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Summary
The 2011 census revealed that there were 5.8 million people in England and Wales who were
‘carers’. These people, just over 1 in 10 of the population, provide unpaid care to friends and to
family members across the country. The impact on carers themselves can be dramatic – carers are
more likely to suffer from health problems, both physical and mental, from social isolation and they
can find it challenging to maintain jobs and careers.
There are carers’ organisations across the country, trying to identify carers and provide them with
support. This support is both practical and emotional – from making sure that carers get the
financial benefits that they are entitled to, to running support groups and counselling so that carers
can share experiences, talk to others, and get the emotional support that they often desperately
need. But relatively few (usually just over 10%) carers know about carers’ organisations, and engage
with them. Frequently they will continue to care on their own, often struggling to cope, whilst
valuable support could be available to them.
In Cumbria, supported by funding from the Big Lottery, three organisations (Eden Carers, Carlisle
Carers and West Cumbria Carers) came together to trial new methods of engaging carers. They
trialled a variety of methods – a telephone helpline, working with employers, recruiting champions
who could tell people about the carers’ organisations and signpost carers to them, and running
dedicated clinics in the community and in other settings such as surgeries and hospitals.
This is a report on those trials, setting out what worked well, what worked less well, what lessons
have been learned and what the carers’ organisations can do next to build on the learning and on
the successes. We gathered the data for this report by talking to carers themselves, conducting
nearly 50 telephone interviews, by site visits, by talking to the staff of the carers’ organisations and
by interviewing champions.
We found that the closer project activity was to the health and social care environment, the more
effective it was in helping carers seek and get support from carers’ organisations. Clinics in hospitals
and surgeries were more effective than those held in the community. Champions who were also
nurses or other health care professionals had greater success in telling carers about the support they
could get, and could encourage, and sometimes even ‘give permission’ for carers to see themselves
as carers and to seek the support that they needed. Often this took place when carers were
accessing health and social care services through a new diagnosis (either of the carer or the cared for
person), or through a change in health condition.
This meant that the relationship between the carers’ organisations and the health and social care
providers was vital in successfully generating referrals. Where these relationships were strong,
where carers’ organisations’ staff were well integrated into health services, where health and social
care professionals were committed to working with carers’ organisations and knew the benefits they
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gave to carers, or where there was a ‘cluster’ of such knowledge and commitment (in this project,
Brampton was an example of this) there was a much higher level of referral, and consequently a
much greater level of support for carers.
The project partners were able to change the project as it developed, and allocate greater resources
to these successful areas, withdrawing them from the less successful telephone helpline and
community-based work. This demonstrated an admirable flexibility from both the project partners
and from the funder, which provides a valuable lesson for future projects.
The challenge now is how to use some of the learning from this project, particularly in the context of
a frequently changing and restructuring health and social care environment, and one which is under
considerable pressure. We recommend that the carers’ organisations continue to build on the
successes of this project, and the relationships that they have developed, but also publicise these
successes to others working in health and social care. In this way they can further develop their
services, offer them to more people, and continue to support those huge numbers of carers who, in
turn, make a vast contribution to the health and welfare of millions of people in the UK.
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1 Introduction
1.1

About Reaching Out to Carers

Reaching Out to Carers is a three-year project funded by Big Lottery and delivered by a partnership
comprised of Carlisle Carers, Eden Carers and West Cumbria Carers (covering the districts of
Allerdale and Copeland). The project runs from 1st April 2015 to 31st March 2018.
Each of the three carers’ organisations deliver services to anyone of any age who cares unpaid for a
friend or family member who, due to illness, disability, a mental health problem or an addiction,
requests their support.
This Project has enabled each of the organisations to deliver and test the effectiveness of innovative
services to increase the capacity of local carers’ organisations and allow them to reach out to more
carers in the Cumbrian districts of Allerdale, Carlisle, Copeland and Eden.
The projects have been delivering in the following way:
Carlisle Carers
•
•
•

Community Based clinics – a Support Worker employed 7.5hrs per week to develop and deliver
carers clinics and/or support groups in the district of Carlisle
Carers Champions – a Volunteer Co-ordinator employed 18hrs per week recruiting and
supporting over 15 Carers Champions
Working & Caring – a Support Worker employed 15 hrs per week to deliver direct support to
carers (email, phone and/or face to face) and to build relationships with local business to
increase their understanding and support of carers in their work force.

Eden Carers
•
•
•

Community Based clinics – a Support Worker employed 4hrs per week to develop and deliver
carers clinics and/or support groups in the district of Eden
Carers Champions – a Volunteer Co-ordinator employed 18hrs per week recruiting and
supporting over 15 Carers Champions
Working & Caring – a Support Worker employed 15 hrs per week to deliver direct support to
carers (email, phone and/or face to face) and to build relationships with local business to
increase their understanding and support of carers in their work force.
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West Cumbria Carers (who also act as accountable body for the project)
•
•
•

Community Based clinics – a Support Worker employed 15hrs per week developing and
delivering carers clinics
Carers Champions – a Volunteer Co-ordinator employed 18hrs per week recruiting and
supporting over 15 Carers Champions
Working & Caring – a Support Worker employed 7.5 hrs per week to deliver direct support to
carers (email, phone and/or face to face). A consultant to create Topic of the Week blog style
articles published on the website and promoted by social media. A consultant to build
relationships with local business to increase their understanding and support of carers in their
work force.

In addition, all of the organisations initially operated an out of hours telephone helpline, but this was
discontinued early in the project due to poor uptake.
The project was very much designed as a pilot project, to test new techniques and methods, and
some approaches (such as the telephone support line) have been tried, reviewed and substantially
changed during the course of the work.

1.2

Aims of the Evaluation

In the autumn of 2017, the partners invited us, as an independent contractor, to review the project
and identify key lessons. Unlike more traditional evaluations, we are not seeking to identify whether
or not the project has met its original quantitative targets, rather we are seeking to learn lessons. In
particular we are looking to learn from carers and from carers’ organisations about their referral
pathways, and what are the most effective ways for carers’ organisations to engage with carers. The
objectives of this work are to:
•

•
•
•

Form a detailed picture of the referral pathway that carers most commonly take to the
carers’ organisations, when not referred directly by another agency. The picture should
include when in the cycle of their caring role (beginning, at a crisis point or towards the end)
they made contact, events or circumstances that triggered the contact, their need for direct
support from staff to encourage a referral and information about the level of comfort and
confidence they felt in self-referring
Evaluate the effectiveness of the methods delivered through the Big Lottery Project and their
ability to reach out to carers not previously known to the carers’ organisations
Use the information gathered to recommend effective models for carers’ organisations to
reach out to carers
Support the three organisations to further develop these models in a way that responds to
their particular needs and characteristics of their localities
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2 Approach
2.1

Gathering the data

We undertook the research for this evaluation using the following methods:
•

A review of project and other documents including:
o Original bid documents to the Big Lottery
o Updates and performance reports to the Lottery
o Background documents on carers and caring in the UK

•

Semi-structured telephone interviews with carers who had been part of this project. In order to
ensure that these were broadly representative of the ‘population’ of recruited carers, we
interviewed 45 carers, and segmented these by:
o Age band
o Which carers’ organisation they had been recruited by
o The condition of the people they looked after
o Gender
o Whether they lived in urban (defined broadly as Workington, Whitehaven and Carlisle)
or rural areas

•

7 semi-structured telephone interviews with ‘carers’ champions’ 1

•

A site visit to West Cumberland hospital to observe the team member there working with carers

•

Semi-structured face to face interviews with staff and managers of the three agencies who
designed and delivered the project

In total we carried out 58 interviews. The templates that we used to conduct the interviews are
shown in the appendices. As these interviews were semi-structured, we did not ask every
interviewee exactly the same questions. This was especially the case when we were talking to carers
– some of whom could be confused, or at times there was a risk they would be distressed recalling
traumatic events, and we were very careful to be as sympathetic and unintrusive as possible. At
times this did mean that some of the information was perhaps less clear than we would have liked.

2.2

Selecting the case studies

We selected 7 case studies to illustrate some key points about the project. 4 of these focused on the
experiences of carers, covering their initial engagement with the carers’ organisations, and their
subsequent experience of the support that they received and the impact that this has had on their
lives. The other three case studies explore some of the more successful, if varied, approaches that
each of the organisations have deployed in engaging with carers, to identify best practice and
1

One of these was done by an exchange of emails
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potential lessons for the future. Although we did seek and receive permission to use people as case
studies, we have changed names to protect anonymity.

2.3

About the interviewees and their representativeness

We spoke to 45 carers from a list of 168 supplied by the three carers’ organisations. Prior to our
telephone interviews, each of the organisations had written to the carers on their lists offering them
the chance to ‘opt out’ of this research. With one or two exceptions, none did, so we are confident
that we sampled a selection of almost the whole of the ‘population’ of carers recruited during this
project. This total list numbered 168 people.
The table below sets out the numbers of people interviewed by ‘segment’.
Total in project (willing to
be interviewed)
Number
%
Urban
55
33%
Rural
113
67%
0-24
2
1%
25-64
71
42%
65+
87
52%
No age recorded
8
5%
Carlisle
53
32%
Eden
65
39%
West Cumbria
50
30%
Autism/Asperger’s
3
2%
Dementia
64
38%
Learning Disability
4
2%
Mental Health
25
15%
Physical Disability
33
20%
Physical Illness
37
22%
Blank
2
1%
Male
54
32%
Female
114
68%

Category
Urban or rural

Age

Carers' Organisation

Cared for's condition

Gender

Number
interviewed
Number
%
14
31%
31
69%
0
0%
20
44%
25
56%
0
0%
13
29%
16
36%
16
36%
1
2%
18
40%
1
2%
5
11%
6
13%
13
29%
1
2%
15
33%
30
67%

As can be seen from the numbers in the table above – the breakdown of carers by category in our
sample broadly reflects the breakdown of carers involved in the project as a whole. This means we
can be reasonably confident that our sample was broadly representative of all those involved in the
project.
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However, we cannot claim that our findings are ‘statistically significant’. Even though we interviewed
more than a quarter of all carers involved in the project, our sample of 45 carers is relatively small in
statistical terms.2
From this we would suggest that we view the findings on quantitative questions as indicative rather
than conclusive.

2.4

Analysis of responses

The interviews that we carried out were semi-structured – meaning that although we set off with a
list of questions (see appendix one), we also explored relevant points with interviewees, did not ask
questions which we regarded as irrelevant given previous answers, and we encouraged them to
expand on key points that they wished to make on their experience of caring and of the support they
received.
We have clustered responses to our questions in order to analyse the results, in the following way:
1. The reasons given for engaging with a carers’ organisation were grouped as (and these
categories could overlap):
a. Change in health of the carer
b. Change in health of the person cared for
c. New diagnosis
d. Related to discharge from hospital
2. The channels for engagement (again these could overlap):
a. Via a champion
b. Via social services
c. Via a health professional
d. Direct approach from the carers’ organisation themselves

2

Statistically, a survey of 45 people out of a population of 168 gives a confidence interval of +/-12.54 with a
confidence level of 95%.
The confidence interval (also called margin of error) is the plus-or-minus figure usually reported in newspaper
or television opinion poll results. In this case, we have a confidence interval of 12.54 and if 47% percent of our
sample picked an answer we can be "reasonably sure" (see ‘confidence level’ below) that if you had asked the
question of the entire relevant population between 34.44% (47-12.54) and 59.54% (47+12.54) would have
picked that answer.
The confidence level tells you how sure we can be. It is expressed as a percentage and represents how often
the true percentage of the population who would pick an answer lies within the confidence interval. The 95%
confidence level means we can be 95% certain.
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3. What services did they receive from the carers’ organisations – yes, no or not sure3 (and
again they could, and frequently did, receive more than one):
a. Assessment
b. Information
c. Support (including emotional)
d. Support producing Power of Attorney
e. Information on benefits
f. Activities or events
g. Meeting other carers
h. Support from volunteers (drivers, befriending, sitting etc)
4. Was their view of the carers’ organisation positive, negative or neutral
5. Were there any gaps in the service (yes, no/not applicable, not sure)
6. Are they likely to continue contact with the carers’ organisation (yes, no/not applicable, not
sure)
7. Whether people accessed support from carers’ organisations later than would be desirable
8. Ideas that carers had for promoting the service to other carers

3

There were several interviewees who were not sure if they had received a service, or more generally about the
circumstances of their engagement with the carers’ organisation, or they were not sure from which organisation
they had received support.

12

3 Findings
3.1

Feedback from carers

The sections below set out the responses we received from carers – along with some further
information to illustrate the numbers.

3.1.1 Reasons for engagement
The chart below shows the main reasons why carers engaged with a carers’ organisation.

Reasons for engaging with carers' organisation
70%
60%
50%
40%
30%
20%
10%
0%
Change in health of Change in health of
carer
cared for

New diagnosis

Related to discharge

For about two thirds of the people we spoke to, the reason for engaging with the carers’
organisation was a change in the health condition of the person cared for (who may or may not have
previously required care).
In most cases, this was related to a worsening of the original health problem (for example,
Alzheimer’s disease, dementia, Parkinson’s disease). In others, it was linked to the occurrence of
additional health problems. For example, one woman, already caring for a husband with Alzheimer’s
disease, contacted a carers’ organisation after her husband suffered a series of strokes. Another
woman, already caring for a husband suffering from anxiety and depression, was referred to a
carers' organisation after her husband developed dementia.
Just over a fifth of the people we spoke to engaged with a carers' organisation soon after the person
they cared for had been diagnosed. In the majority of these cases, the diagnosis was dementia, and
the referral came via a Memory Clinic or similar memory services in the NHS.
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Another fifth of the people we spoke to engaged with a carers' organisation relating to a discharge
from hospital of the person they cared for. In some cases, this was the start of their caring
relationship. For example, one man was referred to a carers' organisation when his wife was
discharged from hospital following brain surgery. In other cases, it was a continuation of the care
they were already providing prior to the hospital admission. For example, one person had been
caring for their disabled mother for some years. Their mother was admitted to hospital following a
fall and the carer was referred to a carers' organisation when the mother was discharged.
In a handful of cases, carers engaged with a carers' organisation as a result of a change in their own
health status. For example, one woman, already caring for her husband, had a fall and suffered
broken bones while she and her husband were on holiday. This led to her being referred to a carers'
organisation as part of her hospital discharge process. In another case, a woman who cared for a
friend (both of whom suffered from mental health problems) was referred to a carers' organisation
following a downturn in her own mental health.
We can see four, sometimes interrelated, factors which drive people towards support from a carers'
organisation and remove barriers to their gaining this support:
•
•
•
•

The needs of the cared for person (especially their health needs) increase
The capacity of the carer reduces (perhaps through ill health of their own)
Carers, through these situations, become aware that carers’ organisations exist and can
offer support
Carers realise, often with support from health professionals, that they no longer have
sufficient resources to support the cared for person. They also realise it would be better for
the cared for person, and sometimes the carer themselves, if more support was in place
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3.1.2 Channels of engagement
The chart below shows the main channels through which carers became involved with carers’
organisations, where carers could clearly identify these.

Channels of engagement
50%
45%
40%
35%
30%
25%
20%
15%
10%
5%
0%
Champion

Social services

Health professional

Directly by CO

Support from the health professional (or sometimes a social worker or similar person) plays a critical
role in referrals, especially if this takes place within a clinical setting. It is as if this ‘third party’ gives
permission or legitimises the request for support. In addition, health and related professionals are in
the position to see carers at the right time, discussing the care of the cared for and the support they
require. In this context, they can see the valuable role that a carers' organisation can play, and
frequently they have the knowledge of what the carers' organisation can offer and can share this
with the carer. Even so, often they will need to encourage carers several times to seek support,
having often to overcome reluctance caused by a sense of duty and pride. Family members also
sometimes played a similar role, giving encouragement and permission, often reinforcing the views
of the health professionals that greater support was needed.
From the carers we spoke to, few self-referred. In addition, very few of the carers we spoke to said
that they should have sought support earlier or wished that they had. The need for support was
very closely linked with a change in health conditions as set out above. From this, we cannot find
patterns in carers’ levels of comfort and confidence in self-referring. However, they did find the
process of engaging with the carers' organisations very straightforward and positive – both their
initial contact and follow-up actions.
We identified 8 respondents who might have been approached by champions, but they (and we)
could not be certain. These were in situations where people said they were approached directly by
the carers’ organisation (so it could have been a champion doing this) or engaged by a health
professional in a situation where we knew that there were ‘champions’ operating (such as Eden

15
Memory services). This illustrates a broader point. It is not always clear to carers exactly where the
first contact comes from. This is particularly so where a carers’ organisation is working very closely
with others such as health professionals, and/or a member of the carers’ organisation team is
located within a health facility.
None of the channels that carers mentioned were electronic – either by telephone, or by seeing
information on websites or social media. As we have mentioned above, some of the techniques
employed in this project to engage carers were relatively unsuccessful and offered very little reward
for the resources deployed. The telephone helpline was very little used. The community clinics (as
opposed to clinics in health settings) were again relatively poorly attended.

3.1.3 View of carers’ organisations
Overwhelmingly, carers views of all of the carers’ organisations were positive. Nearly three quarters
of the carers we spoke to having a positive view, and only one person expressed a negative view of
the organisation and the services they offered. In many cases, carers expressed the view that they
were very grateful that these organisations existed and might be able to offer services in the future –
even if they didn’t need them yet. For others, the support of the organisations had allowed them to
access services that they had not previously been aware of.
Those whose view of the organisations we classified as ‘neutral’ had mostly had a very fleeting
contact with the carers’ organisations – for instance people who had had some contact, but had not
yet accessed any services.

View of the carers' organisation

Positive

Negative

Neutral
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Case Study One – Support for an Eden Carer
David’s wife was diagnosed with dementia about a year ago. He was referred to Eden Carers by
the Memory Clinic at Penrith hospital after accompanying his wife to the clinic. Prior to that, he
was unaware of Eden Carers.
Someone from Eden Carers called David and then visited him at home. They did an assessment of
his needs and, based on that:
•
•
•

Provided him with a Carers’ Emergency Card
Helped him apply for a council tax rebate
Helped him apply for Attendance Allowance (for his wife)

When the Attendance Allowance application ran into difficulties with the Department of Work
and Pensions, Eden Carers were there to help again. “They got it sorted”, said David. “They were
good – very, very good”.
David is very pleased to get the Eden Carers newsletter and is also appreciative of the calls he gets
from Eden Carers from time to time, asking if there is anything he needs.
David said he would be interested in going to events for carers that Eden Carers organise.
Unfortunately, he hasn’t been able to attend any so far. This is largely because he can’t leave his
wife for long – a problem faced by many carers.
Overall, David feels that Eden Carers has been able to provide him with all the support he needs,
and he went on to describe Eden Carers as follows:

“Absolutely superb – they leave no stone unturned”
3.1.4 Timeliness of support
We also discussed with carers whether they had accessed support at the right time for them. For
most people, the support had come at the right time (or in some cases early, since they did not need
services yet). In a few cases, carers said that they wished they had known about the carers’
organisations earlier, or had come to see themselves as ‘carers’ earlier (as opposed to ‘just doing
what family does’). Sometimes it had taken a particular event (such as a change in the carer’s
health) to make clear to them exactly how much they did, and how vital a role they played in the
cared for one’s life.
In many cases, the process of becoming a ‘carer’ is very gradual, especially if the cared-for person
has a chronic condition which deteriorates over time. Professionals in this field might see people as
carers much earlier than the carers do themselves, and will have a language to describe ‘carers’ and
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‘cared-for’ people which the carers simply do not have or use, and do not always recognise. (For
example, some of the people we spoke to assumed that anyone called a carer was an employee of a
domiciliary care agency or other professional).
The important thing is not the point in the caring cycle where carers need support, rather it is the
point in their lives when they connect with a health or social care professional which is more
significant. That tended to be the point at which they became aware of the services that carers'
organisations offered, and that they themselves are ‘carers’, and this then enabled then, often with
support, to approach carers' organisations for help.

3.1.5 Ideas for engaging other carers
We also asked carers whether they had ideas which would enable carers’ organisations to engage
more with potential clients. This included discussion of what would have worked best for them to
find out about carers’ organisations and the support that they provide.
Carers had relatively few ideas as to how carer’s organisations might best engage with other carers,
and their suggestions tended to focus on more information in places like GPs surgeries, or greater
knowledge within the health professional community of the services that were available.

3.1.6 Services accessed
In addition to the assessment (which the organisations are doing not least as it is part of their
contract with the County Council, for whom it is a statutory responsibility), the main services
accessed were around information – and in particular information on benefits. Many carers
mentioned that they were signposted to other organisations to deal with specific, or specialist,
issues.
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Services used
Support from volunteers (drivers etc)
Meeting other carers
Activities or events
Information on benefits
Support producing Power of Attorney
Support (including emotional)
Information
Assessment
0%
Not sure

20%
No

40%

60%

80%

100%

Yes

Case Study Two – A Carlisle Carer supporting his parents
Matt’s father suffers from Post-Traumatic Stress Disorder, and has done for nearly 20 years. For
much of that time, Matt’s mother has been looking after her husband, but now the family feel
that she needs more support. So Matt moved back home a few years ago to “try to help out”.
The family have worked with several groups and third sector organisations, and got to know about
Carlisle Carers by chance – from a conversation with a health care worker.
Matt’s immediate experience of Carlisle Carers was very positive. “They gave more information
about where to get help than even the GPs had been able to give”. He is in contact with them
most months, and has received help on benefits, on Power of Attorney and on wills, and has also
been signposted to other organisations that might help. For Matt, they are one of the few
organisations where “you can sit down and don’t have to explain everything that’s going on.”
Although he did find out about Carlisle Carers through contact with the NHS, he expressed
concern that many GPs did not know about Carlisle Carers, the services they offer and how helpful
that can be. He suggested both more information in local surgeries, and training for GPs and their
colleagues.
His main concern now is the risk of Carlisle Carers losing funding, and has discussed this with other
carers who also have mentioned the stress of this uncertainty.

“It is more like a friendship than a service”
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3.1.7 Gaps in the service
We asked carers if there were any gaps in the service that they could identify. 80% said that there
were not, but some did say that having people being able to sit with the person they care for for
longer periods of time, or to provide respite care so that they could get away for a night, would be
very beneficial. Often there were services that people would like to have accessed, for instance
meeting other carers. But they felt they could not get away from the person they were caring for to
do this. One carer suggested that peer support could be delivered over the internet in a type of
forum.

3.1.8 Likelihood of continued contact
We asked people if they were likely to continue contact with the carers’ organisation, and the results
were as follows:

No - for other reasons

No - no longer a carer

No - all needs have been met

Not sure

Yes
0%

5%

10% 15% 20% 25% 30% 35% 40% 45%

People who said that they were unlikely to have further contact would often say that they didn’t
have time to take up services. Where they were no longer a carer, sometimes the cared for person
had recovered from a serious illness, or had died, or gone into residential care. Some people (11%)
said that all of their needs had been met (for instance they now received all the benefits to which
they were entitled), so they had no further need of contact. The majority of those who were “not
sure” were at the beginning of their caring role – they had often had an assessment, did not
currently require services, and were not sure what they would need in the future.
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Case Study Three – A West Cumbria Carer engaged at the hospital
Steve cares for both of his parents, and has done so for many years. His father lacks mobility, and
has other illnesses which significant impair his ability to look after himself. His mother has
suffered from falls, and a general decline in health, which has led to Steve getting more and more
involved in their care. They neither have any cognitive impairment, but require considerable
support in moving, cleaning, cooking and so on.
He has known about West Cumbria Carers for several years, but his mother has become more ill
and his father went into hospital. There they met someone from West Cumbria Carers on the
ward. A home visit was arranged and an assessment done.
For him, this has “made a world of difference”. The worker from West Cumbria Carers was able to
sort out a carers emergency card, and “put him into the system” for emergency support. Steve
admits that he is “not great with the paperwork”. West Cumbria Carers were able to support him
with an assessment, with emotional support, to apply for Lasting Power of Attorney for both of his
parents, gave him information on the benefits that he and his parents were entitled to, and
helped him to apply.
As well as the practical support, for Steve it is valuable knowing that they are there. There is
nothing further he would want to see from them. In other circumstances, he says, he would take
advantage of some of the social activities, but he has a strong social circle of his own on which he
relies for support and sustenance.
The intervention came at the right time for Steve – linked to his father being in hospital. And the
personal contact was very valuable – rather than seeing leaflets or a website.

“What carers do is incredibly valuable – and the support
that carers’ organisations can offer makes it possible to
keep going”
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3.2

Feedback from champions

We spoke to 8 ‘champions’ in our research:
•
•
•
•
•

1 employer champion
3 who worked for the NHS
1 community champion (a volunteer)
2 pharmacists
One champion who organised a support group for carers of people with mental health
difficulties

As with carers, the champions were generally very positive about their experiences, although one
did say that they had had relatively little contact with the carers’ organisation, and did not recognise
their description as a ‘champion’. On the whole, champions felt that:
•

•

•

•

•

They had a good relationship with their carers’ organisation, including receiving training and
some support. The training had provided new information even to people with considerable
experience in this field, and was valued.
They were able to make a positive difference to carers in their environment, for instance by
encouraging people to self-refer, or sometimes by directly referring them to carers’
organisations (with the permission of the carer), or by directly providing support to carers
(for instance in a group)
Simply signposting was often not enough – they needed to double check that the carers had
actually referred themselves, and would sometimes do it for them at a later date if they had
not done the referral themselves. This was easier to do when the champion was in a clinical
setting, with a health or care related, and regular professional relationship with the carer.
There was scope to extend their work – by recruiting others within their organisations, or
spreading the word to other organisations. There is an aim, for example, to have a carers’
champion on every ward of the Carleton Clinic in Carlisle4
Carers’ organisations can play a valuable role in delivering on the champions’ own
organisational aims – for example supporting people in discharge from hospital to reduce
the likelihood of readmission

One champion had developed their own ‘referral process’. They initially would suggest to a carer
that they contact the carers’ organisation. They would provide leaflets and other literature. They
would then follow this up at subsequent meetings to check whether the carer had referred
themselves, and after two meetings would offer to do this for the carer.

4

The Carleton Clinic provides Hospital Services for people with mental health needs, learning
disabilities and problems with substance misuse
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Case Study Four – Eden Memory Services
Eden Memory Services is part of Cumbria Partnership Foundation NHS Trust. It is located in the
Beacon Unit at Penrith hospital and “provides people who have suspected or existing memory
problems, dementia, or older age related functional mental health needs with specialist
assessment, interventions and treatment.”5
Eden Carers (EC) has an excellent relationship with the Memory Services team – based, in part, on
professional relationships between individual staff that go back nearly 20 years. As a result, the
Memory Services team has been referring carers to EC for many years.
Earlier this year, Jennifer Bell (Trainee Assistant Practitioner and Carer Lead in the Memory
Services team) agreed to become a ‘Champion’ for EC. This began with a two-hour training session
at the EC office, run by the EC Volunteer Coordinator, Susan Coffer. Jennifer described the training
as excellent, saying that despite a long-standing professional interest in supporting carers, “it
covered several issues I hadn’t really thought about previously”.
Becoming a Champion has enhanced the relationship between the Eden Memory Services team
and EC. There is an EC noticeboard at the entrance to the Beacon Unit, which team members help
to keep up-to-date and well stocked with EC ‘business cards’; and all members of the team
routinely refer carers to EC. This involves:
•
•
•

Giving carers information about EC and advising them to contact EC for support
Checking with carers at subsequent meetings to see if they have called EC for support
Calling EC on behalf of carers in cases where carers would like to make contact but
haven’t done so for some reason (eg because they lack the confidence or capacity)

The success of this relationship is reflected in the number of referrals EC gets from the Memory
Services team. We interviewed 16 carers who receive support from EC (chosen at random from all
carers recruited via the Reaching out to Carers project). Of these, 5 (31%) said they were referred
to EC by the Memory Services team. A further 2 said it might have been a referral from Memory
Services and a few more couldn’t remember how they had been referred. So it seems likely that
the Memory Services team accounts for well over a third of all referrals through this project into
EC at present.
Jennifer says the Memory Services team is committed to continuing its work with EC in the future
and is keen to help EC develop relationships and referral pathways with other teams across the
Trust.

Most of the champions had become champions through a personal commitment, and often
supported by life experiences of their own (as a carer) or personal relationships with members of

5

http://www.doscumbria.nhs.uk/services-by-location/eden/item/community-mental-health-older-adults-2copy-copy
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staff at the carers’ organisations. This project has enabled these relationships to be enhanced, for
instance through training and increased face to face contact. They was little evidence of
organisational commitments to joint working at a strategic level. One champion, for example,
reported that their “line manager is the ward manager; she now knows what (the champion) is doing
and is perfectly happy about it”. This was encouraging, but also showed that it was support for the
‘bottom-up’ initiative that the champion had taken, rather than it being part of what the
organisation did as a whole.

3.3

Feedback from those delivering the project

For the three organisations delivering this work, the project must be viewed against the changes and
challenges that they, carers, and all organisations delivering support, whether in the public, private
or third sectors, now face. Austerity is a key issue in social care – with a significant reduction in the
support available for carers from social workers. Austerity has also had an impact on the private and
third sectors – alongside other challenges in delivering social care such as difficulties in recruiting
staff. This has meant that some of the services that have been available in the past are no longer in
a position to reliably provide support, leading to greater demands on carers to manage their own
situations alone. Although there are now statutory requirements to identify carers, provide
assessments and develop support, there are frequently not the resources to deliver that support on
the ground. And, as the population ages in the UK generally and Cumbria in particular, demand
inevitably rises.
At the same time, there are opportunities which stem from changes in the way health and social
care is organised. The new Integrated Care Communities (ICCs) which are rolling out across Cumbria
place a strong emphasis on prevention, on keeping people out of hospital, and on treating people at
home. Partnership working, including working with third sector organisations, is central to the
delivery of these aspirations. ICCs are becoming increasingly significant in the design, delivery and
resourcing of health and social care services across the county. This development is, however,
patchy. In some parts of Cumbria there have been ICC pilots, and those areas are ahead in both
their general development and their engagement with third sector organisations such as carers’
organisations. In other parts of Cumbria, this work is at a much earlier stage, and can be competing
with other NHS changes and initiatives. But where ICCs are already developed, there are good levels
of engagement between them and carers’ organisations, and a recognition of the role that carers’
organisations can play.
The partners in this project have been able to reach out to more carers as a result of this project,
and to do this more proactively. Previously they relied more on self-referrals, on word of mouth and
on more ad hoc referrals from social workers and sometimes from GPs (although a change in GP
funding arrangements means that GPs are no longer so reliably compiling and managing lists of
carers in their practices). This project has enabled the partners to devote more resources, in a more
structured and consistent way, in engagement work – for example working more closely alongside
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staff in the NHS and having a more recognised role in discharge planning from hospital, as well as
developing stronger structures in the community.
Against that background, this project has provided the opportunity to test new techniques, and to
learn valuable lessons. To a great extent the flexibility shown by the funders has helped the partners
to experiment, to be allowed to fail in some areas and succeed in others, and to make changes which
reflected their learning as they went along.
Case Study Five – work on the wards in West Cumberland Hospital
West Cumberland Hospital is a general hospital in Whitehaven providing a 24-hour A&E, a
consultant-led maternity unit and special care baby unit, a range of specialist clinical services and
an outpatients service. It is the main general hospital for the west of Cumbria, primarily serving
the populations of Allerdale and Copeland, and has just over 200 beds.
Within the hospital there is an Emergency Assessment Unit, a ward for people who had had
strokes, a ward for older patients and a ward which offers a ‘step-down’ facility.
As part of the Reaching Out to Carers project, West Cumbria Carers have been working with the
clinical and social work teams at the hospital. Two members of the WCC team have been
attending the hospital every week. They have been able to spend approximately two afternoons
at the hospital, working with the discharge team (which is an interdisciplinary team of social
workers and of NHS staff). Following much discussion, some training and data protection
agreements, the WCC staff have been able to gain access to data on patients whose carers might
benefit from their services.
On the afternoons where a member of the WCC is present in the hospital, they will get lists, from
the discharge team, of people on wards who are likely to be being cared for by relatives at home.
They will then try to visit the carers at visiting time, letting them know about the services that
WCC can offer, and often arranging for follow-up appointments in the carer’s own home.
This is a highly successful method of raising awareness amongst carers (and health and social care
professionals) of the role that a carers’ organisation can play in supporting carers. According to
the WCC team, they can see 8 or 9 carers each week, refer 4 or 5 of these for follow-up
appointments, and typically go on to provide services to 3 or 4 of these people. There are even
times when WCC staff take part in discharge planning meetings.
This approach has had some challenges. It took some time to be accepted by the teams in the
hospital, and even now access to some wards is better than to others. But the main challenge is
simply the volume of carers needing support, and the limited resources of West Cumbria Carers.
They know that they miss many people who would benefit from support – since they can only be
there a couple of afternoons each week, and cannot see every potential client even on those
afternoons. Previously Age UK had a role in the discharge process, and would refer carers to WCC,
but that contract has ended and they are no longer in a position to help.
More resources would allow WCC to build on the relationships they have successfully developed,
and engage and support greater numbers of carers in the area.
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Feedback from the partners suggests that some of the approaches were much more successful than
others. There has been both considerable learning from this and the partners were able to change
approaches. The telephone helpline received very few calls. The partners recognised this and were
able, in discussion with the funder, to move quickly to reallocate resources to other strands of work.
The clinics which took place in community venues again had relatively less success, and again these
were discontinued or changed, and resources moved to where they could be used more effectively.
Partners reported greater success in working with employers – in Carlisle this has resulted in Carlisle
Carers, for example, engaging with 8 new organisations. There is strong commitment in HR teams,
and often at senior level in organisations, to improving workforce management (and not least,
reducing the risk of losing valuable staff) by taking a more supportive approach to carers.
There was broad consensus across the three areas that the most successful approaches came from
close work with people already working to support carers, most notably people working in the NHS.
This covered staff in memory clinics, GPs, pharmacists, occupational therapists and health and social
care staff in discharge teams. Working alongside these professionals has resulted in considerable
numbers of referrals to carers’ organisations through this project.
One of the more striking findings from a review of the numbers of people engaged in this project has
been the underrepresentation of men. Although men make up 42% of carers (according to the latest
census) and the partners usual experience is that they engage with a similar proportion of male
carers in Cumbria, in this project the number of men recruited was significantly lower, at 32%. None
of the partners were able to provide a reason for this – and perhaps it is just a statistical quirk.
Working with partners in health, and the development of a strong ‘cluster’ of activity in Brampton,
has enabled them to engage with people from more rural areas. These people were accessing
services in nearby towns (pharmacies, or GP surgeries, or hospitals) and carers’ organisations were
therefore able to engage with them there.
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Case Study Six – the Brampton Cluster
One of the areas where the Reaching Out to Carers project was most successful has been the
small town of Brampton, northeast of Carlisle.
Brampton is a small market town, about 9 miles from the centre of Carlisle. With a doctors
surgery, a small hospital and a pharmacy, it acts as the ‘service centre’ for health for its population
of just under 5,000, and for the villages in the countryside around.
Nearly one third of the carers recruited under this project in the Carlisle district came from the
Brampton area, making it by far the most successful geographical area for recruitment in any part
of the project area.
They have been able to recruit local volunteers, including some working in health, as champions,
and develop excellent relationships with key people in the area including GPs, Occupational
Therapists working from the local cottage hospital, and pharmacists. They have been able to:
•
•
•

Have a presence at health-related events such as the flu clinic, where carers are able to
get winter flu inoculations free of charge
Work closely with GPs and other health staff to identify carers
Hold clinics at the local surgery for carers. These are held two or three times a month,
and Carlisle Carers are able to dedicate specific times for detailed discussions with carers.
Often the carers are referred to these clinics, and to Carlisle Carers, by people working in
the health sector

Carlisle Carers are beginning to expand the service, for instance they have set up a Brampton
Carers group, and are starting to develop more activity into some of the surrounding villages
For Carlisle Carers, there were a series of factors which lead to this success in the Brampton area:
•
•

•

Commitment and knowledge of many of the towns health professionals – including the
local GPs, the hospital team and the pharmacy
The nature of the town itself – being small enough to have a community feel, for
information to flow easily by word of mouth, and with many people known personally to
the health care professionals. For example, there is only the one pharmacy, so the
pharmacists see everyone who requires a prescription
Having a member of staff dedicating time to working in the area, and developing
relationships

The key lessons for the partners were around:
•

Flexibility. One of the features of this project has been the partners ability to identify what
worked and what didn’t, and make changes quickly in order to maximise the value and
impact of the work. This flexibility allowed them to move away from some of the constraints
of the original plans, with the full support of the funder
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•
•

•

•

Better relationships with health and social care professionals. This has in turn lead to more
productive conversations, and greater confidence in working in this sector
The potential that working with employers can bring. Although this has not resulted in many
referrals, the partners were positive about their work with employers, including the
opportunities to start to change the culture of workplaces
A need to avoid ‘box ticking’ in order to fulfil the demands of a project plan. Although there
was flexibility in the design and delivery of the project, some staff did feel that changes
could have been made even more quickly (for instance not continuing to hold community
clinics that were poorly attended)
This project has demonstrated both the opportunity and the challenge of engaging with key
stakeholders – particularly in health and social care
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4 Conclusions
4.1

On the referral pathway and the support for carers to engage

For most (80%) of the carers we spoke to in this project, the referral was triggered by a change in
health – either the health of the person cared for (69%) or a change in health of the carer
themselves (21%). Frequently an intervention by a third party was central in the referral process.
This could have been a member of staff of the carers’ organisation who saw the carer in hospital, or
at a GP surgery. More frequently it was a health professional who either encouraged the carer to
refer themselves to one of the partners, or who did the referral themselves.
This intervention by a third party can often legitimise the carers’ request for support. Often there is
a sense of pride in people thinking they can cope on their own, a sense of obligation to the person
cared for – for example, thinking that it is a spouse’s or child’s role to look after a loved one, and a
lack of a positive discourse around the benefits and legitimacy of seeking help and support. The
intervention of the third party can give a type of ‘permission’ to the carer, and is often a profound
relief to them. But without this, they may continue to struggle along on their own, with poor results
both for themselves and for the person(s) cared for.
Once that third party is involved, that can give carers reassurance, confidence and often greater
knowledge of the potential benefits of more formally identifying themselves as carers, and accessing
the services that carers’ organisations can provide. Carers were then very positive about these
services, and about the individuals involved in this pathway.
Around the UK, the vast majority of carers do not engage with carers’ organisations (on average
perhaps 10-15% of carers do). For many, they are coping well and do not need support. Others lack
awareness of the services on offer, or feel they should do this on their own. But there is a group
that would benefit from support. Carers’ organisations can increase their chances of engaging with
this group by working as closely as possible with health and social care professionals. This project
has shown that this is a particularly effective approach.
One of the challenges for carers’ organisations are the frequent changes in structures and personnel
in the NHS, social care and other support organisations. The personal relationships that have
developed can then be of little use as new people come in to post, and existing staff have different
responsibilities.
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Case Study Six – An Eden carer referred by Memory Services
Mary’s husband was diagnosed with Alzheimer’s disease about 2 years ago and Mary contacted
Eden Carers (EC) after being referred by his support worker at Eden Memory Services.
A member of staff from EC visited Mary at home to do an assessment of her support needs. She
was very worried about what would happen to her husband if anything happened to her. So, she
was particularly pleased to get a Carer Emergency Card. She was also delighted to get help from
EC on how to use a computer, and appreciates being kept up-to-date by the EC newsletter.
She was offered advice on other matters, such as Attendance Allowance and Power of Attorney,
but didn’t need these as she had already dealt with those matters. She also turned down an offer
to use EC’s ‘sitting service’, because she doesn’t need it at the moment. However, she recognises
that she might need it in the future and is reassured to know it is there as and when the time
comes. She also feels comforted by the fact that someone from EC calls her from time to time to
see how she is doing.
Mary said the people at EC are “very friendly and helpful”. And she added:

“It’s just good to know they are there if you need them.”

4.2

On the methods trialled in this pilot project in engaging carers

This project trialled several methods of engaging with carers, some of which were very successful,
and some less so. The least successful ones were:
•
•

The telephone helpline, which despite considerable promotion and publicity, received very
few calls
The clinics held in community venues, which again were poorly attended

For these methods, our view is that the important role that third parties play in giving people
support and permission to self-identify as carers, and to seek support, is lacking.
More successful was the work with employers, although not necessarily in engaging more carers
directly. However, there is optimism that this work could result in some changes to practices,
attitudes and culture within the workplace, and the encouragement of more carers to apply for
support. Our view is that this remains to be demonstrated, but a good start has been made. But we
recognise that employers can play a vital part in supporting carers, that it can often be in their
interests to do so in order to maintain their workforce, and that, as there are more working carers in
the population, this remains an important area for development.
The success of the champions was patchy, but there were some good results. These were
particularly where the champions were located within organisations already delivering support to
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carers – sometimes volunteers in carers’ organisations, or people working in pharmacies, but most
effectively when they were health professionals who had regular contact with carers at the time
when they were experiencing changes in their health, or the health of the person cared for. In those
circumstances, these champions were able to encourage people to engage with carers’
organisations, follow up with the carer, and sometimes make the referral themselves.
Although the community clinics were not a success, the clinics that took place in venues linked to the
delivery of health services were – for example clinics at GP surgeries. Again, this illustrates the
importance of location and context, of engaging people at a point in their lives where they are most
receptive and where there are other professionals supporting their referrals.

4.3

On project management

One of the great successes of this project was the flexibility that both funders and the teams
delivering the work showed, recognising both challenges and opportunities, and being prepared to
change focus and approaches. They also acted in a timely manner to make these changes, and that
contributed significantly to making better use of resources, to learning more, and ultimately to
better outcomes for carers.

31

5 Recommendations
Our main recommendations are that carers’ organisations should, as far as practicable, focus on
building on the successes of this project, to deepen and develop the relationships formed, to learn
from each other, to share these successes with people working in health and social care so that they
can continue to make a valuable contribution to the lives of carers.
In an ideal world, this further deepening of relationships would involve engagement with senior
managers and decision makers, developing a shared vision for joint working, communicating that
across the health and social care sectors, providing training, reviewing progress, revisiting the issues
with senior managers and so on. To a great extent, the carers’ organisations are already doing this –
at many levels working with staff and managers in health and social care to raise awareness, to
become part of decision making and other processes, and to support the work that is going on
relating to future merging of health and social care provision. They aim to continue this work
flexibly and responsively, maintaining as high a profile as possible, and engaging with key
stakeholders, so that they can ensure that they can support their client group through the changes
that are taking place.
But there are many barriers in the way of this – frequent changes in personnel, the general difficulty
that third sector organisations often find in engaging with people working in the NHS, and the sheer
size and complexity of the social care sector. There are opportunities to work with some of the new
structures that are being developed to integrate health and social care, but these are still work in
progress, and are likely to remain so for some time. We would, however, suggest that the following
actions be taken, to build on the successes and learning from this present project, and specifically
emerging from our research and findings:
1. Closer working with the health sector:
a. Write a communications plan for the carers’ organisations across Cumbria which
should highlight some of the successes from this Reaching Out to Carers project, and
demonstrate their effectiveness. NHS and Social Care staff are a key audience for
this communication. The messages should focus on what is meaningful for staff in
the NHS and social care (successful discharge, better health outcomes for carers and
those cared for etc)
b. Offer training, in NHS facilities to make it easy to attend, to health service staff. This
should build on the success of this project, provide information on what the carers’
organisations can do, the services they provide, how that offers better outcomes for
patients
c. Identify, working alongside health and social care professionals, opportunities to
engage with carers (for instance at regular check-ups for patients, where the carer
could meet a representative of a carers’ organisation while the patient is with the
doctor, or at winter flu jab sessions and so on)
d. Identify, through the training, champions at all levels, and provide them with regular
support and feedback
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2. Build on the success of the cluster work that has taken place in Brampton in towns of a
similar size, and particularly in towns which act as service centres for rural areas. Initially
this could be a town in each district – where there is a close-knit community, where there is
support from key people, and where services are concentrated (one GP practice, one or two
pharmacies, a well-used community centre or similar venue, perhaps a local ‘cottage’
hospital and so on)
3. More generally, continue to allocate resources to the most successful elements of this
project (the work in hospitals, champions within health services, the work in Brampton) to
ensure that key relationships are sustained, and so that these continue to act as exemplar
projects
4. In future projects, ensure that relationships are developed with funders which allow for
changing project approaches, or even outcomes. This could involve regular reviews and
discussions with funders so that the best value for money and effectiveness can be achieved,
and that approaches which are less fruitful are not continued.
Although, in this project, the bulk of the referrals have come through the health service, this need
not be the only avenue. There is scope to explore the potential to work further with Social Care
(particularly, as illustrated in the work done at West Cumberland, in the discharge team) but also
with other agencies (such as the Department for Work and Pensions, who might signpost people
claiming Carers or Attendance allowance), and other third sector organisations (for instance those
with a particular role in supporting people with specific conditions such as Parkinson’s or Alzheimer’s
and so on).
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Appendix One – interview template for carers
Name
Which carers’ organisation
Interviewer
Date

This is not a standard evaluation where we are looking at the success or
otherwise of a project as a whole. The aims of this are to:
•

Objectives of
the evaluation
•
•

Purpose of
interview

Form a detailed picture of the referral pathway that carers most commonly
take to the carers’ organisations, when not referred directly by another
agency. The picture should include when in the cycle of their caring role
(beginning, at a crisis point or towards the end) they made contact, events or
circumstances that triggered the contact, their need for direct support from
staff to encourage a referral and information about the level of comfort and
confidence they felt in self-referring
Evaluate the effectiveness of the methods delivered through the Big Lottery
Project and their ability to reach out to carers not previously known to the
carers’ organisations
Use the information gathered to recommend effective models for carer’s
organisations to reach out to carers

•

Support the three organisations to further develop these models in a way
that responds to their particular needs and characteristics of their localities

•

To learn from carers:
o Why they contacted the carers’ organisations
o How they did this
o What they got from the contact
o How the contact was handled
o What services the organisation(s) delivered and how carers felt
about these
o Whether there were any gaps/deficiencies in the provision of
services
o Ideas for reaching other carers
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Topic

Answer(s)

1) About you – can you tell us a little about how you first
contacted the carers’ organisation (CO):
a. How did you find out about them?
b. What were you looking for from them?
c. Who are you caring for, and what does that
involve (hours, type of care etc?
2) Did you contact the organisation when you were new to
caring, or there was a diagnosis and someone directed
you, or when you felt you could no longer cope or
needed support. Was this linked to discharge from
hospital?
3) Can you describe the first contact with the CO? Was it
via a ‘champion’, or an event, or through work or some
other way? Were they friendly, professional, responsive
to your needs etc?
4) What
Assessment
services have
you received Information
from the CO?
Support (including emotional)
(Code
afterwards)
Support producing Power of
Attorney

•

•

•

•

Information on benefits
Activities or events
Meeting other carers
Support from volunteers
(drivers, befriending, sitting etc)
5) Overall, how would you rate your first contacts with the
CO? Did you get what you needed? Are you likely to
continue contact with them?
6) If you were a carer for some time and have only
contacted the CO recently, why the delay? And do you
think it would have been better if you had contacted
them before?
7) Were there things that you would have liked the CO to
do that they didn’t?

•
•

•
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Topic

Answer(s)

8) From your experience, what is the best way for COs to
make themselves known to carers, and support them?
What would have worked for you in the past?
9) Any other comments
10) Can we use you as a case study

•

Thank you

•
•
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Appendix Two – interview template for champions
Name
Which carers organisation
Interviewer
Date

This is not a standard evaluation where we are looking at the success or
otherwise of a project as a whole. The aims of this are to:
•

Objectives of
the evaluation
•
•

Purpose of
interview

Form a detailed picture of the referral pathway that carers most commonly
take to the carers’ organisations, when not referred directly by another
agency. The picture should include when in the cycle of their caring role
(beginning, at a crisis point or towards the end) they made contact, events or
circumstances that triggered the contact, their need for direct support from
staff to encourage a referral and information about the level of comfort and
confidence they felt in self-referring
Evaluate the effectiveness of the methods delivered through the Big Lottery
Project and their ability to reach out to carers not previously known to the
carer’s organisations
Use the information gathered to recommend effective models for carers’
organisations to reach out to carers

•

Support the three organisations to further develop these models in a way
that responds to their particular needs and characteristics of their localities

•

To learn from champions:
o Why they got involved with the carers’ organisations
o How they did this
o What they have achieved
o How they were supported
o Whether they will continue
o Improvements
o Ideas for engaging other champions

Topic

Answer(s)

1) About you – can you tell us a little about how you first
came into contact with the carers’ organisation (CO) –
either as a carer or as a champion

•
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Topic

Answer(s)

2) (For ‘professional’ champions) What issues (if any) is
your organisation seeking to address by being involved
with COs?
3) What is involved in being a ‘champion’?
4) What training and support did you get/are you getting?
5) What have you been able to do as a champion? How
many people have you been able to refer?
6) Are you likely to continue with this?
7) Can you identify any ways in which your experience
could be improved on? What were the best things?
8) Ideas for engaging other champions?
9) Any other comments

•

Thank you

•
•
•
•
•
•
•
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Appendix Three – interview template for carers’
organisations’ managers
Interviewee
Position
Organisation
Phone
Email
Interviewer
Date

This is not a standard evaluation where we are looking at the success or
otherwise of a project as a whole. The aims of this are to:
•

Objectives of
the evaluation
•
•

Purpose of
interview

Process

Form a detailed picture of the referral pathway that carers most commonly
take to the carers’ organisations, when not referred directly by another
agency. The picture should include when in the cycle of their caring role
(beginning, at a crisis point or towards the end) they made contact, events or
circumstances that triggered the contact, their need for direct support from
staff to encourage a referral and information about the level of comfort and
confidence they felt in self-referring
Evaluate the effectiveness of the methods delivered through the Big Lottery
Project and their ability to reach out to carers not previously known to the
carers’ organisations
Use the information gathered to recommend effective models for carers’
organisations to reach out to carers

•

Support the three organisations to further develop these models in a way
that responds to their particular needs and characteristics of their localities

•

To gain background information from managers on their organisations, the
project, its aims and the gaps it was intending to address
To discuss what worked well, and less well, and why
To explore learning and potential future models
To discuss the capacity and capabilities of their organisation to take
advantage of opportunities and lessons learned
Draft interview notes to be sent to interviewee, giving interviewee
opportunity to correct errors and omissions, and add further thoughts

•
•
•
•
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•
•
•

Information from interviews to be used anonymously when we write our
report
Interview notes remain confidential to interviewee – they will not be shown
to anyone else, and will not be included in any of our reports
We are producing a draft report by early December, and then there will be a
consultation workshop to discuss the findings and inform the final report

Questions

Answer(s)

1) Background – what part have you played in the project?
2) Are there significant changes to the context for carers which have taken place
over the lifetime of this project, or which are now anticipated, we should be
aware of (for instance the Care Act, reduction in social services budgets, more
carers etc)
3) Before this project, what did your organisation do to recruit carers? How
effective was this?
4) What do you think that carers are seeking when they ask for support? To what
extent is your organisation able to deliver this?
5) In your view, what gaps was the project trying to plug in what you do or did?
6) Which elements of the project were most effective and why? Can we talk about
the areas that you lead on, and then the others:
a. Telephone helpline
b. Clinics
c. Champions/volunteers
d. Other (to replace helpline)
7) Which of the approaches was most successful, and why, in:
a. Engaging with carers
b. Accurately identifying service users’ needs
c. Retaining carers
8) Why do you think there were fewer men involved in the project? (25% compared
to a male UK carer population of 42% - is this typical of your service users or
other organisations’ service users)
9) Were different channels more or less successful in engaging particular
demographic groups?
10) Do you think you were able to address the challenges of rural isolation? How?
11) In your organisation, is recruitment/engagement of carers adequately supported
by:
a. Managers and trustees
b. Processes
c. Use of management info
d. Marketing and other materials
e. Staff
f. Volunteers

•
•

•
•
•
•

•

•
•
•
•
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Questions

12)

13)
14)
15)

Answer(s)

g. Partnerships and relationships with others such as social care or health
professionals, hospices and more
h. Clear strategy, and goals or targets
What have you learned from your involvement in this project? Are there things
you would do differently now to engage with and recruit carers? What would be
the optimum ‘offer’ to carers?
What would you do again, and why? What differently?
To what extent does your organisation need to change to enable it to engage
more with carers and deliver on any lessons learned? How might this be done?
Did working in partnership help? How? Can this be repeated if so, or could it be
improved?

Thank you

•
•
•
•
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Appendix Four – interview template for carers’
organisations’ staff teams
Interviewee
Position
Organisation
Phone
Email
Interviewer
Date

This is not a standard evaluation where we are looking at the success or
otherwise of a project as a whole. The aims of this are to:
•

Objectives of
the evaluation
•
•

Purpose of
interview

•

Support the three organisations to further develop these models in a way
that responds to their particular needs and characteristics of their localities

•

To gain background information from staff on their organisations, the
project, its aims and the gaps it was intending to address
To discuss what worked well, and less well, and why
To explore learning and potential future models
To discuss what might need to change to deliver these models of carer
engagement
Draft interview notes to be sent to interviewee, giving interviewee
opportunity to correct errors and omissions, and add further thoughts
Information from interviews to be used anonymously when we write our
report

•
•
•
•

Process

Form a detailed picture of the referral pathway that carers most commonly
take to the carers’ organisations, when not referred directly by another
agency. The picture should include when in the cycle of their caring role
(beginning, at a crisis point or towards the end) they made contact, events or
circumstances that triggered the contact, their need for direct support from
staff to encourage a referral and information about the level of comfort and
confidence they felt in self-referring
Evaluate the effectiveness of the methods delivered through the Big Lottery
Project and their ability to reach out to carers not previously known to the
carer’s organisations
Use the information gathered to recommend effective models for carers’
organisations to reach out to carers

•
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•
•

Interview notes remain confidential to interviewee – they will not be shown
to anyone else, and will not be included in any of our reports
We are producing a draft report by early December, and then there will be a
consultation workshop to discuss the findings and inform the final report

Questions

Answer(s)

1) Background – what is your role in the organisation and specifically what part
have you played in the project?
2) Before this project, what did your organisation do to recruit carers? How
effective was this?
3) What do you think that carers are seeking when they ask for support? To what
extent is your organisation able to deliver this?
4) Which elements of the project were most effective and why? Can we talk about
the areas that you lead on, and then the others:
a. Telephone helpline
b. Clinics
c. Champions/volunteers
d. Other (to replace helpline)
5) Which of the approaches was most successful in:
a. Engaging with carers
b. Accurately identifying service users’ needs
c. Retaining carers
6) Why do you think there were fewer men involved in the project? (25% compared
to a male UK carer population of 42% - is this typical of your service users or
other organisations’ service users)
7) Do you think you were able to address the challenges of rural isolation? How?
8) Outside of this project, how effective is your organisation at recruiting carers?
9) What have you learned from your involvement in this project? Are there things
you would do differently now to engage with and recruit carers? What would be
the optimum ‘offer’ to carers?
10) To what extent does your organisation need to change to enable it to engage
more with carers and deliver on any lessons learned? What are these changes?
How might this be done?
11) Any other comments?

•

Thank you

•
•
•

•

•
•
•
•
•
•

