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Executive Summary
During early 2015 Lincolnshire County Council commissioned Lincolnshire
Carers and Young Carers Partnership (LCYCP) to undertake the Older Carers
Project. The project provided support for carers over the age of 55 who had
grown up children with learning disabilities to produce contingency and future
care plans. The aim of this was to ensure that when the carers could no longer
continue in their caring role, sufficient plans were in place to avoid a crisis where
their son or daughter may be forced into residential care causing unnecessary
stress and expense. This evaluation talked to carers who had received support
about their experience of the project.

A total of 12 semi structured interviews were conducted with service users about
the support they had received from the Older Carers Project, the future planning
they had undertaken and any benefits of the intervention. This enabled any
strengths and weaknesses occurring across the initiative to be identified and
recommendations for future interventions to be provided.
The evaluation found that the Older Carers Project had been a very successful
project in helping carers set up emergency and future plans. The participants all
held the support they had received from project support workers in high regard
and valued having a service aimed at themselves rather than their sons or
daughters. They talked positively about the flexibility of the support, the role and
knowledge of the project support workers and the delivery of the project by a third
sector organisation. In some cases the project had highlighted benefits and
support that the carers did not know they were entitled to. Further work was
required to ensure that project plans were shared and that the cared for person
was included in any discussions where appropriate.

Overall the preparation of plans for the future had enabled carers to feel more
settled and positive about the future for themselves and the future care their son
or daughter may receive.

The University of Lincoln

4

Evaluation of the Older Carers Project

Contents

Page No.

1.0

Introduction

7

2.0

Methodology

10

2.1

Ethical approval and data sharing agreements

10

2.2

In depth interviews

10

2.2.1

Designing the topic guide

11

2.2.2

Collecting the qualitative data

11

3.0

Results

13

3.1

Initial contact with the Older Carers Project

15

3.2

Overview of the support received

16

3.2.1

Flexibility of support

16

3.2.2

Focus on the carer

17

Accessing services and resources

18

3.3.1

Emergency planning

19

3.3.2

Future Care Plans

19

3.3.3

Additional funding – respite and benefits

21

3.3.4

Signposting to other services and support

22

3.3

3.4

3.5

4.0

Benefits to carers of the support received

22

3.4.1

Isolation

23

3.4.2

Future support

23

3.4.3

Benefits of having a plan

24

Links to Adult Care Services

24

Discussion

26

4.1

Limitations of the evaluation

26

4.2

Discussion and recommendations

26

4.2.1

Recruiting carers to the project

27

4.2.2

Caring for the carer

28

4.2.3

Age of the carer and cared for

28

The University of Lincoln

5

Evaluation of the Older Carers Project

4.3

4.2.4

Flexibility of support

4.2.5

Role and knowledge of the project support worker 29

4.2.6

Continuous care and support

30

4.2.7

Sharing plans

31

4.2.8

Delivery by a third sector organisation

32

4.2.9

Meeting the person cared for

32

Conclusions

29

33

Appendix 1: Ethics application and approval letter

34

Appendix 2: Interview topic guide

40

Appendix 3: Participant information sheet and consent form 42
Appendix 4: Letter and Frequently Asked Questions Sheet used
by LCYCP to introduce the project to carers

The University of Lincoln

45

6

Evaluation of the Older Carers Project

1.0 Introduction
The 2011 Census reported that there are 79,000 carers across Lincolnshire who
provide unpaid support to help families and friends to live at home. Of these
10.5% (8,300 carers) are providing over 50 hours care a week and aged 65 and
over. Many of these are likely to be caring for their elderly partner, but for some
their caring role will be for an adult son or daughter with a learning disability and,
as the population ages and those that have a learning disability live longer, the
number of carers falling into this category is likely to increase.

A high proportion of these older carers may themselves have a chronic illness,
disability or health problems which can be exacerbated by a lack of appropriate
respite care or support. They are often socially isolated because of the
constraints imposed by the caring role and, over time, both the needs of the
cared for and the carer will increase. Without additional support it may become
increasingly difficult for individuals to cope with the demands of looking after an
adult with learning disabilities within the home and additional pressures may lead
to increases in maintenance costs as well as unplanned and unwanted
residential care and hospital admissions.

In acknowledgement of the particular difficulties facing older carers, Lincolnshire
County Council (LCC) secured funding from the Better Care Fund to look at how
it supports older carers who are looking after someone with a learning disability in
their home. The objective of the project was to alleviate, or delay, a break down
in informal caring relationships by targeting proactive, preventative support at
carers who are particularly at risk of breakdown and ensure peace of mind for
families by putting contingency plans in place. In order to achieve this the project
took an holistic approach examining the whole family and wider support network.
It looked at putting carers assessments and emergency plans into place and
talked about planning for the future.

During early 2015 Lincolnshire County Council commissioned Lincolnshire
Carers and Young Carers Partnership (LCYCP) to undertake the Older Carers
Project. The project initially aimed to provide support for older carers over the
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age of 75, although this was subsequently widened to include all carers over the
age of 55 who had grown up children with learning disabilities. The project aimed
to:

Ensure older carers are known to LCC to maintain their mental and physical
health and wellbeing and thereby continue in their caring role.



Alleviate or delay a breakdown in caring relationships and lessen the need
for or risk of increased social care maintenance services or health services.

Phase 1 of the programme aimed to understand the needs of older carers and
identify the resources and support available for them. As a result of this work
LCYCP developed a Carers Community Support Directory along with a Planning
for the Future Toolkit. Both of these were used by project support workers during
Phase 2 to enable them to help carers develop a contingency plan for short term
care and a future care plan for when the carer decides they can no longer care.
As part of the support provided, Carers were referred for Carers Assessments, to
the Carers Emergency Response Scheme (CERS), signposting local support
available, discussing in detail housing and support options as well as signposting
for wills, trusts and powers of attorney.

During 2015 the Older Carers Project steering group approached the University of
Lincoln to undertake an evaluation of Phase 2 of the programme to independently
assess whether carers felt there had been an improvement in their circumstances
due to being involved in the project. The evaluation commenced during June 2016
with this final report complete by September 2016.

Following the completion of this evaluation Lincolnshire Carers and Young Carers
Partnership (LCYCP) re-branded and changed their name to Every-One. However,
throughout this report they are referred to by their original name of Lincolnshire
Carers and Young Carers Partnership which was used at the time of the project.

Lincolnshire Carers & Young Carers Partnership (LCYCP) had a strong
background in supporting unpaid family carers at strategic and operational levels
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through being the trusted advisor to Lincolnshire County Council on carers
services, delivery of carers information services and a wide range of projects. On
that basis LCYCP were commissioned to deliver the Older Carers Project.

Every-One is a Lincolnshire based social enterprise and registered charity, that
aims to work inclusively with everyone, to ensure that every one carer and people
that are cared for, are at the centre of their own wellbeing. Every-One does that
by developing and delivering a range of person-centred services and projects
that work towards ‘making wellbeing personal’.
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2.0 Methodology
2.1 Ethical approval and data sharing agreements
An ethics application was made on to the School of Health and Social Care
Ethics Committee on the 28th May 2015. This was approved on the 18th June
2015. Copies of the application and approval letter are included in Appendix 1.
This application included copies of the Participant Information Sheet and consent
form.
Following approval by the School of Health and Social Care Ethics Committee an
application to carry out the evaluation was also made by Lincolnshire Adult Care
to their Research Governance Panel. This explained why the evaluation was
required, how it was being undertaken and any issues that needed to be
considered such as data protection. The application was made on the 24th July
2015 and agreed by the Research Governance Panel.
In addition to the ethical approval a data sharing agreement was also set up
between Lincolnshire County Council (LCC), Lincolnshire Carers and Young
Carers Partnership (LCYCP), County Carers and the University of Lincoln. This
outlined a framework for partners to share personal data and regulate working
practices. The agreement was initially set up on 26th July 2015 and subsequently
updated as required.
Due to their length copies of the application to the County Council’s Research
Governance Panel and the data sharing agreement are available on request.

2.2 In-depth interviews
In order to accommodate older carers and obtain as much information about the
participants’ experiences as possible it was decided to use semi structured indepth interviews. The aim of these interviews was to explore the views of those
carers receiving support from the Older Carers Project covering a range of topics.

The University of Lincoln
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2.2.1 Designing the topic guide
An in-depth topic guide was developed specifically for the interviews in this study
in conjunction with comments from the Steering Group. The topic guide aimed to
examine:


How and why the carer had become involved in the project



What the carer’s experience of the project had been



What services and resources had been discussed including the creation
of emergency and future plans



What changes had occurred due to the project intervention



Any benefits to the carer of the support received.

A full copy of the topic guide is shown in Appendix 2.

2.2.2 Collecting the qualitative data
A total of 92 carers received support and all of these were invited to take part in
the evaluation research by an LCYCP project support worker on behalf of the
evaluation team. Only carers who had received support from a project support
worker and completed their future plans were interviewed during the evaluation.
All carers were aged over 55 and were currently caring for a son or daughter with
learning disabilities. Only one of these sons did not still live at home. At the time
of the invitation carers who agreed to take part were provided with a letter from
LCYCP introducing the evaluation and providing further information. The carer’s
details were then passed to the evaluation team who contacted them by
telephone to agree a suitable time and date for an interview. A total of 24 carer’s
contact details were passed to the evaluation team. Those contacted were
randomly selected from the list and a total of 15 were spoken to, of which 12
agreed to an interview. Interviews took place between the 21st June and 13th July
2016.
Prior to the interview participants were reassured that their participation was
voluntary, results would be anonymous and that they were able to withdraw at
any stage if they wished to do so. They were then asked to read and sign a
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consent form (Appendix 3). Interviews all took place in the carer’s home and
lasted up to 1 hour 20 minutes of which between 20 and 50 minutes was digitally
recorded.
The digital recordings were transcribed, assigned unique ID codes and any
personal information removed.
Interviews were independently read by two members of the research team,
analysed using the established framework method (Ritchie and Spencer 1994)
and processed using the software package NVivo 11.

The University of Lincoln
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3.0 Results
A total of 12 carers who had received support from the Older Carers Project were
interviewed during this evaluation. Participants were recruited from across
Lincolnshire, however the names provided, and therefore the sample taken, were
biased towards residents in the south and west of the county as shown in Figure
1. This was primarily due to the number of referrals received from practitioners in
different areas of the county.
Figure 1. Locations of participants and sample
Number of carers
District

Details provided

Random sample

Boston

0

0

East Lindsey

1

0

Lincoln

4

2

North Kesteven

0

0

South Holland

4

2

South Kesteven

9

5

West Lindsey

6

3

11 out of the 12 respondents were the mother of the disabled son or daughter
who was interviewed, with the remaining respondent being the father. In two
cases another close family member was also present during the interview (one
husband and one daughter). Carers ranged in age from 57 to 78 (mean 66) with
sons or daughters between 22 and 52 (mean 36.5). In some cases the disabled
person was not the parents only caring responsibility. Two respondents had an
additional disabled son or daughter living away from home, one cared for an
elderly parent within their home and others also provided care and support for a
disabled spouse or additional young child. This is summarised in Figure 2.
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Figure 2. Details of carers interviewed and age of son or daughter
Carer

Age of main
carers

Age of son or
daughter

01

66

39

02

72

51

Son

03

62

25

Son

04

58/70*

23

Son

05

67

38

Son

06

78

52

Son - living independently

Caring responsibilities
2 disabled sons - one with foster
family

2 disabled sons - one living
07

69

38

independently - and elderly
mother

08

61

42

Son and disabled husband

09

57

23

Son and disabled husband

10

66

22

Daughter

11

69

40

Son

12

65

45

Daughter and young son age 6

Average ages

66

36.5

*Mother 58 and father 70 – both involved in care and present for interview

Carers were also asked about their own health. The majority reported some
degree of ill health ranging from having survived heart attacks or cancer to
ongoing conditions such as arthritis which may have a long term impact on their
caring ability.
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3.1 Initial contact with the Older Carers Project
The majority of carers had got involved with the Older Carers Project following a
telephone call or letter directly from the LCYCP. In two cases the carer had been
referred to the project by the wellbeing service or their Adult Social Care
Practitioner and in just one case the carer had been proactive in contacting the
project following the involvement of one of her friends.

For most carers this was the first time they had been offered any support aimed
at themselves rather than their son or daughter. A number of carers stated that
following the initial contact with the LCYCP they didn’t really know what the
project was about and certainly had little understanding that it would focus on
helping them develop care plans in case of an emergency or for the future.
I didn’t know what to expect. You only get a brief description of what it
was. (Carer 9)
No, didn’t really know what was involved. Just thought she was coming to
talk to me about what it was like caring. (Carer 11)
We weren’t really sure actually. We thought it was probably like a survey,
asking similar questions to Social Services. But we weren’t really sure at
all. (Carer 3)

Most carers had therefore agreed to take part simply to find out what additional
support may be available to them and highlighted that it was difficult to find
information, or that they simply didn’t have time to look for it as they were busy
caring.

I thought it might help me. Anything going, you know. (Carer 2)
Just to see if there was anything that we could benefit from….. Because
nobody tells you what’s out there. And when you don’t have a lot of time
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to sit and play with computers and read endless pieces of paper you don’t
know what is out there. (Carer 7)

3.2 Overview of the support received
Respondents were very positive about the support they had received during the
Older Carers Project both with respect to the project support workers and the
information provided. All those interviewed highlighted the personal approach
that the project support workers had taken and talked very positively about their
skills and personal attributes. These are discussed in more detail below.

3.2.1 Flexibility of support
The aim of the project was to offer support to carers to produce contingency and
future plans and the number, and length, of visits were not fixed. It therefore
varied depending on a number of factors including the emotional needs of the
carer, their ability to absorb information and their current situation with regards to
future planning. The majority of carers received 3 or 4 visits, however one
reported that she had received 2 visits and another that she had received 8 or 9.
On average carers reported that the visits lasted approximately an hour, although
again this varied and often depended on the type of support required and the
needs of the carer. In one case the carer reported her second visit had been just
half an hour to finish forms off, but in other cases carers reported that the project
support worker had stayed “quite a long time” or “as long as you wanted”, but
were unable to quantify the length of time.

Carers welcomed the flexibility to choose when visits took place as well as their
duration. Some carers needed time between visits to carry out any actions
required or simply to think about the decisions they were making and discuss
them with relatives. When they had requested more time between visits this had
been accommodated by the project support worker.

It was difficult to make that decision. And [project support worker] did help
me with it because she said think about it and next time I come…it wasn’t
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just an instant decision. She gave me time to think about it and talk to
[husband] about it. (Carer 8)

For other carers it was difficult to plan in advance due to their caring roles and
they had found it easy to cancel or change appointments if required.

And I had to cancel but because we had each others mobile it was easy
to cancel anyway. It was very flexible. (Carer 9)

3.2.2 Focus on the carer
It was evident from carers that they valued the service being focused on their
needs rather than the needs of the cared for person and in the majority of cases
they had not received a service like this before.
It’s nice to see because usually carers get forgotten don’t they? (Carer 11)
We’d never done anything like this before. It was always [son’s name]’s
needs but this time it was our needs. (Carer 4)
I’m used to paddling on my own. I’ve very rarely been offered any help at
all. (Carer 6)

Carers also valued the opportunity to build a relationship with the individual
project support worker and all were very complimentary about the worker who
had visited them. The suggestions and recommendations made by the project
support worker had not always led to an increase in resources for the carer, but
in all cases there appeared to be a developing relationship where the carer felt
supported and listened to. In some cases project support workers had also
discussed their roles as carers which was mentioned as a positive by a number
of the carers interviewed.
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It just meant so much to me and my family. There is something out there.
You’re not left with nothing or nowhere to go. I know now if I get
desperate I can pick the phone up. (Carer 8)

It was all done very professionally. [project support worker] was very good
at her job. She didn’t make you feel like she was intruding. The way she
asked questions, she gave you the option if you didn’t want. Very friendly
and caring. The fact that she has a daughter with epilepsy. She knows
what it’s like. (Carer 11)

Despite the focus on the carer the project support worker also met the cared for
person in the majority of cases, however none were involved in any of the
discussions that took place regarding their future. In some cases it had not been
possible for the project support worker to meet the cared for person as they were
at a day centre or other respite care during visits.

3.3 Accessing services and resources
Respondents talked about a wide range of services and resources which they
had discussed with the project support worker. Some of these were concerned
with long term future planning whilst others provided a contingency for
emergency care if required or were simply support services the carer was
unaware of.

A number of carers talked about the lack of support they had received in the past
and their difficulties in accessing services. In some cases this was due to the fact
that carers received very little information and were therefore unaware of what
services and support were available to them rather than the services just not
being there.
It’s alright making sure the services are there. But if people don’t know
about the services how can they access them? It is getting knowledge to
people who are carers. (Carer 10)
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3.3.1 Emergency planning
A number of respondents had been able to develop a Carers Emergency
Response Plan which they did not have in place before. This service, run by
Carers Connect through Lincolnshire County Council, helps carers organise what
would happen to the cared for person in case of an emergency. These details are
registered and the carer receives a Carers Identification and Emergency key fob
which they can carry at all times. On this fob are a unique identification number
and a 24 hour emergency phone number so that the plan can be activated if
necessary. A number of carers highlighted their concerns about what would
happen to their son or daughter should they be involved in an accident or unable
to look after them due to an emergency. Five of the carers interviewed mentioned
that they had been unaware of this scheme, but had been able to register since
talking with the project support worker and one other carer had been prompted to
update their emergency care plan with current information.
The main thing for me was the emergency response thing. Which I think
was brilliant. I’ve always said when we’ve been out what would we do if
we had an accident. What do we do with him. (Carer 4)

3.3.2 Future care plan
All carers had talked about future care plans with the project support worker. A
number of carers implied that they had given some previous thought to planning
for the future, however in most cases they hadn’t made any specific plans and
the visits from the project support worker were the motivation they needed to
start the process.

We had thought about it because we are early sixties now. You have to
start thinking about things like that don’t you? (Carer 3)
It was a nice gentle push because it was like ‘next week I expect you to
have started it!’. I don’t think we would have got round to it otherwise. Not
that quickly. (Carer 4)
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Pleased because it’s forced me to update the care plan. It’s one of those
things you say you’re going to get round to doing and never do so really
helpful in that way. (Carer 9)
Only one carer stated that she “didn’t really want to think about”, but even she
had benefited from organising an emergency card and was aware that the project
support worker had filled in a future plan although she wasn’t sure who had
copies of it.

One of the hardest decisions for carers to make is who will look after their son or
daughter when they are no longer able to. Some carers had other sons or
daughters who were willing to take on this role and be named in the long term
plan, but in other cases the project support worker had been able to help carers
identify appropriate future care. Some carers reported that the project support
worker had provided them with details about suitable care homes which they had
not had before and one stated they had been able to visit these homes and give
two suggestions on their future plan. Another carer had made the decision that
they would prefer their son to live with a foster family which was an option they
had not been aware of prior to this project.

In addition to considering where their son or daughter would live, discussions
about the future had also considered setting up wills and obtaining power of
attorney. Where required the project support worker had been able to provide
details of solicitors who were experts in this area.

I told her that we had been talking about it at Christmas that we must
make wills because we kept putting it off. And she gave me a name. I got
in touch with [solicitor’s name] and I’ve now done that. (Carer 11)

In one case discussions around these topics had led to the conclusion that the
carer and their long term partner needed to get married to secure the future of
their disabled daughter.
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Despite meeting the project support worker, and often being happy with the
service they had received, a small number of carers implied that they still did not
have a formalised plan that they felt totally comfortable with. In one case the
carer was concerned about her daughter offering to take on future care and
worried about whether this would work due to sibling relationships and poor
health. Another carer stated that the health of her son was changing and in the
future he may need additional care. She had made a plan, but was frustrated that
she was unable to take any future additional needs into account within it.
We did agree that if anything happened to me and [son’s] dad, my
daughter would look after [son] but in retrospect it may not be a good idea
because she has mental health problems. I do worry about that because I
don’t know how she’d cope sometimes. They are just like brother and
sister; they rub each other up the wrong way. (Carer 1)
He isn’t as bright as he was and my concern was what was going to
happen to him as he needs more care. And the young lady and I
investigated all avenues and there is absolutely nothing you can do. You
can’t make any provisions. It depends how [son] progresses. It’s a case of
‘Well if he needs extra care, we’ll put extra care in’. (Carer 6)

Although the majority of carers had made detailed future care plans with the
project support worker some were unsure who now had access to these plans
and what had happened to them. In other cases the plans had been stored away
and carers had not shared them with anyone, even those named within it.
I don’t know where the information that she’s got goes to. But hopefully it
is in the system somewhere. (Carer 11)

3.3.3 Additional funding – respite and benefits
In a number of cases the project support worker had talked through whether the
carer was entitled to additional benefits or funding for respite care. In some cases
such appeals for more support had been unsuccessful, but in some cases
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additional support had been obtained. For example one carer, who currently had
no formal respite, talked about receiving some funding from Carers Connect
which would enable her to either take her son away for a weekend or give her
and her husband the opportunity to spend some quality time together. Another
had been put in touch with Age Concern who had been able to help her claim
some additional benefits as she recently been forced to retire on the grounds of ill
health.

3.3.4 Signposting to other services and support
In a number of cases the project support worker had been able to advise on
additional services and support which the carers were unaware of. This included
providing details for clubs and organisations such as the Pendrels Trust, Liaise
(SEND Advice and Support in Lincolnshire), Carers First and Voice (to help with
form filling) as well as suggesting additional support may be available from Social
Services.
It did give us access to the care we needed. Support we needed. Things
we needed. Like physiotherapy. And speech and language. Because this
was suggested, I was then able to get in touch with the social worker as
ask for speech and language (Carer 10)

Project support workers generally appeared to be knowledgeable about the
services and resources they were talking about although in one case the carers
mentioned that the project support worker had been unaware of the day centre
their son was at and in another case the project support worker had suggested
applying for benefits for which the carer was not eligible.

3.4 Benefits to carers of the support received
Carers generally talked positively about the support they had received and the
majority were able to identify clear benefits. For some this was around simply
receiving information they had been unaware of, some of which they had used to
make future planning decisions or improve the support they currently received.
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Not all carers could clearly articulate what they felt were the benefits of the
project and two carers stated that they did not feel the project support worker’s
visits had made any difference to them. However, during the interview it
appeared that both had undertaken some future planning which they had not
thought about previously. One had organised an emergency response plan and
the other had received information about a local care home which would be
suitable for her son and she was interested in using, but had previously been
unaware of.

3.4.1 Isolation
Some carers talked about the isolation they felt due to their caring role and the
benefits of simply having someone to talk to during the project support worker’s
visits. In some cases this isolation was due to them being physically isolated in a
rural location meaning they were unable to easily get to carers groups which may
offer them support. However in other cases carers had previously had a good
support network, but were now feeling socially isolated. For some this was
because they were spending more time at home with their son or daughter “Sometimes you see the four walls till you are blue in the face” - and in other
cases it was because their social network was shrinking as their friends got older
and had more “problems of their own”. These carers who felt isolated all talked
not only about the benefits of the future planning they had undertaken, but also
about the benefits of simply having the project support worker to talk to and share
their situation with.

Because I know there is somebody out there now basically. And I’m not
on my own in all this because sometimes I just need a break and go out
on my own. Some quality time. (Carer 8)

3.4.2 Future support
The majority of carers had kept contact details for the project support worker who
had visited them and knew how to get hold of them if required. One carer had
contacted the project support worker for additional support whilst others talked
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about being able to contact them if needed. However, carers also appreciated
that this was a time limited project with task focussed support being offered
around future planning

I did contact her once or twice actually. I was having a difficult time with
[son] with the centre and she was lovely. Then I did ring her again to
thank her for everything. (Carer 8).
We’ve filled the forms in. We’ve made the plans. Ticked all the boxes. But
it would be nice. I know it’s her job and she’s finished her job with me
now. I do believe when she’s said ring me at any time. But I don’t like
putting on people. (Carer 7)

3.4.3 Benefits of having a plan
Many carers talked about the benefits of having a contingency plan, or future
care plan, in place which had given them peace of mind and made them feel
more settled about the future.

Well we have learnt quite a lot. The will. The power of attorney. A bit more
about care homes. Doing it now rather than later. Even though we are not
planning on putting [son’s name] in a care home and we’ll do the best we
can………We’ve learnt a lot and it’s given us a push. (Carer 4)

We now feel more settled. If anything happens to one or the other, we
haven’t got ‘oh now what do we do’. It’s all in place. (Carer 4)
I think I’m more at ease. I know now that I’m not forgotten. (Carer 11)

3.5 Links to Adult Care Services
All carers reported that their son or daughter had an Adult Social Care
Practitioner who they saw at least once a year. Comments about these
Practitioners were very generally very positive, however since their children had
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reached adult hood the carers often had very little contact with the Practitioner. In
some cases meetings between the cared for and their Social Care Practitioner
took place in a day care setting and the parents were not present. The Social
Care Practitioner was also focussed on the needs of the cared for rather than any
needs of the carers and in the majority of cases there had been no discussion
around planning for the future.
The majority of carers welcomed the fact that this service was separate to Adult
Care Services. They felt that they were able to be more open with the project
support worker who was from an independent organisation and weren’t being
judged about their responses and situation. They also saw the project support
worker as an advocate who was able to speak openly on their behalf and not be
constrained by Adult Care Service policies and procedures. In one case the carer
also had the perception that the project support worker had more time to spend
with them than a Social Care Practitioner would have done.

You are more open. And you talk in a different way. It was a very easy
conversation all the time. It wasn’t all like question and answer. It was all
done in a conversation which was free of pressure. (Carer 5)

I felt confident that whatever I said good, bad or indifferent was not going
to be put down against me. (Carer 7)

Definitely because social services are so handicapped. They have set
policies. Whereas with carers it’s carers for carers. Which makes a big
difference because they understand more what carers need so that
makes a big difference. (Carer 10)
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4.0 Discussion
4.1 Limitations of the evaluation
Over 90 carers took part in the Older Carers Project, although at the time of the
evaluation, only 24 of these were happy for their details to be passed to the
University of Lincoln to be part of the evaluation. These numbers, along with
limited resources, meant the study was restricted to a small sample size for face
to face interviews.

The names of participants were provided by the Lincolnshire Carers and Young
Carers Partnership and all had completed the project. The views of those people
who did not wish to take part in the project, or who did not complete the project
are therefore not included, nor are the views of any of the project support workers
involved. This may mean that the people involved are those who were keen to
develop plans for the future (in some cases they had already started this) rather
than those who are having more difficulty thinking about the future.

4.2 Discussion and recommendations
Very few of the carers interviewed had previously considered making plans for
the future and where they had there was a large reliance on other family
members to take on the caring role. A number of carers talked about their
concerns regarding what would happen to their son or daughter should an
emergency arise and yet few had any plans in place for such an eventuality prior
to this project. Since talking to the project support worker the majority of carers
had put contingency and future plans in place and talked about how they now
had peace of mind about what would happen to their son or daughter in the
future. The project had therefore certainly achieved its aim of helping carers put
such contingency plans or future care plans in place, or updating plans they had
already made.
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4.2.1 Recruiting carers to the project
It was clear from talking to carers that very few of them had the time to be
proactive about finding resources, or didn’t want to ask for help. In most cases
carers therefore needed to be asked to be involved with, or referred directly, into
a project such as this. It is not known what proportion of carers who were
contacted declined to take part in the project, or their reasons for making this
choice.
A number of carers who did get involved reported that they had initially received
a letter and phone call about the project. Copies of the letter and Frequently
Asked Questions Sheet which LCYCP had developed in consultation with County
Carers and LCC are included in Appendix 4. These letters were followed up with
a phone call a week later to further explain the project and sign carers up.
Despite this contact by letter and telephone call a number of carers still stated
that they were unsure exactly what the project was offering them when they
agreed to take part. This may be due to carers not having time to read the
information they received in detail or the fact that they had not received support
like this before so did now know what to expect. However, it is imperative to
make sure that the aims and benefits of the project are clearly and concisely
explained to carers so that they can make a well informed decision about
whether they would like to be involved.
It was also noted that there was sometimes a gap between carers signing up the
project and a project support worker being able to visit them so carers may have
forgotten during this period what the project was focussed on.
Recommendations
The evidence collected during this independent evaluation demonstrates there is
a clear need for a continued service which is proactive in supporting carers
around the issue of long term planning.

Provide a service which is proactive in contacting carers and liaises closely with
organisations supporting carers, such as Carers First, as well as other health
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care providers such as GPs, pharmacists, optometrists, social care practitioners
etc.

Ensure information provided during the initial contact with carers clearly
articulates the aims of the project and the benefits of taking part and that any visit
from a project support worker is undertaken as soon as possible after the initial
contact has been made.

4.2.2 Caring for the carer
Carers valued a service that was focussed on them rather than the cared for
person and none were aware of any other services that offered support such as
this nor had they been offered any support aimed directed at themselves. Whilst
their children were under 18 they had had close contact with a Children’s
Services Social Worker, but in many cases this had now ceased as the son or
daughter now saw their Adult Social Care Practitioner alone.

Recommendation
There is a need for a service which offers help and support focussed on the
carers of children with learning disabilities, particularly during their discharge from
Children’s Services and transition to Adult Social Services.

4.2.3 Age of the carer and cared for
Although all of the carers were considered to be ‘older carers’ their ages spanned
almost 20 years and the age of those cared for spanned 30 years from 22 to 52.
These individuals, as well as their parents were therefore often at different life
stages. In some cases the son or daughter were just leaving formal education
whilst in other cases parents were changing life stage as they had recently
retired. The needs of these groups may vary and it may therefore be necessary
to think about future planning for carers according to the life stage that their
family is at rather than simply the age of the parent. Some of the younger parents
also appeared to find it easier to talk about the future for their son or daughter.
This may have been due to their son or daughter being younger and at a different
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life stage, for example leaving education, rather than the discussions with older
parents centering around their own mortality. This may highlight the need to think
about future planning with younger parents so that they have time to begin
planning long term options.
Recommendation
Consider offering future planning support to younger parents or tailoring support
for those at different developmental life stages.

4.2.4 Flexibility of support
For the majority of carers the flexibility of the project with regards to when visits
took place and how long they lasted was very important. Some carers required a
considerable degree of emotional support and required longer visits, whilst other
carers were far more task focussed and needed shorter, but more regular visits,
to discuss decisions they had made about their future planning and be given
instruction about the next step. Despite carers receiving very different amounts of
support with regards to time there were no complaints that they had not received
enough support to achieve the aims of producing future plans.
Recommendation
Continue to ensure that project support workers can be flexible with respect to
the length of time of visits and the length of time between visits.

4.2.5 Role and knowledge of the project support worker
Although the project was centred around future planning the project support
workers were able to offer a holistic counselling type approach which worked well
with older carers. This gave them the opportunity to build up trust and
understanding with the carer and offer support around a range of subject matters,
not just about future planning. In order to achieve this it is vital that project
support workers are able to listen and be non-judgemental, as well as being
knowledgeable about all of the services available.
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A number of carers had been informed about future options they were unaware
of or had now been able to access additional services or benefits. It is likely that
a number of these, such as discussing different housing options or legal planning
will help families prevent a crisis happening in the future. In a few cases the
project support worker had suggested additional benefits or services which the
carer was then not eligible for. Although there were no complaints about this from
the carers it is important that project support workers are knowledgeable so as
not to raise expectations or waste the time of carers.
Carers highlighted that in some cases the project support workers themselves
were carers which enabled them to empathise with their situation. They
welcomed this opportunity to share their experiences with someone who may be
in a similar position and offering other opportunities through carers meetings or
workshops may be required.
Recommendations
Ensure project support workers are knowledgeable about the local services on
offer and whether individuals may be entitled to additional support.

Provide opportunities for carers to share their experiences and knowledge with
other carers. In some cases this may be possible by recruiting project support
workers who are carers, but where not possible this highlights a need for
organising more opportunities for carers to meet and discuss issues with others
in a similar situation, for example through carers workshops or meetings.

4.2.6 Continuous care and support
Due to the nature of funding available the Older Carers Project was time limited
and although project support workers had passed on their contact details it is
likely that these will expire when the project finishes. Although the funded period
enabled all carers to receive enough support to put contingency and future care
plans in place a number of carers stated that they were disappointed that the
project had come to an end.
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As discussed above some of these carers were isolated either geographically or
socially and simply valued the support of knowing they could phone someone if
needed. However others stated they were used to doing things on their own and
it is likely that they wouldn’t proactively contact the project support worker despite
the fact that they valued their support or may need to update their plans in the
future. It would therefore be beneficial if a project such as this could have a
longer lifespan. This would enable project support workers to contact carers on a
more regular basis (once a quarter for example), to check they are OK or offer
more up-to-date timely information about a range of other topic areas, both
emotional and practical, in addition to future and emergency planning.
Recommendation
Consider a more permanent service so that those caring for sons or daughters
with learning disabilities could be supported over a longer period of time and
offered tailored support on a range of issues.

4.2.7 Sharing plans
A number of carers were unsure who their future care plans had been shared
with beyond the project support worker. For carers to have full confidence that
their plans will be carried out it is important that project support workers provide
clear information about where the plans are stored, who has access to them and
how they will be implemented when required. Other carers talked about their
plans, but in some cases, particularly where family members were mentioned as
taking on a caring role they had not shared the plan with those family members.
Project support workers therefore need to advise carers to share their plans with
relevant family members, or other named individuals, so they know what the plan
is, or where it is stored for when it is required. If possible this may take place by
inviting the named people to one of the project support worker’s meetings.

Recommendations
Ensure that carers are fully aware of where their future plans are stored. Project
support workers should also make sure, where possible, that plans are shared
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with any other named individuals either by having a face to face meeting with
them or sending them a paper copy of the plan.

4.2.8 Delivery by a third sector organisation
The majority of carers no longer had any direct contact with Adult Care Services
and felt that this project was better run separately by a third party organisation
such as LCYCP. As discussed above they felt that an independent project
support worker would be less judgemental about their ability to provide care and
would be more able to advocate for them in all situations, including discussions
with Adult Care Services. It is important that carers have this confidence in the
project support worker so that they are able to talk openly about their plans for
the future. However, whichever organisation the project support worker is
employed by it is important that they maintain links with Adult Care Services so
that the two services complement each other.

Recommendation
Continue to plan and deliver a project such as this by a third sector organisation if
possible, but ensure close links with Adult Care Services remain.

4.2.9 Meeting the person cared for
In most cases, carers reported that their project support worker had met the
person cared for although the person for whom the future plans were being put in
place was not involved in the discussion. It has been noted already that carers
appreciated very much that the project support worker's focus was on them and
many of the topics discussed were complex and sensitive: for instance, funding
mechanisms for future care and the death of their parent and main care-giver.
Nevertheless, the wishes of the person cared for are often an important factor in
future planning. To assist towards achieving this this LCYCP offered the
opportunity for those being cared for to take part in circles of support. This helps
support those with learning difficulties to realise their dreams and aspirations and
would help to inform the discussion around future care plans. Carers also gave a
high value to continuity for their son or daughter, whether this meant
safeguarding their right to remain in the family home or taking account of strong
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existing relationships with paid or family carers.
Recommendation
The project support worker should always be introduced to the person for whom
the plan is being made and they should record how the wishes of the person
cared for have been taken into account. An opportunity should be offered within
the documentation for carers to identify support needed by the person cared for
to be involved in planning for their future and to gain more information about the
options available to them. This might include circles of support, advocacy,
befriending or experience of alternative care.

4.3 Conclusions
This process evaluation gave carers who had been part of the Older Carers
Project the opportunity to talk about their experience of the intervention and time
they had spent with the project support worker, as well as highlighting the overall
benefits of being involved. The value of this approach is that, in addition to
helping to determine whether a service should continue, it can also use the views
of carers to shape and inform the design of any further services. This should help
to ensure that future projects are acceptable to future recipients as well as
meeting their needs.

Overall the evaluation found that the Older Carers Project had been a very
successful project in helping carers set up emergency and future plans. The
participants all held the support they had received from project support workers in
high regard and valued their knowledge and flexibility. Carers had never been
offered any support aimed at themselves and in some cases it had enabled them
to obtain benefits and support that they did not know they were entitled to. The
preparation of both contingency and future care plans had enabled some carers
to feel more settled and positive about the future for both themselves and their
disabled son or daughter.
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Appendix 1: Ethics application and approval letter`
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Appendix 2: Interview topic guide


Thanks, introductions, practicalities (privacy, timings, independence from
services, confidentiality)



Talk through PIS



Opener – can you set the scene / tell us a bit about your situation?





-

Relationship

-

Start and duration of caring

-

Ages of carers and person cared for – early/mid/late

-

Health of carer

Background to the project
-

Can you tell me about the project? Your understanding of it?

-

How did you come to be using the project?

-

How did you hear about it?

-

Why did you decide to take part?

-

What did you expect from the project when you first heard about it?

-

Had you come across a service like this before? How was it different?

Experience of the project (talking about the project journey)
-

Who visited as part of the project?

-

How many times? How long for?

-

Did they meet the person cared for?

-

What sort of things did you talk about?

-

Thinking back to before these visits, where were you with these
issues?

-

How are things different now compared to when you first started using
the service? Can you give me some examples?

-

Did they help you to access any services or resources?

-

Did they help you to plan for the future? How?

-

How do you feel about the service?
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Outcome of the process
-

How has the service helped you? If it hasn’t that’s fine!

-

What has made the biggest difference?

-

What may have happened without that support?

-

What is the plan that came out of your discussions?

-

Who knows about the plan? (Other family members? Professionals?
Person cared for?)

-

Do you have a social worker? How are they involved? (Generally?
Specifically with planning for the future?)



Evaluating the process
-

What did you expect from the project? May have discussed!

-

You mentioned earlier you expected ***** from the project, did it fit
your expectations? How?

-

What is different for you as a result of (name of project support
worker)’s visits?

-

Is there anything you think could have been done better?

-

Did it make a difference that (name of project support worker) was
from the carers project and not from social services



Is there anything else that you think is important for us to feed back?

Further help
-

Who would you contact for further help with the issues we have
discussed?

-

Carers’ workshops

-

How learning from the project will be shared to benefit other carers

Can you just summarise what the project has meant to you and any difference it
has made?
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Appendix 3: Participant information sheet and consent form
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Appendix 4: Letter and Frequently Asked Questions Sheet used by
LCYCP to introduce the project to carers
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