statutory flexibilities related to when and how long engagement and trust building can occur.  

We can see some divergence in the distribution of secondary goal categories when 
compared with primary goals, with secondary goals more likely to relate to ‘Independence’ 
and ‘Finances’ than primary goals. ‘Employment’, ‘Social Connections’, ‘Planning’ and ‘Skills 
Training’ also make a greater proportion of the total number of goals for secondary goals 
when compared with primary goals. It is worth noting that these secondary goals align more 
closely with broader life goals resulting from, for example, improved access to services.  
It is worth exploring the pursuance of these secondary goals as they may reinforce the 
positive link of grantee services to outcomes that key funders (e.g. HM Government) may 
care about. 

 
 

In general, grantees described a certain degree of flux in the nature of the goals of the people 
who they provide advocacy to. Seven of 13 grantees surveyed described how individual 
advocacy goals tend to change over time, while four of 13 neither agreed nor disagreed with 
the statement. 

Two of 13 grantees surveyed disagreed that individual goals tend to change over time. These 
two services are designed to work directly with parents with learning disabilities engaging 
with child protection processes and the fact that their goals are unchanging is perhaps 
unsurprising. 
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As part of the grantee survey, grantees were asked to rank what they perceived to be the 
strongest influences on people’s changing goals. For those whose goals change over time, 
changes in life circumstances are the most common driver for goals changing cited by 
grantees, while shifts in priorities and values was the most common second driver. 

 
The ‘Other’ category was associated with a free text box in the survey. Grantees stated the 
following reasons: 

• Influence of people around a person, particularly family 

• Emergence of new information not available at the time of referral  

• Accessing services  

• Impact of Covid-19 

 

 

 

 

2

5
4

2 0
0
1
2
3
4
5
6

Strongly agree: Goals
almost always

change over time

Agree: Goals tend to
change over time

Neither agree nor
disagree

Disagree: Goals tend
to be fixed and

unchanging

Strongly disagree:
Goals never changeN

o.
 s

ur
ve

y 
re

sp
on

se
s

To what extent to you agree that people's goals change 
over time?

54%

15%

8%

23%

23%

23%

38%

15%

23%

23%

38%

15%

23%

31%

23%

23%

8%

15%

15%

62%

0 2 4 6 8 10 12 14

1. Changes in life circumstances

2. Their relationship with their advocate

3. Shifts in priorities and values

4. Personal growth & development

5. Other

No. survey responses

In your experience, what are the strongest influences on 
people’s changing goals? Please rank these options in 

order of their prevalence.

1st choice 2nd choice 3rd choice 4th choice 5th choice



 

42 socialfinance.org.uk 

 

Progress on outcomes  

Data on process outcomes (soft outcomes) have been collected for 142 people with a score 
at the start and end of support. Self-reported scores across seven process outcome 
categories have been collected for these 142 people.  

Although the collection of outcome data is still at an early stage, a comparison of start and 
end process outcomes scores indicates that non-statutory advocacy is having a positive 
impact on process outcomes across the board.  

 

 

The largest change is seen in the ‘Feeling listened to’ and ‘Knowledge of local services’ 
outcome categories, where average scores have risen by 0.82 and 0.80, respectively. 
Meanwhile, the average change across the seven categories is 0.61.  

Of the 142 people who have ended support, 54% had achieved their primary goal, 30% had 
partially achieved their goal, and 8% had failed to achieve their goal. No data on goal 
achievement were recorded for 7% of people who had finished support. 

We will continue to monitor changes in process outcome scores as we receive new data 
submissions from grantees and will be able to draw more robust conclusions regarding 
process outcomes based on a more robust dataset in next year’s annual report. 
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Types of support offered  

Based on survey results, grantees offer a mix of support. Most grantees (92%, or 12 out of 13 
respondents) offered one-to-one issue-based support. This was complemented by self-
advocacy (54%), group advocacy (38%) and peer advocacy (23%).  

 

 
 

Advertisement and outreach 

Data collected from our survey show that online advertisement (e.g. through websites or 
social media) is most prolific for respondents, followed by advertising through third parties 
such as public services (e.g. schools, hospitals) and VCSE organisations. Interviews 
revealed that word of mouth also plays an important role, especially among groups that are 
harder to reach (e.g. certain ethnic groups).  
 
Services mainly advertise their services under the term ‘advocacy’, while ‘speaking up’  
is also commonly used as an alternative. However, there was an acknowledgement  
that the word ‘advocacy’ may not translate directly into other languages and might  
require rephrasing. 
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Engagement with grantees’ services 

While people engage with grantees’ services in different ways, the section below offers a 
summary of what this typically might look like.  

1. Referral: In cases where an individual has been referred by a social worker, referrals 
are processed by grantees’ admin teams. The admin team then acknowledges the 
referral with the referrer and places the individual on a waiting list. Waiting lists are 
reviewed by team leaders, who verify that cases meet eligibility criteria. Individuals 
are then allocated to a specialist advocate. Based on our data, grantees are able to 
allocate an advocate to almost 80% of individuals within ten days of referral.  

2. Initial meeting: Advocates will meet an individual and explain what advocacy is and 
where it can help. Should the individual decide to proceed with support, advocates 
will then co-produce an advocacy plan with an individual, setting out the individual’s 
goals and the steps they will take together to achieve them.  

3. Meetings: Advocates will then start to action the plan. Regular meetings and check-
ins are scheduled with the individual. 

4. Follow-up: Once a key outcome has been reached (e.g. when a hearing has taken 
place), advocates are available to provide follow-on support and guidance around 
next steps should the individual require/desire this.  

5. Membership: Several of the grantees offer a membership scheme that helps people 
remain connected to support and provides access to social events, learning 
opportunities and peer advocacy. 
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Frequency of support 

Frequency of support varies widely depending on individual circumstances and life events. 
Grantees find this difficult to measure and articulate as time spent with a person is highly 
variable across cases and fluctuates widely within a period of engagement with an individual. 
However, they provided some illustrative examples. In cases where there is an urgent need 
to prepare for an upcoming hearing, engagement will typically be quite intense and could 
involve three to five hours of direct contact per week. However, at other times grantees will 
seek to provide light touch support through regular check-ins (e.g. 0.5 – 1 hour per week). On 
average, direct engagement is estimated to be around two hours per week per person. There 
is often substantial administrative work also involved, with phone calls, emails, notes, and 
research requiring additional time from advocates.  

 

 

Case study – Advocacy Service Aberdeen 
 

B is 39 years old and lives at home with their mother. They have minimal speech which is 
professionally recognised as selective mutism, alongside their diagnosis of Autism. 
 
A package of support was in place at home which was not meeting any identified outcomes 
and B would not engage with the support team. B’s Mum shared much information with our 
service as to why she felt they would not engage. The main issue identified through 
speaking with advocacy was that B’s found it difficult to work with male workers. 
 
We initially met with B for short periods of time to try and establish a connection to enable 
a relationship to develop which would then help our understanding of how best to 
communicate with B. After several short meetings, B began to engage with our advocacy 
worker who is female. It was observed the B could engage positively with the female worker 
in comparison to when male staff from other services attempted to work with them.   
 
Meetings were held with social work and it was voiced that B would not wish to interact 
with male workers. It was also raised that B’s mum had already tried to communicate this 
but did not feel listened to. This was understood by social work. 
 
B now has a worker in place that is female, support hours which suit their needs better and 
is now successfully engaging with their supports. 

 

“So, if it’s a really intense time I could see people two or three times a week because 
doing it for more than an hour is often counterproductive. However, if we are just in the 
lull between assessments and hearings and solicitor’s meetings, I might just ring them to 
check in once a week.” 

Impact Initiatives interview 
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Avoiding crises and engagement with crisis support services 

Grantees perceived ‘crisis’ as any urgent issue that might be impacting a person’s immediate 
health and wellbeing in a significant way and preventing them from carrying out daily tasks. 
These cases require urgent action and important decisions. Examples can include acute 
mental health issues (e.g. panic attacks, suicidal ideation), urgent safeguarding issues (e.g. 
domestic abuse, human trafficking), homelessness or risk of homelessness, and financial 
issues (e.g. financial abuse, inability to pay for food or fuel) that feel pressing or 
overwhelming.  

If a crisis does occur, people can access immediate support from a drop-in advocate or be 
referred to the grantees’ one-to-one issue-based advocacy services. Skilled supportive 
conversations with staff or peers can help de-escalate situations at times. Some grantees 
use risk assessments to inform staff members and allocate advocates with appropriate 
expertise. In acute situations, grantees contact police or social services. Besides some 
grantees who provide IMHA as part of provision under other funding streams, grantees do 
not provide direct support to people in mental health hospitals. Once people are discharged, 
grantees will often work with other professionals such as the IMHA or IMCA and provide 
support through community advocacy.  

Darlington Association on Disability provided a helpful example of how they support people 
through crises. ‘This person has a written ‘safety plan’ which they have devised when they 
have been feeling stable enough to have insight into their mental ill health. The plan advises 
people how to recognise deterioration and how to support them through various levels of this. 
This has enabled us to use words, actions and adjust environmental factors that the 
individual responds better to when their mental health is poor. It also has given us pre-
consented authorisation to contact wider support networks for this person, even if they say no 
in the time of crisis, when we observe certain behaviors or thought patterns they are having. 
We adjust our methods of supporting this person before, during and after to fit with how they 
are. When appropriate we reflect with them on how the crisis played out and get feedback on 
if we supported them as well as we could, what could be done differently and what had 
potentially triggered the crisis. The ongoing support we can deliver for this person is all 
around them having a better life, having more choice and control, coping with the past and 
encouraging their confidence to engage with other providers and avenues of more specialist 
support.’ 

Based on survey results, several grantees expressed the belief that their service has 
prevented people from entering crisis through early intervention and helping people 
understand where to go for help, although the number of people they have helped avoid 
crisis is by nature hard to quantify. This is because there is no centralised database tracking 
individuals’ interactions with public services (including hospitals and other crisis support 
services), especially in periods where individuals are not actively working with an advocate or 
receiving support.  

In interviews, grantees reflected that their services are not ‘emergency services’ and 
therefore they were not consciously dealing with crises (especially as some might fall under 
the remit of statutory services) but they expected to have prevented people from using some 
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other services (e.g. hospitals) by acting preventatively and developing a range of resources 
(e.g. around mental health support). 

We also asked grantees about their engagement with crisis support services such as 
C(E)TRs (Care Education and Treatment Reviews). Based on survey responses, it seems 
that grantees ‘rarely’ or ‘never’ engage with these services. This might be an area where 
grantees might want to consider further training or engagement in the future. 
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Service gaps and potential areas of improvement 

Grantees would generally like to work with people for longer and offer more group advocacy. 
Grantees also identified other groups who are not currently having their needs met and would 
benefit from advocacy. These include: 

• People with physical disabilities, such as Parkinson’s or MS. 

• Autistic people who may lack social connections and be socially isolated  

• Children whose families are marginally above the financial threshold to qualify for 
legal aid. There are many cases where a child in the care system would be eligible for 
legal aid but a child with the same needs but not in care would currently go without. 

• Students with learning disabilities are often also over the threshold required for legal 
aid when there is a SEN tribunal – perversely, ineligibility is sometimes caused by 
receipt of disability/student benefits. 

• Young people who are at work but lack skills such as reading and writing are another 
group that could benefit from advocacy but currently often fall outside support.  

• People in residential care nursing homes. People are often unable to advocate for 
their basic needs to be met. Staff in these nursing homes may treat advocates with 
suspicion, making it hard to engage with individuals in these settings.  

• People living in isolated rural areas. 

2.6 What are some service gaps and areas of improvement for grantees?  
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Case study – Coram Voice 
 

As part of our project funded by Henry Smith, our Specialist Advocate for Young People with 
Disabilities is working with ‘Candice’, a 15-year-old girl with very complex medical needs: 
Candice has a rare genetic disorder, experiences frequent seizures, has to be monitored 
with regards to oxygen levels, and is tube fed a liquid diet. She has severe learning 
disabilities and is nonverbal. Candice lives at home with her parents.  
Candice’s parents are in dispute with both Heath and Children’s Social Care about the level 
of support they are receiving to care for their daughter. Due to a proposal to reduce the level 
of care provided, they have already been proactive in submitting formal complaints. 
However, this has so far not resolved matters. Parents referred Candice to ensure her voice 
is not lost in the dispute between the adults who surround her.  
Our Specialist Advocate has visited Candice at home and observed the complexity of her 
needs, as well as the support she receives at home and attachment she has to her family. 
As Candice is unable to instruct, the advocate has taken a rights based, person centred non-
instructed advocacy approach.  
The advocate spoke to the allocated social worker who seemed to agree that the level of 
support funded by Health was inadequate, but did not make a clear plan to address this with 
Health, and did not agree to put more social care funded support in place for Candice. The 
advocate has raised concerns that there have been different instances of injuries reported 
while Candice was being cared for in different settings, and that on a previous occasion 
Candice ended up being hospitalised purely due to her parents experiencing carer burnout. 
Therefore, the current/proposed care package seems unsustainable for Candice.  
After the advocate made her initial representations to the social care team, Candice’s mother 
fed back that she felt these were: ‘very insightful’ and thanked our Specialist Advocate for 
advocating for her daughter.  
Nevertheless, this is proving a challenging case to resolve: Social Care have failed to 
arrange a multi-agency meeting to address any of the care issues. The advocate was able to 
identify a solicitor willing to support Candice, but this did not come to fruition, because the 
family’s income was just over the threshold for Legal Aid.  
Undeterred, the advocate continues to push for a meeting to take place, and has now 
involved a Child Rights Adviser from the Office of the Children’s Commissioner, who has 
written to the local authority asking for respite arrangements to be reconsidered, for a 
meeting to take place and for social care to support the family to address concerns with 
Health about safe care arrangements. We are currently awaiting a response and for a 
meeting to be arranged, which the advocate intends to attend on behalf of Candice. 
Following this, the advocate will continue to make representations and/or complaints until 
matters are resolved.  
This case has revealed to us how much more challenging this kind of non-statutory 
advocacy can be: We believe that had Candice been a looked after child, it is unlikely she 
and her family would have been left with gaps in support for so long. Had Candice been a 
looked after child, she may also have been assessed for legal aid in her own right, rather than 
her parents’ income being taken into account, so she would likely have been able to access legal 
support. Nevertheless, this also shows how vital this project is, in supporting children who would 
otherwise ‘slip through the net.’  
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Observations from the advisory board 

Reflecting on the research findings above, our advisory board contended that:  

• Grantees could partner more closely with other organisations (e.g. local charities, 
faith-based groups, etc.). to expand outreach and access.  

• They could potentially also be more ambitious and proactive in expanding access to 
ethnic minorities and other underrepresented groups, making this more of a priority 
than it currently is.  

• Some advisory board members felt that grantees would benefit from more training and 
engagement with crisis support services (e.g. CETRs).  

• Finally, there is room for more collective work and action across the programme. 
Although grantee organisations appear to be part of various partnerships boards, local 
consortiums and forums (many of them involving experts by experience), this currently 
appears to be limited to local authority or regional level. We hope that our work 
through The Henry Smith Charity funding can help feed into this. 

Observations from people using services 

People using services appeared satisfied with the grantee organisations they were working 
with and reflected on what they would like to see more of. 

• Generally, people said they had benefited immensely from the advocacy services they 
were engaged with, and hoped more people could be aware of and receive the same 
level of support (e.g. more young people). 

• They reflected on the importance of articulating the value of advocacy services and 
protecting them from funding cuts. One person hoped that more consistent funding 
would prevent advocacy from feeling like a ‘postcode lottery’. 

• One person we spoke to thought advocacy services could advertise more widely in the 
future, such as through advertisements on buses, billboards and in shopping malls. He 
acknowledged that this might require additional funding.  

• One person suggested that they would benefit from more opportunities to socialise 
through the advocacy service, such as a common room where he could meet others in 
a ‘safe environment’, more events with people with similar needs, and being part of 
social clubs. Another person mentioned that it would be beneficial for there to be more 
resources for social activities and group trips out in the community with staff. 

• Services might not currently be accessible to people who cannot read or write or who 
are profoundly disabled.  

• One person involved in coordinating self-advocacy groups reported that instability of 
funding often means that a disproportionate amount of time and resources is spent on 
funding applications. If funding was more stable, these time and resources could be 
harnessed to further the objectives of the self-advocacy groups through campaigning. 
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A majority of grantee organisations (69%) report being forced to turn people away who have 
wanted to access their service in the past. Grantee organisations cite insufficient funding, 
inadequate staffing and the scope of current services as the most prevalent reasons for turning 
people away.  

 
 
We see The Henry Smith Charity’s “levers of support” falling into three thematic areas: 
 

1. Funding: flexible, long-term funding 
Besides The Henry Smith Charity, grantees are currently funded by a range of sources 
including local councils, the NHS, Big Lottery, and other trusts and foundations (e.g. Lloyds 
Foundation, Comic Relief, Age UK, etc.). Statutory contracts and grants are usually three to 
five years long. Large trusts and foundations tend to fund for two to three years. Meanwhile, 
funding from NHS and smaller trusts and foundations tends to be for one year. Some of 
these funding arrangements are grants while others are contracts, where grantees are paid 
for meeting targets around advocacy hours or number of cases (‘fee-for-service’ models). 

We heard that grantees would prefer longer funding (e.g. minimum of three years but 
preferably five years) to help demonstrate their impact, respond to changing needs, retain 
skilled staff, and prevent any gaps in delivery. 

Grantees reflected that core funding or grants are preferable to fee-for-service payments as 
they can help organisations focus on quality instead of quantity. Grants can also help them 
plan longer term and offer continuity of service by offering more secure contracts to staff and 
use funding more efficiently.  

Ideally, funding should cover core costs such as salaries as well as contribute to 
overhead costs.  

 

2.7 The way forward 
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2. Learning: specific learning sessions and expert advice provisioning around a 
variety of topics 

• Grantees may benefit from target training sessions by external experts. These 
sessions could focus on best practices in collecting and analysing data, engaging with 
harder-to-reach communities, improving finance and administrative (including 
recruitment and HR) practices, and leadership development.  

• The Henry Smith Charity also has opportunities to support partnerships between 
grantees and other local community-based organisations. The Advisory Board, for 
example, suggested that grantees could partner more closely with other organisations 
(e.g. local charities, faith-based groups, et cetera) to expand outreach and access to 
harder-to-reach communities.  

 

3. Policy: policy advocacy to drive changes in statutory provisioning and funding 

• While policy levers have not been a specific focus of this work, we cannot ignore  
their importance.  

• Policy drives funding and behaviours across non-statutory and statutory actors and 
behaviours of the statutory authorities13 can impact grantee service effectiveness and 
the lives of those they seek to support. These behaviours are driven partly by laws, 
regulations, and available statutory funding.  

• The grantees are also directly impacted by laws, regulations, and statutory funding. As 
referenced above, grantees desire stable, long-term, flexible funding. In the case of 
NHS funding, said funding is neither long-term nor flexible. Local authority contracts 
may be longer term, but they often also have spending restrictions that can severely 
limit a grantee’s ability to respond to changing needs.  

• The Henry Smith Charity has a platform to advocate directly to statutory authorities 
and HM Government, based on emerging findings from this programme. We look 
forward to continuing to shape these together.  

  

 
13 Referrals, outreach, community engagement, trust-building, service provisioning and effectiveness, continuity of care, etc. 
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Based on our research findings above, we have put together a theory of change for advocacy 
services being funded by The Henry Smith Charity programme.  

A link to this can be found here:  

https://www.socialfinance.org.uk/assets/documents/theory-of-change-for-advocacy-
services.pdf 

The diagram links key ‘inputs’ (e.g. financial and technical) to support ‘activities’ which 
translate into short-term and long-term outcomes for people using services as well as the 
grantee organisations themselves. Potential barriers and facilitators are also noted in the 
bottom left corner.We hope this theory of change will be a useful tool in articulating the value 
of advocacy services and how they seek to achieve their desired impact. We remain open to 
iterating it with grantees and people using services 

 

  

Part 3: Theory of change for advocacy services 

https://www.socialfinance.org.uk/assets/documents/theory-of-change-for-advocacy-services.pdf
https://www.socialfinance.org.uk/assets/documents/theory-of-change-for-advocacy-services.pdf
https://www.socialfinance.org.uk/assets/documents/theory-of-change-for-advocacy-services.pdf
https://www.socialfinance.org.uk/assets/documents/theory-of-change-for-advocacy-services.pdf
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This section provides reference materials created as part of this research to add depth and 
context to the findings and recommendations above. It includes: 

4.1   Outcomes framework 

The outcomes framework was designed following several rounds of consultation with grantee 
organisations, stakeholders and experts in learning disabilities and advocacy. The following 
fields feature in the outcomes framework: 

Aggregate 

• New cases (monthly) 

• Ongoing cases (monthly) 

• Number of cases closed (monthly) 

• Total clients (monthly) 

Individual 

General 

• Advocacy organisation 

• Client ID 

Client Demographics 

• Age banding 

• Gender 

• Ethnicity 

• Learning disability and source of diagnosis 

• Autism and source of diagnosis 

• Other disability 

Timing of support 

• Date of referral 

• Referral source 

• Location at referral 

• Social care package from LA at referral 

• Date when support began 

Part 4: Appendices 
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• Date advocacy plan filled in (if applicable) 

• Level of engagement with client 

• Date when support ended (if applicable) 

Advocacy goals & outcomes (repeated for to capture data on a maximum of 5 goals 
per person) 

• Goal category 

• Description of goal 

• Support given to help achieve goal 

• Was the goal achieved? 

• Details on goals achieved 

Process outcomes – Start of support 

• Speaking up – start 

• Knowledge of rights – start 

• Knowledge of local services – start 

• Good relationships – start 

• Happy with life – start 

• Feeling listened to – start 

• Learning new skills – start 

Process outcomes – Start of support 

• Speaking up – end 

• Knowledge of rights – end 

• Knowledge of local services – end 

• Good relationships – end 

• Happy with life – end 

• Feeling listened to – end 

• Learning new skills – end 

End of support 

• Location at end of support 

• Social care package at end of support 

• Destination after end of support 
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4.2   Grantees’ survey 

The survey can be accessed through the following link: 
The Henry Smith Charity Grantee Survey - June 2023 (office.com) 

 

4.3   List of grantees 

• Advocacy Alliance Yorkshire 

• Advocacy Service Aberdeen 

• Advocacy Support Cymru 

• Advocacy West Wales 

• Brighton & Hove Speak Out 

• Central Advocacy Partners 

• Coram Voice 

• Darlington Association on Disability 

• Disability Advice Service Lambeth (DASL) 

• Grapevine Coventry 

• Impact Initiatives 

• People First Dorset 

• People First North Somerset 

• Swindon Advocacy Movement 

• Vocal Advocacy 

 

4.4   Advisory board members 

• Gary Bourlet (Learning Disability England) 

• Rachael Hall (Learning Disability England) 

• Gary Bourlet (Learning Disability England) 

• Anna Balding (Learning Disability England) 

• Maggie Graham (NHS England) 

• Rhona Wilder (Scottish Independent Advocacy Alliance) 

• Suzanne Swinton (Scottish Independent Advocacy Alliance) 

• Elizabeth Tilley (The Open University) 

• Joe Powell (All Wales People First) 

• Geoff Doncaster (Speakup) 

https://forms.office.com/Pages/DesignPageV2.aspx?origin=NeoPortalPage&subpage=design&id=DEKFnO0H50CcTEIHVW3JBuVZXRb78I1Aksurro7AEDhURVpYNFo4UTNFUTg1VTAyUEhWM1hUUE1QOS4u&branchingelementid=r74479c10e37541948db1b0aafe09a6b0
https://forms.office.com/Pages/DesignPageV2.aspx?origin=NeoPortalPage&subpage=design&id=DEKFnO0H50CcTEIHVW3JBuVZXRb78I1Aksurro7AEDhURVpYNFo4UTNFUTg1VTAyUEhWM1hUUE1QOS4u&branchingelementid=r74479c10e37541948db1b0aafe09a6b0
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• Marshall Wilson (Speakup) 

• Vicky Taylor (Speakup) 

• Amy Telford (Speakup) 

• Simone Aspis (Changing Perspectives) 

• Heather Barfoot (Brighton & Hove County Council)  

• Stephen Beyer (Cardiff University) 

• Jabeer Butt (Race Equity Foundation) 

• Gail Petty (NDTi) 

 

 

4.5 Support coding framework 

Process Outcome Coding Category Description 
Advocating with services/social worker Advocate contacts social worker/service on behalf of the client to 

express needs/preferences of the person receiving advocacy support 
Preparing and accompanying to 
meetings 

Advocate helps the person receiving advocacy support prepare for 
upcoming meeting/hearing and then attends with them or on their 
behalf 

Explaining rights/options Advocate informs the person receiving advocacy support of their 
rights and the options available to them in their situation. 

Working with family Advocate speaks to family and close personal contacts to understand 
more about a person’s goals (often when a person has significant 
challenges around expressing them) 

Assistance with 
emails/letters/applications/complaints 

Advocate provides assistance with drafting emails and letters that 
convey the needs/preferences of the person receiving advocacy 
support to decision makers in processes impacting them. Advocate 
assists a person receiving advocacy support with drafting and 
submitting formal complaints (police, housing, etc.) 

Researching and signposting services Advocate speaks to the person receiving advocacy support to assess 
needs and signposts them to known services or researches the local 
network of services and recommends one that might be suitable 

Obtaining legal advice Advocate supports the person receiving advocacy support to assess 
legal options and contact legal counsel (paid or pro bono) 

Assistance with practical issues 
(financial, travel, housing repairs, etc.) 

Advocate listens to the person's needs and offers practical advice on 
solutions that will improve their quality of life (paying bills, obtaining 
travel pass, help around the house, etc.) 

Speaking up/Self-advocacy The person receiving advocacy support is supported to speak up and 
advocate for self when people are making decisions that impact their 
life. This may be through 1:1 advocacy or peer support groups. 
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