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Executive summary 
 

Introduction 

This report summarises the findings from the final evaluation of the Cancer, Older People 
and Advocacy (COPA) Programme. The Programme developed volunteer advocacy 
services for older people affected by cancer (OPBAC) at numerous sites across England 
and Wales. The evaluation was carried out towards the end of the three-year national 
project and aimed to: 
 

(a) draw out lessons learnt about delivering cancer advocacy  
 

(b) reflect on the support offered via OPAAL (The Older People’s Advocacy Alliance) who 
managed the Programme, and by Macmillan Cancer Support who funded the 
Programme alongside The Big Lottery. 

 
It is important to note that the COPA Programme followed on from a small pilot. There were 
still many lessons to be learnt. Many issues were addressed as the project progressed, and 
plans are being developed to address outstanding concerns. The Programme also 
represented an expansion of the service, which had implications for the support and 
infrastructure provided by OPAAL. The organisation has had to adapt and change in 
parallel.  
 
The COPA service is groundbreaking and highly innovative, creating a culture change 
within cancer services. Such changes take a long time to evolve and become established. 
For all these reasons, it is unsurprising that there have been a number of challenges along 
the way. This report aims to focus on the very valuable lessons that have come out of the 
COPA experience.   
 

Background 

COPA advocacy services recruit and train volunteers to become advocates, people who 
have been affected by cancer in some way. The volunteer advocates provide advocacy on 
a one-to-one basis to people over fifty at any stage of their cancer journey. A professional 
staff team, including a project manager, a paid advocate and volunteer co-ordinator, 
supports and supervises the volunteers. Each service is guided by a Local Cancer 
Champions Board (LCCB), made up of cancer professionals and OPABC. Nationally the 
programme is supported by three boards, The National Cancer Champions Board (NCCB), 
a Health Professionals Board and the National COPA Management Board. 
 

Method 

Interviewees were selected from ten of the thirteen partner organisations delivering cancer 
advocacy as part of COPA. They included a range of staff members, volunteer advocates, 
and clients as well as staff from OPAAL and Macmillan. Telephone interviews were held 
between July and September 2016, recorded and transcribed and the transcripts used to 
write this report. 
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Lessons learnt about the COPA service 
 

Obtaining referrals 

Whatever the source of referrals, success has depended on a strong relationship with the 
referrers. Repeatedly the interviewees described how the greatest number of referrals 
came from people they already knew, either colleagues internal to their organisation, or 
other local organisations and agencies. These people trusted the services provided by the 
host organisation, even when the service was new. 
 
For this reason, early attempts to obtain referrals from new sources based on simply 
informing them of the new cancer advocacy service, met with limited success. Referrals 
from health professionals only came after investing considerable time and resources in 
developing new relationships with health. Successful strategies included building on 
volunteers’ relationships with cancer services and recruiting staff with a health background. 
 
It also seems important to educate health professionals about advocacy, not just inform 
them. This ensures they develop a good understanding of how cancer advocacy differs 
from existing cancer services. This approach worked in the case of a group of local 
Macmillan GPs. It required a lengthy two-hour face-to-face conversation, rather than a short 
presentation, and again relied on existing relationships to create buy-in for a meeting. 
 
Recruiting and retaining volunteers 

The project partners that are large organisations with existing advocacy services have been 
very successful in volunteer recruitment. They have been able to move existing volunteers 
over to the COPA service or have used their current recruitment processes to find people. 
Smaller, less established organisations or those without existing advocacy services, have 
found it more difficult.  
 
The number of volunteers has not always matched client demand, especially at the 
beginning, when there were high numbers of volunteers, but low referral rates. This 
mismatch can be a continual challenge, for example, during volunteers’ early training. In 
addition, clients often need help quickly or to fit with appointments, which requires more 
flexibility than some volunteers can provide. Most COPA services have ended up with a 
lower number of volunteers than the original target. However, these volunteers are often 
highly skilled and very committed, and have stayed for the Programme’s duration. A focus 
on quality rather than quantity may be more important for ongoing volunteer recruitment. 
 
There have been additional challenges in working with volunteers affected by cancer. They 
may sometimes need further support to manage the demands of this role, particularly if 
their own cancer returns. Some project managers suggested they would have benefited 
from training on managing cancer advocates at the start of the Programme, and would 
welcome some clearer guidance in the future. 
 
Challenges to service delivery and sustainability 

The limits on staff time have been found to restrict service coverage. The staff who work 
part-time often have another paid role, which means they can’t always be flexible enough to 
meet the needs of volunteers and clients. The National Advocacy Costing Model has been 
revised during the Programme in light of these concerns. In future, there will be a greater 
allocation of hours for each paid post.  
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In terms of engaging potential referrers, one of the main challenges has been explaining 
advocacy to audiences who are new to the concept, and linked to this, finding ways to 
describe how the service is different to existing cancer services. Some staff said they would 
welcome more guidance on their publicity and engaging target audiences.  
 
As cancer advocacy is a novel and groundbreaking service, it has obviously taken time to 
determine what difference the service makes to people’s lives. Recent work has developed 
a set of measures for assessing cancer advocacy outcomes. In any future rollout, it will be 
important to collect evidence of impact prospectively, in parallel with the progress of 
advocacy partnerships. This evidence is much needed to support bids for ongoing funding. 
 
Seeking ongoing funding – which model of service? 

The service has developed with a different emphasis at different sites. Those who have had 
more success in getting referrals via health have learnt more about how advocacy supports 
OPABC during treatment. Those that have had more success in getting referrals from their 
local community organisations have learnt more about how advocacy supports people at 
the end of treatment and into survivorship or end-of-life stages.  
 
Advocacy has the potential to support OPABC at all stages of the cancer journey. However, 
some partner’s focus on support during treatment stages has led them to draw different 
conclusions about the best sources of referrals, and the options for ongoing funding and 
service development. These project partners have targeted health professionals for 
referrals. They report that health professionals are able to identify the clients who are most 
likely to benefit from advocacy. They are also concluding that providing advocacy support 
through treatment might be of value to people with other conditions, opening up the 
possibility of expanding the service in other directions. They are keen to explore this 
potential avenue for future funding. 
 

Impact of the COPA service  
 

Clients’ experiences of the service 

Many clients’ experiences clearly illustrate the added-value of cancer advocacy, which 
includes: 
 

¶ supporting OPABC when they are particularly vulnerable and may not have the 
capacity to navigate and manage the health and social care systems themselves 

¶ supporting and empowering OPABC during treatment so that their choices for care 
are respected  

¶ having the flexibility to meet different kinds of needs as they arise over time 

¶ providing long-term support throughout the cancer journey, from a single source 
 
However, some stories that focus on outcomes, are limited by only describing the tangible 
benefits, for example receipt of practical or financial support. These cases raise questions 
about whether such clients were genuinely in need of an advocate, or whether other local 
cancer services could have equally met their needs. Given how advocacy works, it is 
possible that these clients only felt safe enough to talk about their difficulties in the context 
of a trusting relationship with an advocate. Without advocacy, some people’s needs might 
not ever come-to-light, and so might never be met. This key strength of the advocacy 
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service may need to be emphasised through stories of partnerships and how their 
relationships have evolved, in addition to the stories of outcomes for individual clients and 
advocates. 
 
The volunteers’ experience of delivering cancer advocacy 

The volunteer interviewees had applied to become advocates because they were looking 
for an opportunity to put their cancer experience to good use. A key factor in their success 
was being able to establish rapport with their clients. Having a shared experience of cancer 
much helps this process, in addition to each individual’s people skills. 
 
All of the interviewees felt they were well trained and supported as they increased their 
skills and knowledge over time. They found it helpful to have regular review sessions, to 
learn from each other and provide peer-to-peer support. 
 
The volunteers had provided a wide range of support to OPABC at different stages of the 
cancer journey. They felt that they had been particularly effective in helping people navigate 
and access health and social care systems. One volunteer thought it important that 
advocates are trained to support OPABC to question professionals and ultimately refuse 
treatment, if this is their choice.  
 
When asked what difference being an advocate had made to them, the interviewees 
described how it had increased their knowledge of cancer and relevant services and helped 
them to acquire new skills. They gained a sense of satisfaction from helping others, and 
although emotionally demanding, overall, they found the experience very rewarding. 
 

Reflections on the support provided by OPAAL 
 

Support and direction 

At the beginning of the Programme, OPAAL provided partners with documentation and 
resources to support the start-up of the COPA service. The partners were free to modify 
these to suit their individual needs, but some said they would have preferred stronger 
direction. Project partners have now built up a wealth of expertise that they could usefully 
contribute to developing new resources to support the next wave of advocacy projects. 
 
Project partners have relied on OPAAL staff to answer questions and resolve any problems 
throughout the project. They are very grateful that OPAAL has been consistently helpful 
and created a supportive culture across all the partner organisations. Although willing to 
help, OPAAL staff felt under-resourced for the amount of work involved, and their capacity 
will need to be increased in any further rollout. 
 
There have been a number of evaluation and research projects attached to COPA, which 
have created extra demands on staff. These projects have overlapped and their benefits to 
the Programme have not always been clear. This has led to a feeling of work overload, 
which OPAAL recognises will need to change in future. Some project staff also thought 
there was room for improvement with internal communication and consultation, to shift the 
focus from information sharing, onto shared learning and joint decision making.  
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National training 

OPAAL has arranged training in London for all the project partners. This has been too far to 
travel for some, who suggested more flexibility in the use of training budgets to organise 
training on a regional or local basis. 
 
Attending training provided a welcome opportunity to network and share learning with 
peers. Volunteers who have attended training have gained confidence and wider 
knowledge of the project as a result. It was suggested that shared learning events should 
be organised at a regional level, in addition to training, if the advocacy service expands. 
 
SAM 

A few interviewees from small organisations had positive views of the SAM database. 
However, the majority had experienced problems, which the database developer has tried 
to resolve. Some still feel it is not working well for them and are recording their data on a 
separate system, with implications for staff time and workload. 
 
The COPA blog 

The COPA blog was developed in response to the requirements of the Big Lottery, with the 
intention of publicising the service. In practice, there has also been some useful shared 
learning across the project partners. However, many were finding it repetitive by the end of 
the project. Its purpose and content could be usefully revisited in conjunction with a review 
of the potential use of other social media. There may be benefits in reaching the younger 
family members of OPABC.  
 
Peer-to-peer support mechanisms 

There were three separate mechanisms by which partner organisations supported each 
other throughout the Programme: 
 

¶ mentoring which worked well and interviewees recommended continuing 

¶ project managers’ meetings which enabled peer support and sharing information. 
However, some thought the meetings were too heavily focused on information 
exchange. They suggested that the time could have been better-spent consulting 
partners on strategic decisions and working together as a management team to 
discuss and develop ideas. 

¶ a ‘Working for Change’ event which generated much useful learning that would be 
relevant to future expansion of the service.  

 

Reflections on the support provided by Macmillan 
 

Working with Macmillan at a national level 

Macmillan has been involved in the development of cancer advocacy right from the 
beginning. They have been instrumental in shaping how the service has evolved, working in 
partnership with OPAAL. From Macmillan’s perspective, some of its major inputs have 
been:  
 

¶ part-funding the national programme, and locally funding individual advocacy 
services 
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¶ positioning the COPA Programme to align with Macmillan’s national priorities 

¶ funding and jointly developing an evaluation of the programme 

¶ producing joint publications and joint communications  

¶ creating and maximising opportunities to influence and persuade key stakeholders of 
the benefits of cancer advocacy 

¶ providing leadership in improving cancer care for older people, advocacy being one 
project within this broad area of activity 

 
Working with Macmillan at a regional level 

Two of the project partners had received continuation funding from regional Macmillan and 
were therefore able to access a broad range of extra support and resources. This success 
was much dependent on good working relationships with regional Macmillan staff. This 
raises questions about what persuaded these individuals to engage with cancer advocacy 
in the first place, and the lessons for how other regional Macmillan staff might be similarly 
engaged. The interviewees identified two important areas for further work (a) educating 
Macmillan staff about advocacy and, (b) better communication about the service and its 
benefits. 
 
By way of contrast, other project partners reported that their local relationships with 
Macmillan have not been as fruitful or made as big an impact. It seems that the level of 
commitment and activity amongst the range of local Macmillan staff can be very variable. 
 

Reflections on the support from Local and National Boards 
 

Local cancer champion boards (LCCBs) 

The original aim for the LCCBs was to provide a forum for local OPABC to influence the 
development of the service. In practice, the Boards are mainly made up of professionals 
with one or two OPABC members. The impact of the OPABC has been difficult to define as 
it is part of the influence of the Board as a whole. If there were plans to develop 
mechanisms for OPABC involvement in future, it might be useful to think of alternative 
approaches. 
 
However, the LCCBs have had a positive impact on service development in other ways by 
(a) assisting with relationship building within local cancer networks (b) providing expert 
knowledge and local information (c) helping to publicise the service. 
 
The activity and success of the LCCBs varies from partner to partner. Some of this variation 
depends on the level of engagement and motivation of individual Board members. Other 
factors include: 
 

¶ having a patient leader as Chair  

¶ recruiting health and social care professionals who are sympathetic to the service’s 
goals and ethos, and are local leaders 

¶ reviewing the Board and its membership on a 2-3 yearly basis. 
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The National Cancer Champions Board (NCCB) 

The NCCB intended to bring together representatives from the LCCBs as well as 
representatives of national partner organisations to influence strategy at a national level. In 
practice, some project partners have found it difficult to find people willing to attend from 
their patch and have sent staff members to the meetings instead. It is has therefore focused 
on project management and information exchange, rather than strategy. 
 
The NCCB could usefully evolve to support the next stage of expansion of cancer 
advocacy, by making greater use of the range of skills possessed by Board members. 
Ideas included asking Board members to speak about the project at public events and 
setting up working groups of members with relevant expertise to work on areas of future 
development such as finance. 
 

Discussion & Recommendations 
 

The impact of cancer advocacy – when, why and how does it help? 

‘What difference does it make?’ This is the key question to address in any service 
evaluation. With the COPA service, the answer seems to depend on who answers the 
question. Different stakeholders hold different views on what cancer advocacy does and 
how it benefits OPABC. There may be some advantage to working with these varying 
viewpoints. The different perspectives are in part due to the fact that different stakeholders 
are trying to address different agendas. To some extent, these different descriptions 
represent alternative ways of ‘packaging’ the service in order to influence and persuade 
others. There may be value in all testing whether these different descriptions are successful 
in achieving the desired outcomes.    
 
The caveat to this multi-pronged approach is that alongside the need to persuade others of 
the value of advocacy, there is a strong need to educate target audiences about how 
cancer advocacy works and how it is distinct from other services. There are problems with 
some of the descriptions currently in use, because they confuse external audiences.  
 
It might therefore be important to develop a clear and consistent message that helps people 
to understand advocacy first. This could then be followed-up by additional, tailored 
messages that explain how and why advocacy is especially relevant to different audiences.    
 
The one clear and consistent theme that emerges from all the interviews and case studies 
from across all the project partners (no matter how they describe advocacy) is vulnerability. 
OPABC appear to need advocacy when they are most vulnerable. Vulnerability is not 
equivalent to disadvantage or being seldom-heard. OPABC may be vulnerable because of 
a pre-existing condition (e.g. a mental health problem or learning disability) or because of 
multiple morbidities, or because of communication difficulties, e.g. having sight or hearing 
loss. They may be temporarily vulnerable simply because they have cancer and they are ill 
and frightened. Any cancer patient has the potential to go through a period of vulnerability 
at any stage of their cancer journey - but not all will. Every local community will have 
OPABC who are vulnerable, and they will be vulnerable for a multitude of reasons.  
 
Defining the client group in terms of their vulnerability, might make it easier to understand 
who needs advocacy. It brings all of the different ways that advocacy supports OPABC 
under one umbrella. Focusing on vulnerability helps to explain how advocacy is 
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complementary to all existing health and social care services - it enables vulnerable 
OPABC to express their preferences and access whatever service and support is available. 
 

Given the complexity of this picture and the need to educate as well as inform, one of the 
main recommendations for the future is to bring in external communications expertise to 
help with developing clear messages that are meaningful and relevant to external 
stakeholders. It will be important for this process to involve working with the target 
audiences to ensure that they understand the messages. This is not about developing a 
‘brand’. It is about clear communication that educates professionals and the public. 
 

Recommendations 

These recommendations have either been suggested by the interviewees themselves, or 
developed in direct response to their comments. 
 

1. Bring in expertise in communication to help develop a clear message about advocacy 
that educates as well as informs target audiences about how it works. This may also 
help with developing the Programme’s use of social media, its publicity material and 
systems of internal communication. 

 

2. Relationship building is fundamental to the service – both in terms of obtaining referrals 
and supporting clients. These are the kinds of skills that many people often assume they 
possess, although these skills are rarely formally taught. A small pilot project has 
provided coaching to support staff in this area, but this has not been included in this 
evaluation. Would there be value in bringing in training or continuing with coaching to 
enhance these skills across the COPA teams? 

 

3. Develop training and/ or guidance on best practice in recruiting and supporting volunteer 
advocates affected by cancer. This could usefully include agreeing exit strategies and 
support for people who become unwell again. 

 

4. Review the allocation of staff time for advocacy services and for OPAAL support roles, 
to include time required for participation in evaluation projects and service development.  

 

5. Agree a set of criteria or a process to make joint decisions about which additional 
projects COPA teams will get involved in.  

 

6. Review the systems for obtaining evidence of impact, acknowledging the concerns of 
clients and the feasibility for staff. What evidence is needed by potential funders and 
how is this best obtained? 

 

7. Consider how training might be delivered regionally or locally, and create more local 
opportunities for shared-learning amongst front-line staff and volunteers. 

 

8. Re-evaluate SAM against the other databases that some services are using to establish 
which works best and decide which option will be most cost-effective in going forward. 

 

9. In developing relationships with Macmillan at local levels, consider strategies that aim to 
inform, educate and engage Macmillan staff, drawing on the experience of the most 
active and engaged staff members. 

 

10. Clarify the purpose of the LCCBs and NCCBs and evaluate whether they are fit for 
purpose. Consider how to support their development to create a sense of ownership of 
the work they do and independent activity.  
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Introduction & Background 
 

1. Introduction 
 

About this report 

1.1  This report summarises the findings from the final evaluation of the Cancer, Older 
People and Advocacy (COPA) Programme. The Programme aims to develop 
volunteer advocacy services for older people affected by cancer at numerous sites 
across England and Wales. The evaluation was carried out towards the end of the 
three-year national project.   

 
1.2 There were two main aims to this final evaluation: 
 

(c) To draw out lessons learnt about delivering the advocacy service for older people 
affected by cancer (OPABC) which may be of relevance to future sites. 

 

(d) To reflect on the support offered via OPAAL (The Older People’s Advocacy 
Alliance) who managed the Programme, and by Macmillan Cancer Support who 
funded the Programme alongside The Big Lottery. 

 
1.3  It is important to note that the COPA Programme followed on from a small pilot. 

There were still many lessons to be learnt about how best to run the service, to 
obtain referrals and to support advocacy partners. This report summarises the 
learning to date. Many of the issues raised were addressed as the project 
progressed and plans are being developed to address outstanding concerns in 
future. It is also important to recognise that the Programme represented an 
expansion of the service. Therefore, lessons were still being learnt about how to 
develop the infrastructure provided by OPAAL. This has required OPAAL to expand 
and change as an organisation, a process that is still ongoing. The COPA service is 
ground-breaking and highly innovative, creating a culture change within cancer 
services. Such changes take a long time to evolve and to become established. For 
all these reasons, it is unsurprising that there have been a number of challenges  
along the way. This report aims to focus on the very valuable lessons that have 
come out of the COPA experience.   

 
1.4 This report was written by Kristina Staley from TwoCan Associates, who was 

commissioned by OPAAL to undertake an independent evaluation of the COPA 
programme. TwoCan carry out research projects and evaluations, develop policy 
and guidance, and provide training and support. They help organisations to develop 
client-centred services and to develop meaningful partnerships that will genuinely 
make a difference to practice. For further information, please see 
www.twocanassociates.co.uk  

   
 
Terms used 

1.4 The following terms and abbreviations have been used throughout this report: 

CCG – Clinical Commissioning Group –  

Client – a person receiving advocacy support via this service 

http://www.twocanassociates.co.uk/
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CNS – Clinical Nurse Specialist 

COPA – Cancer, Older people and Advocacy 

LCCB – Local Cancer Champions’ Board 

NCCB – National Cancer Champions’ Board 

OPAAL – The Older People’s Advocacy Alliance 

OPABC – Older Person Affected By Cancer (age 50+), including patients and carers 

Paid advocate – a paid member of staff who provides advocacy support to OPABC 

Project manager – member of staff involved in managing staff and service delivery 

Project partner – one of the organisations who are a partner in the COPA 
programme and are currently delivering the advocacy service 

SAM – the project database used to record service activity and client demographics 

Volunteer advocate – a volunteer who provides advocacy support to OPABC and 
who is an older person with experience of cancer themselves (as a patient carer, 
family member or care professional) 

Volunteer co-ordinator – a paid member of staff who recruits and supports 
volunteers 

  
2. Background to the COPA programme 
 

2.1 The COPA Programme aimed to upscale the delivery of volunteer advocacy support 
to OPABC, a service that was successfully piloted during 2012 - 2013. The 
programme was co-designed by Macmillan Cancer Support and OPAAL, with pilot 
funding provided by five Macmillan regional teams. It was developed in response to 
the Macmillan project ‘Walking into the Unknown’, which identified variation in 
outcomes and experience for OPABC. 

 
2.2 Between May 2014 and March 2017, funding from the Big Lottery and Macmillan 

Cancer Support extended the delivery of the service to eleven locations in England 
and one in Wales. The aims were to embed and augment the good practice 
developed through the pilot project, and to establish independent advocacy as an 
accepted part of the cancer pathway for older people. 

 
2.3 The COPA advocacy services recruit and train volunteers, people who have been 

affected by cancer as a patient, carer, friend, family member or care professional, to 
become independent advocates. The volunteer advocates provide advocacy on a 
one-to-one basis to people over fifty at any stage of their cancer journey. A 
professional staff team, including a paid advocate and volunteer co-ordinator, 
supports and supervises the volunteers. Each service is supported and guided by a 
Local Cancer Champions Board (LCCB), made up of professionals working within 
local cancer services, sometimes Macmillan staff and patients and carers. Nationally 
the programme is supported by three boards, The National Cancer Champions 
Board (NCCB), a Health Professionals Board and the National COPA Management 
Board. 
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Project partners  

2.4 There are thirteen partner organisations delivering the cancer advocacy service as 
part of the COPA Programme. This includes organisations who took part in the pilot, 
some of whom are being evaluated by other independent evaluators. Some 
organisations began in May 2014. Others had a later start date. The following 
organisations were therefore selected for inclusion in this evaluation project to 
maximise the learning within the resources available: 

 

¶ Age Connects Cardiff 

¶ Dorset Macmillan Advocacy – delivered jointly by Dorset Advocacy and Help 
& Care Bournemouth 

¶ Sefton Pensioners Advocacy Centre 

¶ Knowsley Pensioners Advocacy Information Service 

¶ Oxfordshire Advocacy 

¶ Independent Community Advocacy Network North 

¶ Sandwell Advocacy 

¶ Age UK Northumberland 

¶ Impetus, Brighton 
 
Main activities 

2.5 The main activities undertaken by the project partners have included: 

¶ Recruiting staff to develop and run the service including a volunteer co-ordinator, 
paid advocate and project manager 

¶ Recruiting and training OPABC to become volunteer advocates  

¶ Providing support to trained and practicing volunteer advocates 

¶ Networking extensively and publicising the service to obtain referrals 

¶ Setting up referral processes 

¶ Providing advocacy support via the paid advocate and volunteers 

¶ Setting up LCCBs to advise on project implementation locally and to feed into 
national development 

¶ Recruiting a suitable local health professional to sit on the National Health 
Professionals’ Board 

¶ Contributing to national publicity e.g. via blogs and advocacy stories 

¶ Contributing and supporting the involvement of clients in films 

¶ Taking part in the evaluation and shared learning activities 

¶ Contributing to research led by the University of Birmingham 

¶ Developing new tools including a new set of national Advocacy Standards for 
COPA 

¶ Reviewing SAM (the project database) leading to a new system being developed 
and implemented. 
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3. Methods used in this evaluation 

3.1 Semi-structured telephone interviews were held with the following people from 
across the range of advocacy organisations listed in Section 2 above: 

 

¶ Four project managers 

¶ Three paid advocates 

¶ Three volunteer advocates 

¶ Three volunteer co-ordinators 

¶ Four older people affected by cancer 

¶ One staff member of OPAAL 

¶ Three Macmillan staff, one national and two regional 

¶ One member of the National Cancer Champions Board 

¶ Two members of Local Cancer Champions Board 
 
3.2 The interviews were held in between July and September 2016. The interview 

questions were agreed with staff from OPAAL. Each interview lasted 45-75 minutes. 
With the interviewee's permission, the discussion was recorded and transcribed. The 
transcripts were analysed to identify key themes and the main points for this report. 
All recordings and transcripts were deleted at the end of the project.  

 
3.3 A draft report was sent to the interviewees for comment. The final version was 

reviewed by OPAAL staff and then shared with all staff and volunteers working on 
the project.  
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Lessons learnt about the COPA service 
 

4. Obtaining referrals 
 
4.1  Whatever the source of referrals, the key to success has been a strong relationship 

with the referrers. Repeatedly the interviewees described that the greatest number of 
referrals came from people they already knew, either colleagues internal to their 
organisation, or other local organisations and agencies. With strong relationships 
comes trust in the quality of services provided by the host organisation, even when 
that service is new. 

 

We have a longstanding relationship with a multidisciplinary agency in our local area. 
We’ve worked well alongside them for many, many years and they have been our main 
source of referrals. They know us, our services and our reliability. Now they know we’ve 
taken the COPA project on board, when they are doing their job they identify people with 
cancer and know that’s for us.  Paid Advocate 

 

We have very good links within the voluntary sector, so the bulk of our referrals come 
from that arena… Project Manager 

 

Because we have an information and advice line, we get quite a few internal referrals – 
that has worked best. Paid Advocate 

 
4.2 For this reason, early attempts to obtain referrals from new sources, based on simply 

informing them of the new cancer advocacy service, had very limited success. It has 
taken a considerable length of time to build new relationships, and establish 
confidence and trust in the service. 

 

We do all the usual promotions – everybody in social and health care have all been told 
[added emphasis] about it, but we’re not getting a steady stream of referrals from any of 
them. Paid Advocate 

 

Early on, we made a common error in our promotional work with health professionals. 
GPs and CNSs will only be interested up to a point, but unless you present them with 
evidence and they have confidence in the volunteers doing the work, they won’t refer - 
that only happened once we got some success stories. LCCB member 

 

It takes a long time to get health professionals aware of the service and to trust the 
service and make referrals. They say ‘It’s a good service and I can think of two or three 
people I could refer’, but then they don’t… even after three years I’m not sure they are all 
on board. Paid Advocate 

 
4.3 Many of the advocacy partners did not have pre-existing relationships with health or 

cancer organisations. One did recruit a paid advocate who had worked with cancer 
health professionals in his previous role, which proved to be a great advantage.  

 

It would have made the job a lot harder, having to establish those relationships [with 
health professionals]… if you’ve got those networks built up over years, that’s exactly 
what they take to build, that length of time, so it’s been very useful to have that in place. 

Project Manager 
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4.4 Others have therefore invested considerable time and resources in developing 
relationships with health, or found other ways to do this, e.g. building on volunteers’ 
relationships with cancer services, or recruiting new staff with this background.  

 

Over time we’ve built up some very good links with our local Cancer Information Advice 
Centre, which is based within the hospital, and we get quite a lot of referrals from them, 
and it means they’re always appropriate referrals… and they will also help us with clients 
we get from other sources… so we’ve got quite a good reciprocal arrangement with 
them.  Project Manager 
 

We’ve a new volunteer co-ordinator who had a nursing background so has a good 
understanding of how to relate to the nurses and how the hospitals work, which we’ve 
found to be really valuable. She knows what she’s taking about and she understands their 
needs. Our increased focus on getting referrals through health service has come together 
with this new appointment. She has not been an advocate before but has done our 
advocacy training.  Project Manager 

 

Our volunteers have helped us get into the hospitals. We had a retired GP and a nurse 
married to a consultant. Having those ties to health and being able to use those networks 
made a difference to getting referrals in.  Project Manager 

 
4.5 Another essential ingredient for success appears to be investing time and effort in 

educating health professionals, not just informing them. This ensures they develop a 
good understanding of advocacy and how it differs from existing cancer services. 
One of Macmillan Cancer Support’s regional staff explained how this had worked 
with local Macmillan GPs. It required a lengthy conversation in a small group, rather 
than a short, one-way presentation. 

 

We met with the three Macmillan GPs in our area. We went to meet them with the 

advocacy partner and their paid advocates, and all sat round the table and explained 
what the service was about. It took a while. At first, the GPs didn’t understand it, how it’s 
different to what a GP or a nurse does. But then, the penny dropped and they got it 
saying ‘I see, you’ve got all these professionals around the person, and the advocate is 
the one that’s next to them, that’s with them’. In the end, they totally got it, and have 
now become strong advocates for the advocacy service, telling other GPs they should 
refer to it. Macmillan staff 

 
4.6 Therefore, there is an educational aspect to explaining advocacy, which means 

finding ways for new audiences to understand how it works. This means starting 
wherever people are at and taking them to a new place in their understanding. 
However, even success in this area is dependent on strong relationships. It was only 
through their relationship with regional Macmillan staff, that the GPs in the example 
above could be convinced to give their time to attend a lengthy meeting about the 
project.    
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5. Recruiting and retaining volunteers 

 
Recruiting volunteers 
 

5.1 The project partners that are large organisations with existing advocacy services 
have been very successful in volunteer recruitment. They have been able to move 
existing volunteers over to the COPA service or have used their existing volunteer 
recruitment processes to find people. Smaller, less established organisations or 
those without existing advocacy services have found it more difficult because they 
didn’t have these recruitment options.  

 
5.2 Some staff questioned whether it was necessary to be strict about age limits for 

volunteers, given that younger people may have relevant skills and experience of 
cancer, either themselves or through caring for a family member. This may help with 
future recruitment.  

 

  The volunteer advocacy role is about having some kind of shared experience and I 
certainly wouldn’t have put that you need to be over 50 years of age to do it. It’s not an 
exact science, but there’s a careful process that goes into matching volunteers with 
individuals and we know that some volunteers wouldn’t be right for some people 
regardless of their age, but some people who were younger might be… and if I’ve got 
somebody who’s really keen and they’re 44 years old, I’ve certainly not said ‘Come back 
in six years’ time’.  We get them involved.  Project Manager 

 
5.3 Some project partners started with large numbers of volunteers, who then were lost 

early on because there were too few referrals. Now some are experiencing 
frustration, because they have too few volunteers to be able to increase the number 
of clients. Matching volunteer numbers and their availability to client demand can be 
a continual challenge. It can be a particular problem during the volunteers’ early 
training. In addition, clients often need help quickly or to fit with appointments, which 
requires more flexibility than some volunteers can provide. The service may need to 
be better resourced in future to overcome these challenges.      

 

In terms of [volunteers] actually being available and picking up many clients it’s very, very 
patchy. The bulk of the referrals are still going to the paid advocate. We’re trying to 
recruit more volunteers… volunteers who haven’t done any advocacy before obviously 
need a fair amount of shadowing, but then it’s finding clients who are okay about that. 
Many clients want to be with the person who’s going to be advocating for them and not 
anybody else… Project Manager 

 

It’s hard to plan when you’ve got your set number of days for your paid advocate, you’re 
trying to get your volunteers up and going, because you can’t say to those 9 clients who 
arrived in the first week, ‘We can’t see you until August’, that wouldn’t be fair, and a lot 
of them have pressing issues and appointments.  Project Manager 

 
5.4 There have been further challenges for some partners offering the service on a 

county scale, in terms of the amount of travel involved in training and supporting the 
volunteers. This has led some partners to limit volunteers to a number that is feasible 
to manage. 
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Working with volunteers is very rewarding and they are great, but the amount of time we 
needed to invest into supporting them has been a real eye-opener… it’s hard to manage 
all the travel with a countywide service, when coordinating staff and volunteers have 
very limited hours to give to the project.  Paid Advocate 

 
5.5 For all of the reasons above, most partners seem to have ended up with a small 

group of volunteers, a lower number than the original target. However, these 
volunteers are often highly skilled and very committed to the service, so they tend to 
have stayed for the Programme’s duration. A focus on quality rather than quantity 
may be more important for ongoing volunteer recruitment. 

  
It works well with a smaller number of committed people and some are willing to have 
more than one partner – to hold a caseload and develop new experience through that.  

Volunteer Co-ordinator 
 
Matching volunteers to clients 
 

5.6  Few people discussed the matching process in their interviews. However, one of the 
paid advocates questioned the use of one-page profiles to match volunteers to 
clients (not all project partners have chosen to use these profiles). They believe that 
other factors influence success: 

 

I am not convinced by the one-page profiles, because when it comes to the advocacy it’s 
about the volunteer advocate building the relationship quickly in response to the client, 
and that ability is not based on that profile. Paid Advocate 

 
Retaining and supporting volunteers 
 

5.7 The project partners have taken a number of successful approaches to supporting, 
motivating and rewarding their COPA volunteers. These are common to many 
volunteer-based services and include: 

 

¶ Ensuring there is always a member of staff available in the host organisation 
to deal with queries 

¶ Ensuring expert help is available to deal with emergencies and/ or difficult 
cases 

¶ Regular team meetings offering opportunities to hear talks from relevant 
speakers, share learning and experience, and to provide peer-to-peer 
emotional and practical support 

¶ Regular training to support ongoing development plus refresher sessions on 
previous topics 

¶ Providing one-to-one support and/ or supervision  

¶ Ensuring volunteers personally gain from their experience of volunteering e.g. 
providing training in interview preparation and job application workshops 

¶ Treating volunteers with respect, demonstrating they are valued and 
acknowledging their contributions with regular thank-you’s, for example 
offering days out, good lunches etc. 
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5.8 However, there are additional challenges to working with volunteers affected by 
cancer. They may sometimes need further support to manage the particular 
demands of this role, such as when a client’s story reminds them of their own cancer 
experience, or when a volunteer experiences a return of their cancer. Some project 
managers suggested they would have benefited from training on this topic at the 
start of the Programme, and would welcome some clearer guidance for the future. 

 

I’ve not got an answer yet, but when advocates are going through their own experiences 
of cancer, people who volunteered because they thought they were doing well, but have 
taken a turn for the worse, but really want to continue as advocates because it’s really 
important to them emotionally - what is best practice? Project Manager 

 
5.9 One of the project partners described having worked with their group of COPA 

volunteers to produce a report on patients’ experiences of local cancer services for 
their Healthwatch. This report included recommendations for how services might be 
improved. It drew on the volunteers’ own experiences of cancer and that of the 
people they were supporting. Projects such as this might provide a means for 
volunteers to put their volunteering experience to wider use, and importantly to gain 
a sense of closure when the time comes for them to cease volunteering.  

 

The volunteers come to this project because they want other people to benefit from 
what they learnt through their cancer experience – and if they can make some real 
changes as a result of this experience and their work with clients, it will be a big positive 
for them. It may help to them to leave the project when if it becomes too much for them 
as they will have contributed something else that’s valuable. Project Manager 
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6. Challenges to service delivery and sustainability 
 
6.1 As this evaluation asked interviewees about what they had learnt from the project, a 

number of them usefully identified the challenges they had faced and the ways they 
would seek to overcome them in future. These challenges fell into the following 
categories, which will be discussed in turn: 

 

¶ Staffing levels 

¶ Publicity and external communication 

¶ Evidence of impact 

¶ Seeking ongoing funding – what model of service? 
 
Staffing levels 

6.2 A small number of project partners had experienced delays and difficulties because 
of problems with recruiting to staff posts, which had then been left vacant for a period 
of time. They reported a number of problems with delivering the service. A more 
common problem was the limits on staff time, which was also found to restrict 
service coverage. The staff in the COPA service who work part-time often have 
another paid role, which means they can’t always be flexible enough with their hours 
to meet the needs of volunteers and clients. Everyone seems to be working longer 
than his or her allocated hours. The National Advocacy Costing Model has been 
revisited and revised during the Programme in light of these concerns. In future, 
there will be a greater allocation of hours for each paid post.  

 

You’re recruiting a 14-hour a week post to do essentially full-time work and that is 
difficult both in terms of the demands you make on the staff and the demands on me for 
having 5 hours a week to manage a project that takes at least double that… people are 
doing the work that they love, but are getting burnt out as well… especially when you’re 
managing a team of volunteers, they don’t want to leave issues until the two days of the 
week when someone’s here… it can’t be all things to all people, we’re not an emergency 
service, but you want it to be a service that can meet people’s needs… Project Manager 

 

Really, the time and the resources to actually deliver this, it’s not manageable on what 
we’ve got…  Project Manager 

 
Publicity and external communication 
 

6.3 One of the main challenges in publicising the service has been explaining advocacy 
to audiences who are new to the concept, and linked to this, finding ways to describe 
how the service is different to existing cancer services. This is widely thought to be a 
factor that is limiting the engagement of potential referrers.  

 

There are a lot of services for people affected by cancer so we overlap with other 
services, which means there’s blurring between roles. So that’s important about the 
actual definition of advocacy and how it’s different from other services – so we all need 
to absolutely know what it is we’re offering, so can we can differentiate ourselves from 
others. Paid Advocate 

 
6.4 Some staff suggested the Programme might benefit from the input of communication 

and marketing experts, to find more effective ways of engaging external audiences. 
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Staff who had recently joined the project reported that it took them some time and 
effort, even after reading all the current written information, to deeply understand the 
added value of the service. It was only through meeting and hearing about 
volunteers’ experiences ‘from the horse’s mouth’ that they realised what was so 
different. 

 

We’re not getting across the value of service quickly, it could do with a rebrand and input 
on how to tell the story. We’re not selling the difference it makes, people need to hear 
what it does that is different. That doesn’t come across – there’s more to do around 
marketing the service.  Project Manager 
 

6.5  In the same vein, some staff said they would welcome more guidance on their 
publicity. They have been through a process of trial and error in developing leaflets 
locally, which has been difficult and time-consuming. It might be helpful to evaluate 
the existing leaflets to explore which have been most successful in explaining the 
advocacy service to different audiences, and share these more widely with future 
services. 

 
Evidence of impact 
 

6.6 As cancer advocacy is a novel and groundbreaking service, it has obviously taken 
time to determine what difference the service makes to people’s lives and the 
outcomes that it generates. While recent work has developed a set of measures for 
assessing advocacy outcomes, some project managers expressed frustration at not 
having these from the start (see 11.9) and not being able to consistently record these 
outcomes through SAM (see 12.8). This frustration may partly reflect the challenges 
around collecting this information retrospectively from a relatively small number of 
clients. In any future rollout, it will be important to put systems in place that are 
specifically designed to collect this evidence prospectively, in parallel with the 
progress of the advocacy partnership. 

 

It’s hard to find the clients to take part in evaluations when you’re only looking at maybe 
50 people a year of which a reasonable percentage are elderly with poor memory, in ill-
health, possibly dementia… and sadly a lot of our really good clients, that we’ve done a 
lot of work with, who would think we were absolutely fantastic, couldn’t give feedback 
because they’d died soon after we helped them.  Project Manager 
 

We didn’t set up a sensible way to get feedback from clients on regular basis, until later 
on in the project. You should have that right at beginning - getting feedback from clients 
on regular basis is critical.  Project Manager 

 
6.7 Some of the most useful evidence of impact has come from gathering clients’ stories. 

These have proved invaluable in influential publications such as ‘Every Step of the 
Way’ and in the films and presentations given to a wide range of audiences. 
However, these have proved difficult to obtain, because client numbers have been 
relatively small and not everyone is willing to publicly share the times in their lives 
when they have been at their most vulnerable (see also 7.1). 

 

The most difficult thing was around getting the users to contribute [to evaluations].  I 
found it quite difficult to find people to participate and I’ve felt that I was forcing them to 
participate rather than they were actively willing. Because obviously you’ve got people 
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who quite often have complex needs and issues, and a lot of other stuff on their plate… 
you’re asking people, dealing with very sensitive issues, to be talking about things that 
are quite personal. It’s a great idea, but getting clients to see the value of sharing their 
stories when it’s very personal and private is quite another thing... Project Manager 

 
Seeking ongoing funding – which model of service? 

6.8 As described in the interim report, the service has developed with a different 
emphasis at different project partner sites1. This partly reflects the partners’ 
experiences over time. Those who have had more success in getting referrals via 
health have learnt more about how advocacy supports OPABC during the treatment 
stage. Those that have had more success in getting referrals from their local 
community organisations have learnt more about how advocacy supports people at 
the end of treatment and into survivorship or end-of-life stages. Advocacy has the 
potential to support the OPABC at all stages of the cancer journey. However, some 
people’s focus on support during treatment stages has led them to draw different 
conclusions about the best sources of referrals, and the options for ongoing funding 
and service development. In this section, I report on the views of these project 
partners, to explore how their ideas may contrast with those of other stakeholders.  

 
6.9 The project partners with a focus on treatment stages overlap considerably with the 

other project partners in terms of the kinds of support they provide to clients. 
Sometimes advocacy at this stage is about providing the same kinds of practical, 
financial and social support as at other stages, but in this case, it gives clients the 
capacity to engage with and complete their treatment, because they are then free of 
other concerns. Sometimes the support is distinct from that at other stages, because 
it focuses on enabling clients to make decisions about treatment options. With this 
emphasis, these project partners have deliberately targeted health professionals for 
referrals. They report that health professionals seem to identify the clients who are 
most likely to benefit from advocacy.  

 

Over last two years, we’ve increasingly felt that the key link in the COPA programme and 
what makes it a particularly good programme is the links with the health, so we’ve 
worked hard to make those links, partly because we run a community advocacy service 
anyway, so have the sense that COPA needs to be something different.  Project Manager 

 

We get the best referrals from health professionals, the people who need cancer 
advocacy the most, because they can see who might not be able to cope with the cancer 
journey. We do see people referred in from the local community but those people might 
have used the other support services available, which could have met their needs equally 
well.  Volunteer Co-ordinator 

 
6.10 Once OPABC have made use of the advocacy service during the treatment phase, 

they have the option to come back at later stages of their cancer journey. They may 
be more likely to do so if they have had an early positive experience of advocacy. 
Some may find they don’t need the service during treatment, but if CNSs have made 
them aware of the service early on, they may self-refer later when their support 
needs change. Some interviewees had a sense this had happened with a few 

                                            
1 The Cancer, Older People and Advocacy (COPA) programme. Interim evaluation report. TwoCan 
Associates, February 2016.  
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clients. They suggested analysing the referral data across the Programme to see if 
referrals from health professionals do lead to repeat contacts or self-referrals at a 
later date. 

 
6.11 These project partners are also concluding that providing advocacy support through 

treatment might be of value to people with other conditions, opening up the 
possibility of expanding the service in other directions. They are keen to explore this 
potential avenue for future funding. 

 

It’s a good model to support people to engage with the treatment process or to say ‘I 
don’t want the treatment’, not just in cancer but with other disease groups with complex 
treatment decisions to make, which might be of more interest to the CCGs.  

    Volunteer co-ordinator 
 

The service should be broadened out because it’s a brilliant concept not only for people 
with cancer – there are so many vulnerable people using hospital services, it should be 
available for others. We could develop ‘appointment buddies’ for accessing and engaging 
GPs… what would be fantastic was if this project was taken on by the NHS, then we’d 
need to start looking at health outcomes rather than advocacy outcomes and asking 
commissioners ‘What outcomes would you want to see from a service you’d want to 
invest in?’  Project Manager 

 

By making it about cancer, we may have lost other people who would have benefited 
from advocacy, people with long-term conditions who have similar issues around the 
health service. That may give it a broader appeal to health professionals. Paid Advocate 

 
6.12 These partners were also concluding that developing advocacy with a focus on 

treatment helps to distinguish their service from other cancer services. Within their 
own organisation, it also helps to distinguish cancer advocacy from the other 
community-based advocacy they are already providing.   

 

Our organisation does other types of advocacy anyway, to make sure people in the 
community get access to the right support services so these would meet the needs of 
people who are surviving cancer in the community and want access to non-cancer related 
support services – what we do that others don’t is support people through treatment, 
that’s what’s unique about what we’re offering. Project Manager 
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Impact of the COPA service  
 
7. Clients’ experiences of the service 
 

7.1 For the purposes of this evaluation, only four clients from four different advocacy 
services were interviewed. One interview with a carer was terminated on 
compassionate grounds, as the individual was experiencing great distress over the 
loss of a family member at the time, even though this person had been selected on 
the basis that they were willing and able to take part. This again highlights the 
challenges around gathering people’s stories (see also 6.7). There are also ethical 
concerns around the potential to cause additional distress to clients through 
interviews, which may need to be made more explicit in planning future evaluations.   

 
7.2 The three stories from the other interviewees, Janet, Sarah and Jane (names have 

been changed as the interviewees wished to remain anonymous), are summarised in 
Boxes A - C below. Janet and Sarah’s stories clearly illustrate the added value of the 
advocacy service, which includes: 

 

¶ supporting OPABC during periods when they are particularly vulnerable and 
may not have the capacity to navigate and manage the health and social care 
systems themselves 

¶ supporting and empowering OPABC during treatment so that their choices for 
care are respected  

¶ having the flexibility to meet different kinds of needs as they arise over time 

¶ providing long-term support throughout the cancer journey with only a single 
point of contact 

 
7.3 By way of contrast, Jane’s story describes how she received practical support to 

obtain a Macmillan grant and buy a new fridge. The differences in these stories may 
partly reflect the differences between the individuals involved and their willingness to 
discuss their private lives. However, this also raises a question about whether Jane 
was genuinely in need of an advocate, or whether other local cancer services could 
have equally met this need for financial and practical support.  

 
7.4 Given how advocacy works, it is possible that Jane may not have mentioned her 

financial concerns to anyone else and it was only after developing a trusting 
relationship with her advocate that she felt safe enough to talk about her difficulties. 
This key strength of the advocacy service may need to be emphasised more 
strongly. Much of the focus on evidencing the value of advocacy has been on impact 
and outcomes. Sometimes the outcomes of advocacy look much the same as those 
of other services. It is the quality of the process that it is different and highly 
significant. Without advocacy, some people’s needs might not ever come-to-light, 
and so might never be met. This aspect of advocacy might need to be evidenced 
through hearing the stories of partnerships and how relationships have evolved, in 
addition to the stories of outcomes for individual clients and advocates. 
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Box A: Janet’s story 
 
When I was first diagnosed with cancer, I was absolutely fine for the first month. After that, I 
became poorly and I couldn’t get up the stairs. My friend said, ‘Janet you need some help 
because you can’t do your housework, you can’t do your laundry. You should get an 
attendance allowance’. I said ‘Oh they won’t give me anything. I have never had anything in 
my life from anybody’. She gave me a book that had advice on attendance allowance. It 
said get someone to help you fill in these forms, it’s always better. It mentioned the Citizen’s 
Advice Bureau. I rang round everywhere and all I got was ‘No can do, no can do’. It was a 
case of ‘If you want a service, you have to come down here’, but at the time I really was 
poorly and I couldn’t have gone anywhere. I wasn’t even doing my own shopping. 
 
People kept giving me numbers to ring and finally someone gave me the number of the 
advocacy service. I called because I didn’t know where else to go, I felt there was no one to 
help me. I spoke to Mary [a paid advocate]. She said ‘Do you want me to come and see 
you? You can come to me or I can come to see you – it’s up to you – whatever you want I 
will be here for you’.  I said ‘Please come and see me’. She came to see me and made me 
feel I had a friend. She was there for me. She filled in the forms for me, she chatted.  
 
When she was here, Mary noticed that I found it difficult to get to the kitchen to make a cup 
of tea. Before she does anything she always says, ‘What do you want? If you don’t want it, 
you only have to say, but I am going to send someone to see you, as you need help for 
getting upstairs and getting around and that step outside is too high for you’. 
 
She went away and the next thing another lovely lady came. She does assessments for 
what you need. I said what I miss terribly is getting round the shops. In Marks and 
Spencer’s, I got to the point that it was sit down or get down on the floor or you will fall 
down. The lady said what you could do with is a walker with a seat on it. She was back 
within a few hours with walker for me. All that was because Mary got it all going for me.  
 
Every time I ask a question Mary is always there. It’s ‘Right, okay’. Never ‘I can’t’. If she 
hasn’t got the answer straight away, she rings back later. It is a marvellous service.  
 
I have always been an independent lady. I don’t look ill, I look a picture of health. I have 
always been a very strong lady, I was a senior manager, never had help from anyone, but 
when I got this I felt so vulnerable. I felt helpless and useless. I am not very good at 
reaching out. Mary gave me the strength to help myself.  
 
Mary still rings me and says ‘Are you alright Janet?’. Just that. She doesn’t invade my 
privacy unless I want her to. It’s so nice to know that you have support. Before if I had a 
problem that I couldn’t manage I would go into panic. I don’t have that worry now. I’ll ring 
Janet and she will help. 
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Box B: Sarah’s story 
 

I was diagnosed with non-terminal Hodgkin’s cancer and I was rushed into hospital for 
emergency chemotherapy. I was in hospital for two and a half weeks, and then at the start 
of that I realised I went into shock with it and it’s just been a very long, hard journey from 
there on. 
 

What happened was - I could feel what was happening in my time in hospital -  I started 
depression, just handling the diagnosis. I was just in shock mode. So after my treatment 
finished, they were encouraging me to go back to my flat, and I live on my own, and I just 
couldn’t face it. So I asked if I could have respite. I really fought my case, even though this 
was very traumatic, and I went into respite care. I had not long been in respite and I was 
going for another chemotherapy treatment and a nurse very kindly said to me words to the 
effect of ‘Are you being supported?’  And she gave me the Cancer Advocacy leaflet. I rang 
them up and spoke to the lady that runs it, and she started then visiting me. 
 

This was just fantastic because my whole life had turned upside down within a matter of 
weeks, completely 360º. What this lady was able to do for me was to talk to me, to give a 
listening ear, to be able to plan a way forward, and befriending me, and was really my 
contact with the outside world. Suddenly everything had been taken away from me, through 
the cancer diagnosis, so that was a very important stage of my life. This individual from the 
Advocacy Centre was able to support me, just to listen to my decisions and to support me 
in those decisions.  
 
I stayed in that respite for four months to go through all my chemotherapy. Then I had to 
wait a couple of months because they found some residual cancer and the health 
professionals were then deciding whether to go ahead with radiotherapy.  So I had that 
anxiety through that period. The advocate was a very important link for me during that time.  
 
The decision was for me to go ahead with radiotherapy and then I went back to my flat, and 
the advocate helped me to get some domestic help, because not only do I have the cancer, 
but I have a long-term physical muscular problem. So we were working on that and then, 
out of nowhere, came my panic attacks. So I then asked for cancer counselling and a friend 
took me in to their house, to help me through that, to make sure that I was still looking after 
myself and eating. 
 
I finished the course of cancer counselling, but then as a result of all that I found I couldn’t 
bear to go back to my flat. And then I picked up again with the Cancer Advocacy team, 
because other cancer charities only support you for 3 months, but the beauty of the Cancer 
Advocacy team is that they don’t limit you on your time. The one thing you need is time to 
heal. With all the will in the world, to have a time factor attached to that is an added 
pressure.   
 
And they’ve continued to support me. I have a council flat and through seeking help I’ve 
been able to get in contact with a department I didn’t even know existed. The Cancer 
Advocacy team are supporting me in that area and are going to follow through with my 
decision to go into supported housing, so this is ongoing.   
 
They’ve continued to support me with an advocate coming into the doctor’s surgery.  
Although I have a really good relationship with me doctor, and he’s absolutely brilliant, it’s 
been absolutely wonderful to have an advocate supporting me with that, because the 
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advocate directs me and prompts me, before the appointment, to get everything down on 
paper that I want to discuss with the doctor. I feel the health professionals sit up and take 
more notice. So it’s all these vital areas for me.   
 
And also one other area that the Cancer Advocacy team helped me in was an area I found 
extremely difficult. I’ve been off work for a year and a half because of the cancer diagnosis 
and in the last few months I have had to come to grips with the fact that I am no longer 
physically capable to go back to my job, which I’ve had for 14 years. So the advocate came 
with me to face my employers. I was absolutely dreading it. Not that they are ogres, but I 
found it very emotional. The advocate, as it turned out, used to do the same type of work, 
so we hit it off immediately. We had something in common, and also they were able to take 
the pressure off of me because she was able to talk to my supervisor and it just gave me 
that respite during that interview. I could actually sit back and take a breath. So those are 
the vital areas where I’ve had such a lot of important help personally from the Advocacy 
team. 
 
When I wrote my letter of resignation, the volunteer said to me, ‘Right, now that’s gone, the 
burden of that’s taken away, now we’ve got to work on getting you settled’. The fact that 
she’s going to support me through my move helps me to have the courage to go through 
that. Another step in my life. So what it means is that as lots of doors have closed, other 
doors have opened. Even in the fact that I’m doing this interview, even in the fact that I’ve 
been asked to take part in it, it’s been another door, and it’s given me a sense of worth, 
knowing what I’ve experienced might help other people. 
 
I’ve had support from a member of staff and from two different volunteers over all this time. 
They were all absolutely excellent, but what I have learnt, the two volunteers have gone 
through cancer and therefore been there, done it and got the tee-shirt. I found through my 
particularly really traumatic time, these two volunteers were speaking from the same heart-
rendering experience, even though they obviously did not go into their experience in great 
depth, but the fact that they have gone through cancer diagnosis, that was the big, big 
difference. 
 
With the first volunteer, she not only had got a cancer diagnosis but had been through a 
depression and come out the other end. When I was going through depression, so I had a 
double - if I may use that word in this context - I had a double benefit at that time. I knew 
the person that was helping me had got through it, and was able to understand me in a 
much deeper, deeper way than somebody who had not gone through it.  At the time my 
friend, who was providing me with the shelter because of my panic attacks, had not 
experienced depression. So the fact that I had the volunteer working alongside me took the 
pressure off of my friend. So that was very, very important. 
 
I can’t give it enough praise. The most important thing, which I found just wonderful, the fact 
that they don’t set a time limit, that was amazing. I can’t fault them. I am so grateful. 
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Box C: Jane’s story 
 
They got us a grant off Macmillan to help us with everyday things like if I need a gardener 
or window cleaner. What with me being on benefits and low income, it helps with things like 
that say to get a taxi to and from the hospital, for chemo treatment. I needed a taxi 2 or 3 
times a week and I couldn’t have paid for it out of my benefits - I was just surviving. 
 
She [the advocate] came for a home visit and I told her that my fridge had broken down and 
with the extra money from the grant I can save up to buy another one – but she managed to 
get me a fridge from a charity which I’m over the moon about it’s really helpful. It saves me 
having to look around for fridge. They are really helpful people. 
 
When I start my radio treatment I have to go 15-18 miles from where I live to the hospital. I 
find out in two weeks what treatment I need. I couldn’t afford a taxi and I don’t drive myself. 
So they put me in touch with a taxi run by a charity. They are going to sort that out for me 
once I know how many times a week I have to go and for how long. They will sort out the 
transport for me. If I’ve got a query I know I can call them up and they’ll be there at the end 
of a phone. They are lovely people. Can’t fault them one little bit.  
 
I need people like them. I didn’t know anything about it. Once I got to know them they come 
to your home and talk to you. One little lump on your breast turns your life upside down. It 
takes over your life you don’t realise. 
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8. The different support needs met through cancer advocacy 
 
8.1 Many interviewees reported that they had learnt a lot about the needs of OPABC 

through the COPA Programme. They highlighted the following needs as ones that 
have been successfully met by the advocacy service: 

 

¶ support with treatment decisions and choices 
 

They thought I had another growth in my right lung and when we went in to see the 
clinical fellow he was really banging on about me having the ‘gold standard’ basically 
remove part of right lung and all the rest of it. I knew I wasn’t fit enough to have that at 
all. He really, really kept on pushing and just as a sort of an aside said ‘You could have an 
ablation I suppose although I recommend the gold standard’. My advocate was able to 
jump in and say ‘Hang on what is the other treatment? Because [my client] is saying to 
you physically she is not fit enough’. There was a lot of pressure put on me. if I hadn’t 
had [my advocate] there I would have been pressurised into having radical surgery.  

Client 
 

¶ support with mental health problems 
 

  We were quite surprised about the amount of mental health issues along people’s 
cancer journeys… not pre-existing mental health issues, but mental health problems 
that have been a result of their diagnosis and their treatment and beyond that into 
survivorship and recovery. I think it’s a massive, massive area for advocacy, and an area 
for the COPA work that needs developing.  Project Manager 

 

¶ support at the end of treatment 
 

There’s lots of support around when the clinical stuff is going on, but quite a few people 
feel abandoned and isolated when all of that stops… And people have been speaking to 
us about those feelings, thinking that it was unique to them, wondering whether it’s 
normal. They’re expected to move into that whole survivorship model where they’re 
expected to make a lot of choices and decisions around their own lifestyles, but all of the 
support isn’t there anymore... Project Manager 

 

¶ support at the end of life 
 

A number of people have required end-of-life support, which was something that we 
hadn’t necessarily anticipated as being such a big need. That has led to a new piece of 
work where OPAAL worked to develop some training for their advocates on end-of-life.  

Macmillan staff 
 

¶ ongoing support to meet varying needs that change over time 
 

Everybody has a particular hat in their agencies, what they will and won’t do, and 
because the cancer advocacy is client-centred, you can access anything – if we can’t 
provide it then we signpost, so people always get what they want. People are amazed 
with what we can support them with… they think it’s a one-off – knowing support is 
there on an ongoing basis is pleasing feature for them. A comfort to know we will be 
there. Paid Advocate 
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9. The volunteers’ experience of delivering cancer advocacy 

 
9.1 The lessons that the volunteers shared about their role included: 
 

¶ Reasons for becoming an advocate 

¶ Training and support for the role 

¶ Supporting OPABC 

¶ Impact on the advocates 

¶ Message for new recruits 
 

These will now be discussed in turn. 
 

Reasons for becoming a volunteer advocate 

9.2 The volunteer interviewees reported that they had applied to become an advocate 
because they were looking for an opportunity to put their cancer experience to good 
use, to share the knowledge they had gained (for example of local cancer services) 
and to provide the help they know patients need. They saw their cancer experience 
as being of particular benefit to this role. 

 

I thought it would give me an opportunity to help other people who were going through 
what I did and offer my experience. Volunteer advocate 

 

Patients are often in need of some sort of practical help or support rather than merely 
befriending… because I have had cancer, I know what the effect of that actually is.  The 
people offering befriending perhaps have less experience than I do. Volunteer advocate 

 
Training and support for the role 

9.3 All of the interviewees felt they had been well trained in preparation for the role, and 
felt well supported by advocacy staff as they gained additional skills and knowledge 
over time. They found it helpful to have regular review sessions to learn from each 
other and provide peer-to-peer support.  

 

We have all had lots of training. When I first started, I had two days intensive training 
although I am a lay advocate and three additional days training with other organisations 
such as additional training on helping vulnerable adults level one and two and other 
things as well such as benefits training.  Volunteer advocate 

 

A paid advocate comes out with you on the first visit, especially when you’re just starting. 
Shadowing was very, very helpful when I didn’t know what I was doing. At first, I was in 
doubt how I would refer people. They reassured me to find out what the person needs 
and then come back to the office and ask. Over time, I have found out about all the 
organisations that you can refer people to, and they have allayed my fears with that and 
it has worked well. Volunteer advocate 

 

We have reflective practice every four months where we share things together - what is 
working well and what is not working – shouting for help with other people - so we have 
really a good network.  Volunteer advocate 

 
9.4 They thought it important to explain that this training and support is available to 

potential new recruits. 
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What I would say to them [new recruits] is that the training is second to none, that the 
support is second to none – you don’t have to make any decisions on your own. You can 
come away and work out a plan with the office until you get confident. This would 
encourage them to make the decision to become an advocate. Volunteer advocate 
 

Supporting OPABC 

9.5 The volunteers described having provided a wide range of support to OPABC 
including practical support, social and moral support, at different stages of the cancer 
journey. Some helped at the time of treatment: 

 

  Sometimes they need help after their time and conversations with the oncologist. 
Perhaps they feel now is the time to have a reflection on what has been said. Or in 
addition to that it might be what can we do practically to help. Volunteer advocate 

 

 One client had treatment at two different hospitals and there seemed to be a breakdown 
of communication between the surgeons at one hospital and the oncologist at the other. 
She wasn’t helped when everything went badly wrong for her. She tried to get in contact 
with the multidisciplinary team, cancer support nurse, the consultant and she didn’t get 
anywhere, so she contacted our organisation saying she has been left in limbo. They 
referred the case to me and I went to see her and I got things moving again… well I was a 
bit forthright on her behalf, I was representing her so I was acting as a good advocate. 

Volunteer advocate 
 
9.6 Some had helped clients post-treatment. They felt that they had been particularly 

effective in helping people navigate and access the systems that are supposed to 
provide additional support. 

 

My client had difficulty with mobility and his wife couldn’t bath him. They had applied for 
a grant for a wet room. Nothing had happened so I contacted the Local Authority. I am 
really good at contacting my local authority because I know how that system works… I 
tend to be quite vocal and I did it for my mum, but since I have been in this role I have 
been able to learn even more on how to do it… So I said ‘Here I am - I am an advocate for 
Mr and Mrs…they have applied for funding for a wet room they got a bit defensive – who 
are you – well I am representing this couple you should have a record’, and they looked it 
up and there it was [the record]. They hadn’t actioned it and I managed to get their 
funding released. Volunteer advocate 

 

 It’s knowing how the system works. The systems for referrals and benefits are dependent 
on staff and not always seamless. It’s not electronic it is not automatic.  A lot of elderly 
people that I help get stone walled and so on, and they don’t know what to do when they 
get the cold shoulder.  Volunteer advocate 

 
9.7 One volunteer, thought it important that advocates are trained to support OPABC to 

question professionals and ultimately refuse treatment, if this is what they want. She 
felt that some older people might be persuaded to undergo treatment, when it might 
not be in their broader interest. 

 

I don’t think we put enough emphasis in the training for advocates on consent, 
challenging medics and nursing staff and I don’t think we put enough emphasis on 
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patient choice and their life styles and how treatment is going to affect them… it is a 
balance between quality of life and what treatment people want to have. In my 
experience with older people, there’s almost a 50/50 split between people wanting to 
know precisely what is going to happen and those that are quite into the mind-set, I think 
often due to age, of ‘Dr knows best’... They can get badgered into treatment, which is not 
necessarily what they need …which is scary. Volunteer advocate 

 
9.8 Others commented on the value of being able to empower OPABC to speak up for 

themselves, to be clear about the choices available to them and to express their 
preferences. 

 

The best part is being with somebody and gradually seeing them get confidence and 
empowering them. Several of my clients, they were like little mice to start off with, but 
the more we got into the advocacy and I explained to them what they could do or 
challenge, they got the confidence to speak up for themselves with just me prompting 
them, which was actually incredible. Volunteer advocate 

 
9.9    A key factor in the volunteer advocates’ success is being able to establish rapport 

with their clients. Having a shared experience of cancer certainly helps this process, 
in addition to each individual’s people skills. 

 

It has been beneficial to involve volunteer advocates. In that initial meeting, it’s been 
something that volunteers and service users start talking about - their shared experience. 
That helps develop that relationship, giving confidence between the two of them… Paid 
advocate 

 

It’s being able to use those interpersonal skills and having an instinct for people much 
more, more than with generic advocacy, because the patient is not going to disclose to 
you all their fears straight off. Volunteer advocate   

 
Impact on the advocates 

9.10 When asked what difference being an advocate had made to them, the interviewees 
described how it had: 

 

¶ increased their knowledge of cancer and relevant services, which was useful 
information to share with friends and family as well as clients 

¶ provided a sense of satisfaction from helping others 

¶ helped them to acquire new skills to add to their CV and to support future job 
applications 

 

I may be looking for paid work in advocacy in the future – that is the difference it has 
made to me. Volunteer advocate   

 
9.11 Although the volunteers sometimes found the work emotionally demanding and 

difficult, overall they found the experience very rewarding. 
 

It has given me a feeling of satisfaction that I have helped people. I find that I like working 
with people, but it can be a bit difficult as the patient typically tends to be unwell. It does 
make me feel satisfied that I have given something back. Volunteer advocate   
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The lady I work for has quite a severe form of cancer that has disfigured her and she can’t 
talk very well. Every time I see her, she is like ‘I couldn’t do without you and you are my 
voice - I wish I could have had you in the beginning’. It is so rewarding. Volunteer 
advocate   

 
Messages for new recruits 

9.12 On reflection, the experienced volunteer advocates thought that some of the 
important messages to get across to other people who might be thinking about 
becoming an advocate included: 

 

ü Don’t be frightened that they will be pushing all sorts of people onto you - you can 
do an hour a week if that is all that you want to do. You can say, ‘Yes I will take 
somebody else on, or no I can’t at the moment’. 
 

ü Don’t think that you will be bombarded and it will be like going back to work again 
- it’s not. 

 

ü There is never any pressure on you. The staff are keen to keep you happy and to 
make sure that you enjoy what you are doing. 
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Reflections on the support provided by OPAAL 
 
10. Support from OPAAL staff 
 
10.1 At the beginning of the Programme, OPAAL provided project partners with 

documentation and resources to support the start-up of the COPA service, including 
a national costing model (see below), a project spec and job descriptions for staff. 
The partners were free to modify these to suit their individual needs. Some staff 
welcomed this support, stating that it struck the right balance between giving them 
somewhere to start, as well as the freedom and flexibility to amend them for their 
own purposes. Others stated they would have benefited from clearer direction.  

 
10.2 From OPAAL’s perspective, they felt that on reflection it would have helped to have 

provided greater clarity around the rationale for some of the processes that project 
partners were expected to follow. This may have helped to resolve any initial 
uncertainties more quickly. 

 
10.3 Project partners have now built up a wealth of expertise in setting-up and running the 

COPA service. This experience could usefully contribute to developing a new set of 
resources to support any organisation looking to set up a new service. These could 
usefully include modified versions of the original resources, but also additional 
advice such as how to set up systems for logging phone enquiries from new clients, 
and for capturing monitoring data during client visits. This would particularly help 
small organisations who may have more limited resources to invest in start-up. 

 
10.4 Throughout the course of the Programme, project partner staff have relied on 

OPAAL staff to answer their questions and help resolve any problems. They have 
been very grateful that OPAAL has been consistently helpful and created a 
supportive culture across all the partners.   

 

  They [OPAAL staff] do respond very quickly and are very supportive, and there is a very 
good atmosphere of “we’re all in this together, we’re all trying to make it the best project 
possible, we’re not competing against each other, we’re sharing our experiences”, and 
you feel inclined to help people and other people help you… Project Manager 

 

They have been helpful, very good at responding and giving gentle reminders to keep us 
on track. Project Manager 

 
10.5 From OPAAL’s perspective, while they have been happy to support the project in this 

way and see this as an important part of their role, it has taken much more time than 
they anticipated. In common with the project partners, OPAAL have staff felt under-
resourced for the amount of work involved. With any future rollout, the capacity for 
support within OPAAL will need to be increased. 

 

I’ve spent so much time supporting partners, it’s been less feasible to do anything else. 
OPAAL could have been better resourced. We need more staff to cover COPA.  

OPAAL staff 
 
10. 6 One of the challenges for project partners has been the demand for their 
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involvement in areas of work beyond service delivery. While they signed up to 
contribute to evaluation (which everyone recognises is essential to demonstrate 
value to the funders), there have been a number of evaluation and research projects, 
which have created extra demands. These projects have seemed to overlap 
considerably and their benefits to the Programme have not always been clear. This 
has led to a feeling of overload amongst the project staff, which OPAAL recognises 
will need to change in future. 

 

 We’ve learnt that OPAAL cannot agree to taking part in projects on behalf of the 
partners. The additional demands have become unmanageable. In future, we need to 
protect partners from too many demands, and cut down on what they are asked to do.  

OPAAL staff 
 

10.7  In general, many project partners reported that the extra projects felt like an add-on, 
an additional burden, rather than useful work that could support service 
development. They had a number of ideas for more relevant projects, and may have 
felt more willing to commit extra time if they had a sense they would genuinely 
benefit from the investment e.g. developing outcome measures at the start. This is 
an area where there could have been more room for consultation and joint decision 
making between OPAAL and the project partners (see 14.4). 

 

It would have been helpful to have defined outcomes at the outset perhaps a quality of 
life survey before and after partnership, and findings linked with health outcomes 
defined within the NHS five year vision. This could have been established with a 
university at the beginning, but instead people have been coming and asking us 
questions, which has only distracted us from increasing referrals – has the work been 
about supporting the service? Project Manager 

 
10.8  Some project staff also thought there was room for improvement with internal 

communication. Overall, the focus seems to have been on information sharing rather 
than shared learning (see 14.4), with many staff reporting ‘email overload’. OPAAL 
has responded to this concern and reduced the number of emails they send. 

 

The emails are long with a lot of information so it’s hard to identify what the key points 
are. You want to be responsive but you get so many you file them, and then never get 
round to reading them. The first few sentences need to tell you what the key point is so 
you can quickly work out what it’s about. Project Manager 

 
10.9 In terms of reporting back to OPAAL and invoicing, there were mixed views. Some 

managers thought the level of detail required appropriate, while others found it 
burdensome and time-consuming. The latter would have welcomed having greater 
financial control delegated to project managers, with regular spot checks for audit 
purposes. It is difficult to strike the right balance when working with differently sized 
and differently structured organisations.  

 
Advocacy costing model 

10.10  Interviewees’ views on the model used to initially the cost the service were mixed. 
The costings for staff time were too low and this was revisited and revised during the 
Programme. However, while some said the model had worked well for them, others 
found it did not relate to their way of working and found it to be an ‘academic 
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exercise’. Again, it always difficult to find a ‘one-size fits all’ model when working with 
a diverse range of organisations, and part of the aim of the Programme was to learn 
how best to cost the service.  

 
10.11  One of the project managers commented that the model might work better for large 

organisations than for small ones.  
 

If you’re a big organisation who’s got statutory contracts which are propping up your 
rent, your IT, you can afford to do a small project like COPA. If you’re a small advocacy 
organisation, and you’re only doing one or two projects, then the contribution to your 
core costs was nowhere near enough. Project Manager 
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11. National Training 
 
Overview 

11.1  OPAAL has arranged training nationally for all the project partners. This section 
initially describes the interviewees’ overall comments on the training, followed by 
specific comments on individual training courses: LGBT awareness, advocacy 
outcomes, and complex cases. (The training on SAM is discussed in Section 12).  

 
11.2 The national training has been organised at London venues. Some project staff have 

been unable to attend because they have considered it too far to travel given the 
limited number of hours in their working week. This was a challenge even for the 
people who did attend. Some were concerned that training budgets were the same 
for all project partners when the costs involved were much greater for partners based 
further away. They suggested more flexibility in the use of training budgets to 
organise training on a regional or local basis. 

 
11.3 There has also been some uncertainty about which staff members are most likely to 

benefit from training. The feedback from the courses suggests some staff are more 
likely to benefit than others, and this will depend on their previous experience rather 
than their current job title. With any future national training, it might be helpful to 
clarify the level of training being provided (e.g. introduction for beginners or 
advanced training for experienced staff) and allow project partners to decide which 
staff to send.  

 
11.4 A number of the interviewees commented that attending training provided a welcome 

opportunity to network and share learning with their peers. Volunteers who have 
attended training have gained confidence and wider knowledge of the project as a 
result. It was suggested that shared learning events should be organised at a 
regional level, as well as training, if the advocacy service continues to expand.  

 
11.5 In terms of future training, some staff identified additional training they would have 

found helpful at the start. Some suggested that all members of staff would benefit 
from attending Macmillan’s Introduction to Cancer training early on. They thought it 
might also be useful to provide training on volunteer management before going out 
to recruit volunteers. This training could include refresher sessions on general good 
practice and new sessions on the specific challenges around managing volunteer 
advocates affected by cancer. 

 

I’m not from a health professional background, my personal knowledge of cancer, 
thankfully, is quite low… we could have done with a lot more training and information 
early on. I only very recently, went to a Macmillan training session on an introduction to 
cancer. Project Manager 

 

  General good practice and tips around the volunteer experience, maybe just a one day 
with a bit of a recap and then particularly on managing volunteers who might have their 
own areas of difficulty. I’ve lost quite a few volunteers due to their own ill health, 
conditions recurring, family members, partners etc. becoming ill… we’re dealing with a 
different age group and a more vulnerable set of volunteers than we might be normally.   

       Project Manager 
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LGBT awareness 

11.6 This was the most popular course amongst all the interviewees. They reported that it 
had encouraged them to make links with local LGBT projects, finding ways to join up 
their shared activities. 

 

I think that was the best training I’ve had in years, and I came away from it thinking that’s 
the first time I’ve learnt so much in one day… I have to admit that prior to going, I did 
think to myself ‘What could possibly be different for the gay community when it comes to 
cancer?’, and I have to hold my hand up and say I learnt that there are so many barriers 
and difficulties that they face, and I learnt that on that training day, so that was 
marvelous.  It pushed the project to think more widely about other marginalised groups – 
so it worked very well.   Volunteer Co-ordinator 

 
11.7 This response wasn’t universal, because staff in one of the project partners, who 

share an office with an LGBT organisation, found that they were already very 
knowledgeable about the issues.  

 
Complex cases 

11.8 The challenge for this training was finding the right level of detail, when participants 
had such a wide range of experience. One of the project managers who attended 
found it too basic for her needs. By way of contrast, one of the volunteers who 
attended nearly left on the first day because she felt overwhelmed. This emphasises 
of identifying the target audience, and helping project partners to select the most 
appropriate people to attend. 

 

One of our volunteers attended…when she first went she felt a bit intimidated and 
thought, “Oh my goodness, these people must know so much more than me.’ We did 
have a little chat during her lunch break, she phoned me up, and I just reassured her that 
- her background is working with adults with learning difficulties – she’d probably got 
more if not as much experience as anyone else in the room and that she should 
participate, and she came away and said that she’d really found it very, very useful.    

Volunteer advocate 
 
Advocacy outcomes 

11.9  This was probably the least popular training course. The interviewees who attended 
thought that it covered general advocacy outcomes, which was a topic they were 
already familiar with, and one that they felt had less relevance to cancer specific 
advocacy. They also commented that this training came too late in the project and 
that discussions around measuring outcomes should have been a focus at the start.  

 

  It came too late… my biggest bone of contention with the whole thing is how we’ve 
shaped delivery with regard to measuring advocacy outcomes, because if you’re going to 
get anything in place at the outset, it would be a mechanism for measuring outcomes, 
and I don’t think we were anywhere near that timing… Project Manager 

 

I don’t think that there was enough done on advocacy outcomes in the beginning.  When 
you’re delivering a project one of the things that people are most interested in is the 
difference that it’s making, so you need to be pulling together those advocacy outcomes 
from the outset really.  Project Manager 
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12. SAM 
 
12.1 A few of the interviewees had positive views of the SAM database, particularly those 

from small organisations. 
 

For us, it’s been really useful to have that level of a mechanism that we can record our 
information on. We’d never be able to afford something like that. Project Manager 

 
12.2 However, the majority had experienced problems with the database, which was 

frequently described as ‘clunky’ or ‘cumbersome’. Most reported having had a good 
experience of working with the database developer, who has been responsive to 
feedback and quick to provide help when needed. However, despite the effort put 
into developing SAM, and its significant improvement since the beginning of the 
Programme, some still feel it is not working well for them.   

 
12.3 In the last year, in response to project partners’ concerns, OPAAL set up a SAM 

working group with representatives from the partner organisations, which provided a 
welcome mechanism to feed into ongoing database development. Different staff 
need to use the database in different ways, either for project management purposes, 
local and national monitoring and evaluation, volunteer supervision or managing 
individual cases. It seems not all of these needs were met at the start, and the Group 
has helped to make these requirements clearer. Some commented that such a 
Group would have been useful to input into the initial design, thus avoiding some of 
the problems that have emerged over time.  

 

We should have been more involved in setting up the data entry options, as I always 
struggle to fit in what I’ve done. I don’t understand why they need certain information or 
how much detail is required… Paid Advocate 

 

  When you design any kind of system that’s capturing information that you’re going to use 
for the purposes of evaluation and monitoring or whatever, you start off the other way 
around with deciding what you need to know, not deciding what you can know and how 
many options there are. Project Manager 

 
12.4  Although improvements have been made continually over time, some staff have 

found it difficult to cope with all the changes. 
 

 Over the three years, everything had to be tried and tested. There have been so many 
changes to it. The whole system completely changed at one point, which set me back so 
much as I had to get to grips with whole new layout. Paid Advocate 

 
12.5 One of the main concerns has been whether there is consistency in the way different 

users are inputting information. One partner organisation realised that their staff had 
interpreted some of the database fields in different ways, which only came to light 
following recent training. They recommended that all staff receive training in data 
entry before starting to use the database and clearer guidance is provided as to what 
information is required in each field. An OPAAL staff member suggested that in 
future it might also be helpful to monitor data entry and intervene to support anyone 
experiencing difficulties. They have started to draft a SAM toolkit to support data 
entry.  
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Staff should get immediate training on SAM. I only had training in the last couple of 
months, though I’ve been using it for over a year. I didn’t know what existed on it. I didn’t 
know the standard way of date entry and that we should be including all the work 
outside of client work, I hadn’t recorded the promotional work. Paid Advocate 
 

We’re all recording slightly different activity – is the data giving a true impression?  
Paid Advocate 

 
12.6 Project staff also commented that data entry is very time consuming because of the 

number of options available in drop down boxes. They suggested that the database 
could be further streamlined to better reflect the different users’ needs. 

 

The new version of SAM is better than the old version, it does work quicker, but you do 
spend an awful lot of time scrolling through things… There are too many categories 
sometimes 20 or 30 options, so therefore there’s a temptation to just tick ‘other’…  

Project Manager 
 
12.7 The challenges in using SAM has meant some volunteers have not wanted to be 

involved in data entry. There are some who have managed to use it, and, like some 
of the staff, have found it easier to use once they became familiar with it. However, 
supporting volunteers who aren’t comfortable with SAM has had implications for staff 
workload and the quality of data entry. 

 

We’ve never managed to get volunteers engaged with SAM , so a lot of the data from 
volunteers is lost because we rely on them reporting into us what they’ve been doing and 
we then input it on their behalf. Project Manager 

 
12.8 Another concern is that the database has not been constructed to enable analysis of 

outcomes. For this reason, some project partners are also recording their data on a 
separate system, again with implications for staff time and workload. 

 

SAM hasn’t supported the process of measuring outcomes, which is a shame in terms of 
how the project has been evaluated. I hoped the database would help with short sharp 
analysis and understanding key information, but it’s not helped us to manage the service. 

Project Manager 
 

SAM has not shown us the outcomes that we’ve needed in reporting back to Macmillan 
or going to the CCG for funding. We’ve had to use our other databases to provide funders 
with the information they need which has been costly in staff time. Our advocacy 
database gives us a host of information that is difficult to get off SAM, for managing the 
project and staff so it has lots of uses. Volunteer Co-ordinator 
 

There is another database we use because it’s more people friendly and the main one 
[SAM] doesn’t do as many tricks and it isn’t as easy to use and fit for purpose…  

Volunteer advocate 
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13. The COPA blog 
 
13.1 The COPA blog was developed in response to the requirements of the Big Lottery, 

who asked that every award winner set up a blog. The intention was to use the blog 
to showcase the service, by sharing stories of the benefits for OPABC. In practice, 
there has also been some useful shared learning across the project partners via the 
blog, but over time, it has reached its limit in supporting this learning.  

 
13.2 This evaluation involved interviewing staff and advocates who were not the intended 

target audience for the blog, but the people responsible for generating content. It 
might be of value to ask other readers of its value, and whether it has met its aim of 
promoting the new service. 

 
13.3 The interviewees had mixed views on the COPA blog and commented on their 

experience of reading it as well as writing it. Some staff thought it useful and read it 
regularly. They found it helpful to hear about the experiences of their peers, as well 
as using it as a means to publicise the service. A number forwarded the blog posts to 
their local networks in order to keep the project visible. 

 

 For me personally, there’s some really powerful posts on the blog that bring home to you 
some of the issues, both for the people with cancer, and those that are supporting them. 
More generally, I think it’s a really good promotional tool for the work, and we’ve linked 
it into our local updates on our website.  Project Manager 

 

 It’s nice to read if you get a chance to read them, to hear about other people’s 
experiences, their cases and people they’ve met and you might pick up a hint or tip…  

Paid Advocate 
  

I like the stories… sometimes the issues are similar and you get to see how other 
organisations are working, how they resolve the issues, so you get useful lessons from it.  

Volunteer Co-ordinator 
 
13.4 Some interviewees said that they didn’t read it, and queried who was reading it and 

to what end. From some, the posts have become repetitive and have therefore 
ceased to offer useful learning. Also, the blog aims to tell positive stories, while staff 
are looking for help and support in dealing with the more challenging aspects of 
service delivery. There seems to be a mismatch in expectations. 

 

I don’t bother reading it. I don’t think a lot of people bother reading it any more… I think 
it’s very same, same. There’s been lots of case studies on it recently.  Project Manager 
 

It’s got to be positive when experiences can be negative. It’s not all sunshine with roses 
when working with people with cancer. I got the call yesterday that my client has died… 

Paid Advocate 
 

What I hoped to start with is that it would be a good learning tool but it hasn’t been that 
at all… Volunteer Advocate 

 
 
 



43 
 

13.5  In order to keep the blog current and active, project partners have been set targets 
for regular contributions. This has worked well in terms of regular posts, but since 
staff already feel overloaded, it has become an additional burden for some. Many 
interviewees felt that writing a blog post has become an end in itself, with people 
struggling to find anything to write about, rather than using the blog as a tool to 
publicise experiences that people genuinely want to share.  

 

You don’t always have something you want to tell people, but we keep being asked for 
information.  Paid Advocate 

 

I don’t follow it and am critical of it. There are too many of them… if you have something 
to say and share, that’s fine, but you can’t create it and it’s time-consuming. The volume 
switched me off. It’s just stories without learning point – and we had to do so many. It’s 
not a good use of my time.  LCCB member 
 

13.6 In complete contrast, some staff reported that writing a blog piece had been a 
rewarding and useful experience for their volunteers. 

 

One of our volunteers wrote a blog, and she was thrilled to bits, she was: “Oh gosh, I’m 
on the world wide web!  Can you print it off so I can show my family?”  So I think it’s 
about showing the volunteers that they’re valued and what an important role they play in 
the project.  Volunteer Co-ordinator 

 
13.7 In summary, in terms of going forward, it would help to be clearer about purpose of 

the blog and to ensure there is a shared understanding amongst all contributors. The 
content could be reviewed and the target audience consulted to see whether the 
blog is achieving its stated aims. It may also help to focus on the quality of the 
content, rather than the quantity. 

 

The blog has merit, but I wish we could get more stories on it. In an ideal world I would 
have loads time to look at cases and write a story about it, to be proactive with the 
content, rather than being the person with the whip, saying to staff ‘You owe me a blog 
piece from last week – where is it?’ OPAAL staff 
 

13.8  At present, there are very different views about how useful a blog is to promote the 
service to clients and potential volunteers. Some interviewees questioned whether 
older people use the internet at all. However, given that one of the clients 
interviewed for this evaluation had heard about the service via her niece who had 
found the information online, there might well be benefits in aiming to reach younger 
family members as well as older people themselves. Some thought older people 
were more likely to use other social media, and for this reason recommended 
developing other forms of online presence. 

 

We haven’t got enough presence on things like Facebook. Older people tend to use 
Facebook above other types of social media. People may know other people who might 
want to use the service. As a layperson, I wouldn’t know where to go for a blog. I’ve 
never found information on a blog. Volunteer Advocate 
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14. Peer-to-peer support mechanisms 
 
14.1  There were three separate mechanisms by which partner organisations supported 

each other through the Programme: mentoring, project managers’ meetings and the 
Working for Change initiative. These will now be discussed in turn. 

 
Mentoring 

14.2  Three of the organisations who took part in the original pilot acted as mentors to new 
organisations in the COPA Programme. This mentoring worked very well when the 
mentoring organisations had successfully established their service. One of the 
original partners had lost staff in the interim, so found they were effectively starting 
from scratch again, and therefore were learning in parallel with the organisation they 
were supposed to be mentoring. Overall, interviewees recommended that this kind of 
support continue if the COPA service continues to expand. 

 

 If the COPA project expanded, it would be a mistake not to use that [mentoring] model in 
future. I wasn’t on the phone to them every day or every week, but at the outset what I 
found most useful was that they arranged a day for us to go up, so all of the staff, the 
four of us from here, went up and met up with the staff there and we picked their 
brains… whilst we knew we’d have to allow for regional variations we had the benefit of 
learning from a project that had already been delivering the work.  Project Manager 

 
Project Managers’ meetings 

14.3  Some of the interviewees found the project managers’ meetings to provide an 
effective means of obtaining peer support and sharing information and resources.   

 

  I’ve found it really refreshing that you’ve got a whole host of individuals that are 
managing different advocacy projects and if somebody needed a policy or somebody 
needed to crib ideas from someone’s promotional materials or the like everybody 
willingly shares them, and that’s been really useful.  Project Manager 

 

It comes down to not having to constantly re-invent the wheel, there’s other people that 
will generally have ideas. That particular mechanism at national level has been really 
valuable, sometimes just to off-load. Project Manager 

 
14.4  However, some commented that these meetings have been too heavily focused on 

information exchange, in particular, hearing from OPAAL about their work and 
reporting on the partners’ progress. They suggested that the face-to-face time could 
have been better spent consulting project partners on strategic decisions and 
working together as a management team to discuss and develop ideas. They 
suggested that this happen on a regional basis if the COPA project is to expand in 
future.  

 

A lot of it is us going to London to be informed by OPAAL as to what they are doing and 
where things are going. We’ve not had as much opportunity as maybe would have been 
good to do workshop-type work, to break up into small groups and do something more 
purposeful… Project Manager 
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It’s been very London-centric, and while I think the opportunity to all get together is very 
good, I think it needs balancing by either moving venues occasionally, or if you managed 
to get more delivery partners, you could do cluster groups. I’m not a massive fan of doing 
it all over the internet. I do think you gain a lot from the personal face-to-face side of it.   

Project Manager 
 

It’s a big ask to go to London, especially if the project grows to include Scotland and 
Wales… how to use the time? If you reflect on the agenda, how much is information 
sharing, how much consultation and how much decision-making? Information sharing is 
not a good use of time in a meeting, just sitting there and absorbing information – it 
would be better use of that time to focus on taking decisions jointly. Project Manager 

 
Working for Change 

14.5  One of the interviewees reported that a Working for Change event where the 
managers reflected on pooled comments from clients, volunteers and staff had been 
very useful. They commented that a lot of useful learning had come out of that work 
that would be relevant to future expansion of the service.  
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Reflections on the support provided by Macmillan 
 

15. Working with Macmillan at a national level 
 

15.1 Macmillan has been involved in the development of cancer advocacy right from the 
beginning. They have been instrumental in shaping how the service has evolved, 
working in partnership with OPAAL throughout the pilot and the subsequent COPA 
Programme. 

 

We’ve been in partnership with OPAAL for about five years. We developed the volunteer 
advocacy model together, drawing on learning from our own work into the experiences 
of OPABC and marrying that up with the expertise from OPAAL specifically around the 
infrastructure of advocacy, and the expertise required around the provision of an 
advocacy service and best practice.  Macmillan staff 
 

15.2 From Macmillan’s perspective, some of the key ways in which it has supported 
OPAAL to promote and develop cancer advocacy include: 

 

¶ part-funding the national programme, and locally funding individual advocacy 
services 

¶ positioning the COPA Programme to align with Macmillan’s national priorities 

¶ funding and jointly developing an evaluation of the programme 

¶ producing joint publications and joint communications  

¶ creating and maximising opportunities to influence and persuade key 
stakeholders of the benefits of cancer advocacy 

¶ providing leadership in improving cancer care for older people, advocacy being 
one project within this broad area of activity 

 
15.3 At a strategic level, some of the most significant impacts of Macmillan’s support has 

been providing funding, and also influencing high-level policymakers and leaders in 
the field of cancer. From Macmillan’s perspective, this work has helped to increase 
support for cancer advocacy as well as broadening the awareness of the importance 
of addressing social needs and complex needs in addition to cancer treatment for 
OPABC.  

 

From our end, our biggest investment has been funding, as an entire organisation - as our 
local service teams are included within this - we’ve invested in seed funding, piloting the 
approach across 5 areas, and as it’s grown we’ve extended funding in some areas, so now 
somewhere in the region of about 40-50% of the partners are funded by Macmillan in 
some capacity.  Macmillan staff 
 

We’ve done a huge amount in terms of influencing… when we were setting up the 
programme of work around older people, which advocacy is part of, we directly informed 
and influenced the priorities of the National Clinical Director for Cancer and the National 
Clinical Director for older people, both within NHS England to address inequalities in care 
for older people with cancer. That has led to people understanding a bit more about the 
advocacy partnership with Macmillan and it’s enabled OPAAL to engage with those 
policymakers… more importantly it’s moved the conversation on from how do we 
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improve clinical care and treatment decisions, to how do we talk about some of the social 
needs and some of the complex needs. We’ve worked together to present a holistic 
picture to policymakers and we’ve influenced the discourse around this agenda in a way 
that’s quite positive… We’re using the learning from the partnership to actually drive a 
bigger change in the agenda nationally. 

Macmillan staff 
 
15.4 Macmillan have found that the partnership with OPAAL has worked well. As very 

different types of organisation, they have had to learn about each other’s ways of 
working and through effective teamwork have been able to draw on each other’s 
strengths. 

 

It’s not always been easy because we are looking at the world slightly differently. OPAAL 
is a small infrastructure organisation, which relies heavily on external funding. Macmillan 
is a big organisation with lots of corporate assets and a very big brand reputation. There’s 
been a learning curve for us in terms of how funding has to be deployed, the levels of 
accountability and responsibility on OPAAL… it’s been a real opportunity to understand 
each other’s priorities. While OPAAL are focusing on the learning, the delivery we are 
playing a very big role in ensuring that the service is understood strategically, that it is 
having impact for us and it makes sense for Macmillan’s priorities as well as the external 
world.  Macmillan staff 
 

15.5 Macmillan has found that the Programme has helped them to gain a greater 
understanding of the needs of OPABC, and believe it has helped OPAAL to learn a 
great deal about how advocacy can best meet these needs. 

 

It’s been a really good way of us learning more about what the needs are of older people 
outside of just the clinical setting or the treatment/decision-making phase, so there’s 
been a huge amount of reciprocity and learning that both organisations have particularly 
benefitted from. Macmillan staff 

 
15.6 Macmillan hope that the reputation of their brand has supported the promotion of the 

service.  
 

OPAAL have been fantastic at making sure that Macmillan’s name has remained on a lot 
of things, and by and large, and this is an assumption, our brand has been a help rather 
than a hindrance. Macmillan staff 
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16. Working with Macmillan Cancer Support at a regional level 

16.1  The two regional Macmillan staff members who were interviewed for this evaluation 
were both working with project partners that had been part of the original pilot. These 
organisations had received continuation funding from regional Macmillan and had 
therefore become Macmillan-badged advocacy services, now operating for a number 
of years. 

 
16.2  Both staff had been members of the original LCCB at each site. Their early 

engagement had proved crucial to the success of the service, in large part because 
they were able to recommend funding through regional Macmillan teams. 

 
16.3  Through being funded by regional teams, these project partners have been able to 

access a broad range of extra support and resources. In addition, both Macmillan 
staff have then been able to justify investing time and resources in supporting it. 
They described their input in the following ways: 

 

¶ providing key contacts with local Macmillan health professionals e.g. Macmillan 
GPs 

¶ opening doors to enable the advocacy staff to gain access to health professionals 
e.g. CNSs in acute trusts  

¶ support in raising awareness of the service through invitation to Macmillan events 

¶ extra resources to develop publicity material and access to Macmillan 
communication teams 

¶ championing the service within their own forums and networks, promoting it in 
different ways to different groups 

¶ offering learning and development opportunities – the advocacy service staff are 
Macmillan professionals and can therefore access training and grants to support 
both service development and their individual professional development. 

 
16.4 The success of these services was therefore much dependent on establishing good 

working relationships with regional Macmillan staff. A key question is therefore what 
was it that persuaded these individuals to engage with cancer advocacy in the first 
place, and following on from that, what are the lessons for how other regional 
Macmillan staff might be similarly engaged? The two interviewees identified two 
important areas for further work (a) educating Macmillan staff about advocacy and, 
(b) better communication about the service and its benefits.  

 

I got ‘switched on’ because I knew about it, the national office said the project was 
starting, so I got in touch with them… Because of my background as a community 
development worker, I had worked with older people, so I could see straight away the 
impact that something like this could have. My background made me more open and 
more understanding… I was ready to go out talk about it and to help them make it 
successful – simply because I understood it… there’s an educational element to 
promoting this service, if people don’t understand the added value of this, if other 
regional Macmillan staff are not engaged, it’s an educational thing.  Macmillan staff 
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I first heard about the service by reading about it in the local paper, I hadn’t been aware 
of this Macmillan linked project on my patch, but once I knew I made sure I engaged with 
it.  I wanted to find out more because making sure people affected by cancer are aware 
of what’s available to them in their area - that’s a priority. Once I saw it in action, I could 
see the benefits of service and the need to make it a priority for funding – I could see it 
was supporting people…so regional Macmillan development teams need to be involved 
from the outset – perhaps it should be a requirement in some way that we’re involved, if 
nationally Macmillan is endorsing or funding a service… Macmillan staff 
 

16.5 These views were echoed by other interviewees, in particular the need to educate 
regional Macmillan staff about how advocacy works and who benefits, in the regions 
where there are pilot cancer advocacy projects. There seems to have been some 
uncertainty about whose role this is. Some thought national Macmillan would lead on 
informing its regional staff, whereas others thought it the responsibility of local 
advocacy teams. In terms of relationship building within the local cancer community, 
it seems that a priority may then be relationships with Macmillan staff, and finding 
ways for them to understand how advocacy is different from other cancer services.  

 

Macmillan staff sometimes aren’t convinced that advocacy has a value – it’s seen as 
something that they already do or could do themselves. Project Manager 

 
16.6 In terms of going forward with an expansion of the advocacy service, one of the 

interviewees suggested an alternative approach for Macmillan to support the 
process. 

 

 The way that Macmillan works with voluntary organisations is to bring in funding, but we 
could do things differently if we funded a post or service that supports those 
organisations to bring in their own funds. We could give them advice, guidance 
mentorship on where to apply and how to do it and how to make the case for cancer 
specific services - some might not have the skills to do that – then they could get 
sustainable funding.  Macmillan staff 

 
16.7 By way of contrast, other project partners reported that their local relationships with 

Macmillan have not been as fruitful or made as big an impact. It seems that the level 
of commitment and activity amongst the range of local Macmillan staff can vary. 

 

A local Macmillan staff member has been a good chair for our LCCB, but our comms 
contact locally, we didn’t get any practical support from them. There isn’t much 
Macmillan presence in reality. It didn’t help open doors, and although we  tried to link in 
with their activities, they didn’t always follow through on good intentions. It hasn’t made 
a big difference.  Project Manager 

 

The support from Macmillan varied. We felt like a separate service. Some staff struggle to 
see what are we doing that’s different to what they are doing in their information centre. 
They have made referrals, but not many, and invited us to their event. The higher 
management levels have been supportive, but the Macmillan helpline has never given us 
an appropriate referral. Paid Advocate  
 

We have managed to get them on our cancer champions board, they do turn up to 
meetings fairly regularly, but you don’t feel that they prioritise us in any way.  
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Project Manager  
 
16.8 One project partner had made links with local Macmillan staff with the aim of learning 

from their experience of supporting volunteers. 
  

It’s too difficult to go to London so we’re trying to take advantage of local links. We met 
with the regional manager and talked about observing their volunteer group supervision. 
Our volunteers have also attended Macmillan training sessions and linked with their 
volunteer training… Paid Advocate 

 
16.9 In conclusion, the relationships with Macmillan at a regional and local level have 

been very mixed. One reason there may have been less engagement from these 
Macmillan staff, is that the COPA Programme has coincided with a major 
organisational change within the organisation. This has been a barrier to relationship 
building, but the situation should improve once the changes have bedded down. The 
interviewees felt they would benefit from understanding how Macmillan works as an 
organisation and the processes by which Macmillan funded services have the 
potential to be joined up.  

 

We’ve struggled with [relationships with Macmillan] locally, at least… as they went 
through a process of re-organisation and change and you’d just get used to one person 
and build a relationship with them and then there’s somebody else and then it’s 
somebody else. The difficulties have probably been around the continuity with them 
really.  Project Manager 

 

We’ve had lots of different people whose names we frequently get mixed up and we 
forget who’s on maternity leave and who’s left, and who’s moved sideways and who’s 
moved upwards, so that’s been a little bit confusing for us.  They’ve come to our LCCB 
meetings. The national HQ have been very helpful in terms of promotion, very, very 
helpful. Right at the beginning we did try and get hold of one of the MacMillan nurses, 
one of the more senior nurses, but we’ve not had much success there.  Project Manager 
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Reflections on the support from Local  
and National Boards 

 
17. The Local Cancer Champions Boards (LCCBs)  
 
17.1  The original intention for the LCCBs as described by OPAAL staff was that it would 

provide a forum for local OPABC to shape and influence the development of the 
cancer advocacy service. The advice given was to set up a Board of mainly OPABC 
with a small number of health professionals and for this Board to meet regularly 
during the Programme. In practice, most project partners have recruited an LCCB of 
mainly health and social care professionals with a few OPABC. This raises questions 
about how an LCCB needs to function to support cancer advocacy, how it is best 
constituted, and what has been learnt about how to set up and run an active and 
influential Board. 

 
17.2  Given the original plans for the Board, interviewees were asked whether OPABC had 

influenced local service development and delivery. The majority responded that they 
found it difficult to pinpoint any specific influence, other than OPABC being Board 
members and therefore generally contributing to all discussions relating to strategy 
and service delivery.  

 
17.3  One interviewee highlighted that their OPABC members had drawn their Board’s 

attention to the needs of people at the start of their cancer journey and how valuable 
advocacy would be at this stage. Although the Board attempted to address this issue 
by trying to raise awareness of the service amongst GPs, the challenges around 
engaging this group of health professionals prevented significant progress. On a 
similar note, other partners reported some reluctance amongst GPs to bring in 
advocates at the point of sending patients for diagnostic tests, given that a large 
proportion might not be diagnosed with cancer and find the introduction of advocacy 
more alarming than helpful.  

 
17.4  In summary, the general sense is that the impact of OPABC on shaping service 

delivery has been intangible and part of the influence of the Board as a whole. If 
there were plans to develop mechanisms for OPABC involvement in the future roll-
out, it might be useful to think of alternative approaches. Firstly, it would be important 
to be clear about the precise input needed from OPABC, where their perspective 
could address a particular question or concern and bring added-value. It might then 
be useful to consult and work with OPABC using methods that are fit for purpose and 
‘task and finish’ processes. Such approaches might have more impact than 
membership of a Board. 

 
17.5  However, the LCCBs have had a positive impact on service development in other 

ways. In particular, their strengths as Boards with mostly professional members, has 
been to (a) assist with relationship building within local cancer networks (b) provide 
expert knowledge and local information (c) help with publicising the service. These 
will now be discussed in more detail.  

 
17.6  Some Board members have proved to be active and influential within local cancer 
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networks and have used their influence to connect advocacy staff with other key 
players who can support service development. Being a member of an LCCB appears 
to have had a big influence on these individuals because they have been able to 
gain an in-depth understanding of how advocacy works which has motivated them to 
do more. Other Boards have invited influential people to attend the Board meetings 
as a means of building relationships. 

 

In one town, I have good connections with the local hospice, and I wanted to bring 
Macmillan volunteering into the area so I met with the hospice to discuss that. Because 
there’s a volunteer element in the advocacy project, I also asked the  advocacy team to 
that meeting and because we’ve got a good relationship, I was able to ask the Director of 
Nursing if she was able to host the advocacy volunteer co-ordinator within the hospice. 
They now provide free office space for that person, and the advocacy service is now co-
located with the hospice-at-home team and the CNS team, and that has raised the 
number of referrals greatly. Macmillan staff/ LCCB member 

 

The CNS [Board member] was sceptical at first that volunteers could do anything and add 
anything to what nurses do but her view has changed and she’s been very significant in 
opening doors with other CNSs. So the project staff have allies now who may have 
started off as hostile and the Board has played an important role in that. LCCB member 

 

We invite key people to the Board meetings to help to cement interest and develop 
relationships between those people and project staff. The status of the Board members 
has helped to develop these relationships beyond the meetings. LCCB member 

 
17.7  Board members have been able to keep the project staff up to date with local and 

national strategies around cancer care, thus helping the service to identify targets for 
service delivery e.g. cancer survivorship. Their knowledge of what other 
organisations are doing locally has also helped advocacy teams identify places they 
might want to refer their clients. 

 
17.8  Some LCCB members have taken an active role in promoting the service e.g. by 

distributing leaflets and/ or giving talks about the service to their own networks, 
including voluntary sector organisations, GPs and public health professionals. 
However, the staff were uncertain as to whether this activity had had an impact on 
referrals. 

 
17.9 Overall, LCCB members felt they have tried to support the project staff in any way 

they can, responding to requests for help, providing moral support and giving advice 
on engagement strategies.   

 

We’ve been helpful critical friends and challenged the team’s thinking. For example when 
they were trying to get referral’s, we said strongly the CNS would want to hear from 
volunteers, that volunteers could make presentations about the  work they did and the 
changes they made – we helped to push that along.  LCCB member 

 
17.10 The activity and success of the LCCBs varies from partner to partner. Some of this 

variation depends on the level of engagement and motivation of individual Board 
members. But, other than aiming to recruit the ‘right’ people, there are some general 
approaches that seem to help an LCCB work well. These include: 
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¶ having a patient leader as Chair – patient leaders are influential locally, well-
networked with the local voluntary and statutory sector agencies, bring 
relevant skills and experience from their professional lives and volunteer 
experiences (e.g. as a Trustee with skills in chairing meetings), are non-
partisan (as they are not allied to any health professional group, they avoid 
triggering any potential inter-professional rivalries), have credibility with a 
wide range of local stakeholders.   
 

¶ recruiting health and social care professionals who are both sympathetic to 
the service’s goals and ethos, and are local leaders. These may not always 
be the senior people within NHS management structures, but are the people 
already active in existing cancer initiatives. Locally involved patients could 
help in identifying these individuals. Linking up these activities creates 
synergy across networks and motivates other active members to join the 
Board. 

 

¶ Reviewing the Board and its membership on a 2-3 yearly basis. This has 
helped some LCCBs to take more ownership of their work, has given them an 
identity and clear purpose, which motivated them to become more active and 
in turn attracted more active members. 

 
17.11 Becoming an active and effective Board also takes time, time for relationships to 

develop both internally and externally. Some Boards felt that their worth and status 
had been recognised when they had been able to support successful bids for 
continued funding for the service and when other local cancer agencies had sought 
the views of the Board on the development of new cancer initiatives. 

 
17.12 By way of contrast, some LCCBs that have not developed a very active membership, 

report that meetings have become a place solely for information exchange. They are 
trying to find ways to encourage more activity. The lessons from others suggest 
helping the Board to develop and engage with a defined purpose might be a useful 
approach. 

 

  It doesn’t feel like a steering group as much as maybe I hoped. It feels more like we meet, 
I inform them as to what we’ve been doing, I inform them as to what’s going on 
nationally, and they comment, rather than steer me in other ways. It’s helped us identify 
some more awareness-raising opportunities, and I think it’s helped us because they know 
what we do so they’re more likely to publicise our services. In terms of steering the 
project, that’s not really happened. Project Manager 

 

  We decided to shake things up a little bit and we asked them to make a pledge, which 
they all took on board… rather than just coming along and listening to us reporting back, 
we asked them to pledge to do something to support the project.  One person did the 
training with the volunteers… we asked that they share the OPAAL film with some of their 
staff members and encourage people in their teams to make more referrals, and they 
did.  Volunteer Co-ordinator 
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18. The National Cancer Champions Board (NCCB) 
 
18.1  The NCCB intended to bring together representatives from the LCCBs as well as 

representatives of national partner organisations to influence strategy at a national 
level. In practice, some project partners have found it difficult to find people willing to 
attend from their patch and have sent staff members to the meetings instead. This 
may explain why the LCCB members, who have attended the NCCB, have found it 
to be more of a project management meeting than one focused on strategic 
development. This experience dissuaded them from attending further meetings. 

 

I was on the ‘board’ nationally and I only went twice because I found it was a repeat of 
the professional board and the coordinators meetings. Whilst I thought, it was going to 
be a really good learning experience, if you read through the minutes it was everybody 
repeating what they have done – no shared learning – in the end I opted not to go – it 
was a day out that didn’t benefit me. Volunteer advocate 

 
18.2 Another NCCB member shared the view that the NCCB has mostly focused on 

information exchange. They had provided potential contacts for the project and ideas 
for publicising the service, and in return had received quarterly reports on progress. 
They were unclear how much difference this had made to the Programme as a 
whole.  

 

 I shared my contacts, I put some people in contact with others, but then in terms of 
impact it’s difficult to judge because maybe that contact didn’t work for the last few 
years…  So you uncover a stone but you don’t know what the reaction can be.  

                          NCCB member 
 
18.3 In practice, it seems that the NCCB has functioned mainly as a sounding board for 

the COPA Programme Manager, rather than having an independent role of its own. It 
has been suggested that the NCCB could usefully develop to support the next stage 
of expansion of cancer advocacy, making greater use of the range of skills 
possessed by Board members. Ideas included asking Board members to speak 
about the project at public events and setting up working groups to work on discrete 
areas of development such as finance, including members with relevant expertise. 

 

  If it was possible to have a small budget for allowing other people to go around with [the 
Programme Manager] or to go in other areas that she cannot do, or maybe if there is a 
clash of events, that could be a good way to involve the people of the board and at the 
same time increase the visibility or number of contacts… because we’re very different in 
terms of our background and the people that we know, so we’d also be reaching other 
audiences. NCCB member 

 

  Moving on with the Programme, obviously the organisation will need to evolve, you need 
to sit down properly and maybe work on a business plan or do something more, because 
the organisation will need to change if it wants to become sustainable, and then you will 
need some other expertise. Then a range of people will report to the Board who could 
bring more of a strategic overview… NCCB member 
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Discussion & Recommendations 
 

19.  The impact of cancer advocacy – when, why and how does it help?  
 
19.1 ‘What difference does it make?’ This is the key question to address in any service 

evaluation. With the COPA service, the answer seems to depend on who answers 
the question. Different stakeholders hold different views on what cancer advocacy 
does and how it benefits OPABC. 

 
19.2 People describe how cancer advocacy works in slightly different ways, including: 
 

¶ how it meets the needs of OPABC for different kinds of support - emotional, 
practical, financial, social and moral support. They emphasise the client-
centredness of advocacy – how it has the potential to meet any and all of 
these support needs, as and when they arise. 
 

¶ how it meets needs other than the clinical need, thus complementing the 
services provided via the NHS and providing a holistic service.  

 

¶ how it helps OPABC at a particular stage of the cancer journey, emphasising 
how advocacy supports people either during treatment, after treatment, into 
survivorship, or towards the end of life.  

 
19.3 All of this is true. Advocacy does all of this. So does it matter if people are describing 

it in these slightly different ways? It might. Different perspectives on how cancer 
advocacy works will influence people’s views on the future direction for the service, 
and where opinions differ, there may be tensions across the Programme.  

 
19.4 There may be some advantage to working with these different viewpoints. The 

different perspectives are in part due to the fact that different stakeholders are trying 
to address different agendas. Local advocacy teams looking for funding from CCGs 
are interested in the potential for advocacy to improve health outcomes by providing 
support during treatment. Some may be keen to explore how advocacy might 
address a local community need (e.g. a need for services to support cancer 
survivorship) to reflect the interests of Macmillan regional development teams. Within 
the national office, Macmillan staff are interested in how advocacy services can 
address the policy agenda of addressing complex and social needs and holistic care 
provision. Therefore, to some extent these different descriptions of advocacy 
represent different ways of ‘packaging’ the service in order to influence and 
persuade others. In this sense, there may be value in going ahead with all these 
descriptions and testing which are most successful in achieving the desired 
outcomes.    

 
19.5 The caveat to this multi-pronged approach is that alongside the need to persuade 

others of the value of advocacy, there is a strong need to educate target audiences 
about how cancer advocacy works and how it is distinct from other services. Both the 
evaluation of the pilot and the evaluation of the COPA Programme have highlighted 
this point. There are problems with some of the descriptions listed above, because 
they have confused external audiences: 
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¶ When advocacy is described as a service that helps to meet the whole range 
of client needs, it has been misunderstood as a signposting or care co-
ordination service. The distinction from Macmillan information services is then 
unclear for some people. 
 

¶ When the service is described as holistic, some people have understood this to 
mean that advocates will meet any and all needs and are then surprised to find 
the service does not actually provide the support they are looking for (e.g. help 
with shopping), but refers people to these other support services.   
 

¶ When advocacy is described in terms of tangible outcomes e.g. helping a client 
access financial support, it can look like other kinds of services such as welfare 
benefit services.  If the case studies and publicity material only report the 
outcomes, then it is hard for funders, referrers and potential clients to 
understand how the service differs from the services that already exist. This 
could be a disadvantage if funders think ‘We’ve already got services in our 
local area that help with financial support’, especially if those other services 
look more cost-effective on paper.  

 

¶ The idea that an advocacy service is only required where there is evidently a 
‘local need’, starts to sound like advocacy can plug gaps in local services. An 
advocacy service might be commissioned with only one predefined purpose, 
which might be different in different areas. For example if one region is lacking 
in end-of-life support and another in support for cancer survivors, they might 
choose to fund advocacy services to meet the needs of these different groups. 
Then only one client group might be referred. Based on how advocacy works, 
every local community is very likely to need advocacy services and 
discussions about addressing ‘local need’ suggests this fact has not yet been 
understood (see 19.7).  

 
19.6 These different descriptions might therefore matter because of the potential for 

misunderstanding amongst the key external stakeholders – funders, referrers and 
clients. These stakeholders must have absolute clarity about why advocacy (rather 
than any other service), which OPABC will benefit, and how advocacy works. For 
this reason, I would argue that it’s important to develop a clear and consistent 
message that helps people to understand advocacy first. This could then be 
followed-up by additional, tailored messages that explain how and why advocacy is 
especially relevant to different target audiences.    

 
19.7 The one clear and consistent theme that emerges from all the interviews and case 

studies from across all the project partners (no matter how they describe advocacy) 
is vulnerability. OPABC appear to need advocacy when they are most vulnerable. 
Vulnerability is not equivalent to disadvantage or being seldom-heard. OPABC may 
be vulnerable because of a pre-existing condition (e.g. a mental health problem or 
learning disability) or because of multiple morbidities, or because of communication 
difficulties, e.g. having sight or hearing loss. They may be temporarily vulnerable 
simply because they have cancer and they are ill and frightened. This may cause 
them to develop a mental health problem. They may be vulnerable because of their 
social situation, a lack of family support, poverty or housing problems. This 
vulnerability, whether short or long term, may prevent them from accessing the 
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health or social services to which they are entitled. It may also inhibit them from 
expressing their preferences, in particular to have the confidence to refuse treatment 
or to ask for something different to whatever care or treatment is on offer. Any 
cancer patient has the potential to go through a period of vulnerability at any stage of 
their cancer journey - but not all will. Every local community will have OPABC who 
are vulnerable, and they will be vulnerable for a multitude of reasons. Defining the 
client group in terms of their vulnerability, might make it easier to understand who 
needs advocacy. It brings all of the different ways that advocacy supports OPABC 
under one umbrella. Focusing on vulnerability helps to explain how advocacy is 
complementary to all existing health and social care services - it enables vulnerable 
OPABC to express their preferences and access whatever service and support is 
available. 

 
19.8 A challenge with supporting people who are vulnerable, is that many people find it 

difficult to be open about their difficulties. This is why it is only in the context of a 
trusting relationship provided by an advocacy partner, someone who ‘knows what it’s 
like’ that people can speak to their vulnerability and identify their need. (This may 
also be why many clients are unwilling to share their story, or only agree to do so 
anonymously). A challenge for cancer advocacy is therefore identifying the most 
vulnerable OPABC, when they may not want to identify themselves as vulnerable 
and may not always self-refer. 

 
19.9 This is also how advocacy is very different to signposting or information and advice 

services. These types of service will work for the people who already feel entitled to 
services, have no difficulty in expressing their need and can navigate the system 
themselves or with the help of the people (professional or otherwise) they already 
have around them. Advocacy is unique in developing a relationship with clients, a 
relationship built on respect and trust, which empowers people to express 
themselves and make an active choice. The important distinction between advocacy 
and other services is therefore the process. A person’s financial problems might 
never come-to-light without the supportive relationship of an advocate. This soft-side 
of advocacy, enabling clients’ needs and preferred choices to be expressed through 
supportive relationships, is harder to ‘sell’ to external stakeholders who focus on 
practical outcomes, targets and cost-effectiveness. It may be important to find some 
new language to describe advocacy rather than using the terms employed by other 
services. The emphasis might need to change from ‘client needs’ to ‘vulnerability’, 
from ‘outcomes’ to ‘process’ and from ‘types of support’ to ‘relationship-building’. 

 
19.10 Given the complexity of this picture and the need to educate as well as inform, one 

of the main recommendations for future development is to bring in external 
communications expertise to help with developing some clear messages that are 
meaningful and relevant to the external stakeholders that the COPA Programme 
wishes to engage. It would be important for this process to involve working with the 
different target audiences to ensure that they understand the messages. This is not 
about developing a marketing ‘brand’. It is about clear communication that educates 
professionals and the public.  
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20. Recommendations 

 

Recommendations 
 
The COPA Programme now has a large team of people who possess years’ of experience 
in delivering the service. In the first instance, it will be important to find ways to draw on this 
wealth of knowledge to discuss and agree the way forward. For example, this could include 
establishing a COPA strategy group, and/ or expanding the remit and responsibility of the 
project managers’ meetings and other Boards. This will mean moving away from the current 
emphasis on information exchange to facilitate deliberation and decision-making. Relevant 
external expertise may need be brought in as required. One of the first tasks might be to 
reflect on these recommendations and discuss what action might need to be taken. 
 
These recommendations have either been suggested by the interviewees themselves, or 
developed in direct response to their comments. 
 
1. Bring in expertise in communication to help develop a clear message about advocacy 

that educates as well as informs target audiences about how it works. This may also 
help with developing the Programme’s use of social media, its publicity material and 
systems of internal communication. 

 
2. Relationship building is fundamental to the service – both in terms of obtaining referrals 

and supporting clients. These are the kinds of skills that many people often assume they 
possess, although these skills are rarely formally taught. A small pilot project has 
provided coaching to support staff in this area, but this has not been included in this 
evaluation. Would there be value in bringing in training or continuing with coaching to 
enhance these skills across the COPA teams? 
 

3. Develop training and/ or guidance on best practice in recruiting and supporting volunteer 
advocates affected by cancer. This could usefully include agreeing exit strategies and 
support for people who become unwell again. 
 

4. Review the allocation of staff time for advocacy services and for OPAAL support roles, 
to include time required for participation in evaluation projects and service development.  
 

5. Agree a set of criteria or a process to make joint decisions about which additional 
projects COPA teams will get involved in.  
 

6. Review the systems for obtaining evidence of impact, acknowledging the concerns of 
clients and the feasibility for staff. What evidence is needed by potential funders and 
how is this best obtained? 
 

7. Consider how training might be delivered regionally or locally, and create more local 
opportunities for shared-learning amongst front-line staff and volunteers. 
 

8. Re-evaluate SAM against the other databases that some services are using to establish 
which works best and decide which option will be most cost-effective in going forward. 
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9. In developing relationships with Macmillan at local levels, consider strategies that aim to 
inform, educate and engage Macmillan staff, drawing on the experience of the most 
active and engaged staff members. 
 

10. Clarify the purpose of the LCCBs and NCCBs and re-evaluate whether they are fit for 
purpose. Consider how to support their development to create a sense of ownership of 
the work they do and independent activity.  
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Appendix 1: OPAAL’s response to TwoCan Associates’ final COPA 
programme evaluation. 
 
OPAAL would like to thank all Cancer Older People and Advocacy delivery partners’ staff, 
volunteers and cancer champions for their support of this evaluation. Thanks also to 
Macmillan Cancer support staff. Everyone has been so generous with their time and we 
really don’t take that for granted. 
 
Our thanks also to TwoCan Associates, especially Kristina Staley for her conscientious 
endeavours to get the full and factual picture of what COPA has involved to date. 
 
At OPAAL we wanted to take this opportunity to comment on a number of the issues raised 
in this evaluation report. We have learned so much from our experience of managing the 
COPA programme. We pride ourselves on being a learning organisation and aim for a 
process of continuous improvement.  
 
OPAAL was as new to COPA as were delivery partners. We were 2 staff Kath & Marie, 
managing COPA at strategic and project management level respectively. COPA, in 
common with delivery partners has had to fit in with the many other aspects of our wider 
OPAAL roles. All of the learning we have gathered to date will enable us to focus on 
delivering a better programme in the future. 
 
In light of delivery partners concerns we revisited and revised the National Advocacy 
Costing Model. For any future delivery there will be a greater allocation of hours for each 
paid post. 
 
Delivery partners have expressed concern at the high levels of communication from 
OPAAL. We agree that there has been email overload. This has been due to the 
unexpected complexity of all that we’ve been involved in but we acknowledge that it has 
been too much. We’ve already agreed to change this and have done so. We now email 
much less frequently and have proposed that in any future version of COPA we circulate a 
monthly update, ensuring that only emails requiring a quick response are circulated outside 
of that period. 
 
Throughout, OPAAL has tried not to be too prescriptive in its dealings with delivery 
partners. We’ve been very aware that each delivery partner has their own way of working; 
they are all different. What we have had to do, to make COPA work, is define some areas 
where we need a certain minimum level of response.  
 
In financial matters OPAAL has been accountable to both BIG Lottery and Macmillan 
Cancer Support for spending. As a result, especially in relation to BIG Lottery budget 
headings, we’ve been unable to give delivery partners as much freedom as they might have 
liked in spending their wider budget allocation. We will endeavor to influence funders 
expectations in this respect in all future funding agreements. 
 
We have been conscious throughout that with such a diverse range of delivery partners, we 
were never going to be able to please everyone all of the time. An example of this is the 
LGBT training provided on our behalf by Age UK Camden/Opening Doors London. Most 
delivery partners really appreciated this training and rated it very highly. However, one 
partner reported that they already had this knowledge so found the time taken to attend 
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could have been better spent. OPAAL will endeavour in the future to ensure that delivery 
partners are fully aware that if they already have expertise in an area then they can choose 
to absent themselves from proposed national training.  
 
Use of the SAM database has proven to be a useful learning opportunity for OPAAL. It is 
acknowledged that partners are probably recording things differently and we will address 
that in the future. We’ve already agreed to draft a SAM toolkit to support data entry over the 
coming months. However, stats are looking good and we’re meeting and exceeding service 
user targets so that has been, and continues to be, very positive. We did set up the SAM 
Working Group in direct response to delivery partners’ concerns. This forum seems to be a 
highly effective means of ensuring that SAM develops as needed. 
 
Marie McWilliams 
OPAAL 
November 2016 


