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EXECUTIVE SUMMARY 
 
The executive summary provides a very condensed record of the principal aspects of 
the study, its findings, conclusions and recommendations.  The full text which follows 
the summary provides more data and a wider, more comprehensive discussion of 
the issues which have emerged, set within contemporary research evidence. 
 
SUMMARY INTRODUCTION 
The evaluation of the GP Carerôs Project was awarded to RE:search South-West at 
the University of Plymouth on 16th June 2008 by Westbank, in partnership with 
Devon County Council.    Ethical approval for the evaluation study was granted by 
the NHS Ethics Committee on 19th September 2008.  The study was undertaken 
during the period from end of September 2008 to the end of February 2009. 
 
SUMMARY STUDY DESIGN & METHODS 
The study  was in two stages, using mixed methods including questionnaires, 
interviews and focus groups, to gather quantitative and qualitative data from project 
surgery staff and registered carers as follows: 
 
Stage I  (T1) Data prior to project implementation  Sept/Oct  2008 
Stage II (T2) Data following 6-monthsô implementation    Feb/March 2009  
 
Data were collected via similar surveys undertaken at the start of project 
implementation (T1) in October 2008, and repeated six months later (T2) in March 
2009 using the following instruments:  
 

¶ Surgery staff interviews, using structured questionnaires. 

¶ Postal carersô questionnaire packs as follows: 
General Health Questionnaire (GHQ), a 28-question validated tool 
Enhanced Carer Strain Index (CSI), a 13-question validated questionnaire  
Monitoring Form designed to gather demographic data  
Carersô Satisfaction Survey (CSS), a an 8-part locally-designed questionnaire 

¶ Carer focus groups using a topic guide prepared in partnership with the 
evaluation projectôs Carersô Participation Group.   

 
 
SUMMARY ACHIEVEMENTS 
A more holistic approach 
All sites have recognised the importance of taking a more holistic approach and have 
sought ways to develop a broader support and social focus to the interventions 
offered to carers, identified and presenting to the GP surgery.    A surgery-based 
champion for carers, the advice and support workers have continually reminded staff 
throughout the surgery to óthink carerô. 
 
Systems links for carer and cared for 
A major achievement of the advice and support workers in all pilot sites has been the 
establishment of robust óread codedô systems for the identification and linking of 
carer and cared for.  The needs of carers frequently lie in a ógrey areaô where health 
and social care overlap.  Their position is further complicated by the inter-
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connectedness of the needs of the person they care for and their own needs.  Some 
of the tensions inherent in this close inter-relationship are exemplified by the 
comments from the focus group participants who said that they ófelt invisibleô and just 
wanted some recognition of their existence, which is facilitated by the electronic 
ótagsô now in use. 
 
A face-to-face ólistenerô.   
GPs recognised the need for talking with carers but also acknowledged their limited 
appointment time for this more supportive intervention.  In the focus groups, carers 
identified the importance of having a named person, such as the A&SW, with whom 
they could make direct contact, without having to óbotherô the GP.  A personal 
contact, as opposed to a telephone call centre, was highly valued by those in the 
focus groups but did produce some concerns around the personal impact of the work 
for the A&SWs themselves and projects had begun to put arrangements in place for 
more support and clinical supervision. 
 
Flexible consultations 
All pilot sites had identified the need to provide a range of ways of accessing their 
services and the importance of offering a choice of times and location to carers, so 
that sensitivity to the needs of individuals and flexible ways of setting up a specific 
appointment or consultation was a priority for all A&SWs.  
 
A local information óhubô 
The importance to carers of one central, easily accessible, óhubô through which they 
can receive guidance, advice and information about what is available to them in their 
own locality cannot be over-stated.  Carers felt most confidence and trust in services 
derived from the GP surgery and preferred this, as opposed to social services 
offices, as the conduit for access to sources of help.  A particular strength of the 
A&SW role based in the GP surgery is the ability to deliver a flow of information and 
advice at times which are appropriate to individual needs and sufficient for the 
particular stage in the journey through caring.   
 
Range of services 
It was clear from even the few words that each carer used to introduce themselves at 
the beginning of the focus groups that carers cannot be regarded as an homogenous 
group.  Carers need to be offered a wide range of different services which will not 
necessarily be taken up by all, but which might be needed by different people at 
different times.  All project sites had established an óinformation bankô about local 
resources for carers including those aiming to meet their needs in four specific ways: 

¶ To relieve the pressures of care-giving,  e.g. support groups and condition-
specific information 

¶ To assist with practical tasks e.g. aids and adaptations, laundry and domestic 
help 

¶ To provide relief from caring e.g. sitting services, day care or respite 

¶ To help carers get more from the care system eg. advice and information about 
benefits 

 
Generally, sign-posing involved handing on a leaflet or telephone number to carers.  
Given more time, there is scope to develop the advocacy role of A&SWs included as 
one of the initial pilot project objectives. 
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SUMMARY RECOMMENDATIONS  
Future developments to consolidate the services and ensure sustainability of the 
benefits are set out in the seven recommendations below: 
 
Recommendation 1 
Clarification of the role of the Advice and Support Worker, identifying a clear job 
description, linked to on-going training and support for the role. 
 

Recommendation 2 
Identification of a GP lead for carersô issues to develop a strategic ówhole teamô 
approach in the surgery including reception as well as administrative and clinical 
staff. 
 

Recommendation 3 
Continuation of work to increase registrations by drawing on existing clinics, 
chronic disease registers and public health promotions to identify harder to reach 
individuals. 
 

Recommendation 4  
Prioritisation of carer and their role at an early stage, as part of the diagnosis in 
a cared-for patientôs plan with three primary aims: 

¶ to increase registrations 

¶ to facilitate take-up of advice and  information  

¶ to target support services to those identified in the study as most at risk of 
experiencing damaging levels of stress i.e. women, aged 60 ï 65, caring for a 
partner for 30 hours a week or more 

 

Recommendation 5 
Development of training and support for carers, particularly condition-specific 
information and groups 
 

Recommendation 6 
Improving information and communication between carers and the surgery 
through: 

¶ Website updating to include a specific space for carers; 

¶ Development and co-ordination of specific carer participation groups and forums 
to actively gather perceptions and views of carers for integration into surgery 
developments; 

¶ Routine inclusion of carers issues on core group and practice meeting agendas. 
 

Recommendation 7 
Sustaining the A&SW posts and services in alternative ways: 

¶ Integrating the role into the workforce by sharing the key tasks across a 
number of existing staff workloads and designing job descriptions to reflect 
opportunities for personal and professional development in leading and 
developing carers issues in the team. 

¶ Building on the success of co-located professionals by creating a shared, 
jointly-funded  post, for instance within a cluster group to reflect similar 
arrangements already in place for graduate mental health workers. 

¶ Adding specific elements of the additional carer checks to existing clinics 
or public health promotion appointments 
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1.0  INTRODUCTION 
The evaluation of the GP Carersô Project was awarded to RE:search South-West at 
the University of Plymouth on 16th June 2008 by Westbank, in partnership with 
Devon County Council.    Ethical approval for the evaluation study was granted by 
the NHS Ethics Committee on 19th September 2008. 
 
The study was undertaken during the period from end of September 2008 to the end 
of February 2009.  It should be noted that there was late confirmation of an 
extension of the funding for project implementation from the end of March to the end 
of June 2009.  However, due to contractual restrictions and reporting deadlines, the 
evaluation study was not extended beyond the period set out above.  For the 
purposes of this report therefore, óend of projectô refers to the end of the period at 
which final data collections were undertaken, not the final closure date for projects at  
individual surgery sites.   
 
An Interim Report was submitted by RE:search South West in January 2009 and this 
is the final project evaluation report, dated May 2009, prepared for the 
Implementation Group of the GP Carersô Project.   
 
 

2.0  BACKGROUND 
The background to the project lies in a range of government initiatives set out in 
Green and White Papers such as Our Health, Our Care, Our Say, Every Child 
Matters, Independence, Well-being & Choice and Options for Excellence, in which 
services should be person-centred; responsive to individual need; focussed on the 
maintenance of independence; and delivered at or near to home. 
 
This evaluation forms part of a Devon-wide project, funded by the Department of 
Health for two years from 2007 - 2009, under the heading óPartnerships for Older 
Peopleô.  The Devon project was delivered through a multi-agency partnership titled 
óMy Life, My Choiceô (MLMC), including health and social care providers in both the 
statutory and voluntary sectors.  The overarching objectives of MLMC included: 

¶ Helping people to stay healthier 

¶ Helping people to remain independent 

¶ Reducing admissions to hospital or residential care 

¶ Enabling people to design their own solutions 

¶ Reaching excluded people 
 
The broadest intention of these new arrangements has been to óre-design services to 
get better help more quickly to people who may need support and treatmentô and to 
this end, one strand of the MLMC project considered specifically, the health and well-
being of carers.  Carers UK, a voluntary association providing a national óvoiceô for 
carers, have highlighted a number of primary concerns including: 

¶ Public health planning that explicitly addresses the prevention of ill-health 
amongst carers   

¶ An active role for GPs in promoting the health of carers, eg. annual health 
checks 

¶ Use of Carersô Assessments to address carersô health issues as a matter of 
course 

¶ Promotion of a wider range of sources of information for carers 
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Following consultation across Devon with carersô networks and groups, four separate 
projects offering different approaches to achieving the overarching objectives of 
MLMC emerged as follows: 
 

Project 1 Carersô Advice and Support Worker 
Project 2 Carersô Health Checks 
Project 3 Carersô Counselling Service 
Project 4 Carersô Occupational Health Assessments 

 
All GP surgeries in Devon were invited to nominate themselves for inclusion in the 
projects and from those self-identifying a willingness to participate, five surgeries or 
sites were selected to deliver the projects.  Each site appointed a Carerôs Advice and 
Support Worker, to a part-time post funded for one year.  In addition, four sites also 
delivered, concurrently, one of the other three projects 2, 3 or 4 above, drawing on 
appropriate key professionals already in post or appointed on a part-time and/or 
secondment basis.  A ócontrol siteô was also identified for inclusion in the data 
collections, matched as far as possible (eg. demography; geography; size) with the 
site where Project 1 only was being delivered.   
 
 

3.0  AIM 
Reflecting earlier work in the region (Torbay Council, 2002), the evaluation project  
tracked the needs of carers in five GP surgeries, to identify the key elements of four 
pilot schemes that best support carers in their care-giving role and contribute to the 
maintenance of independence, health and well-being.  Evaluation outcomes should 
also benefit the cared for person and provide key local and national stakeholders 
with evidence to enhance the effective targeting of treatment and support services 
(Bruckner & Yeandle, 2007).   
 
For the purposes of this project, a ócarerô is defined as óa person who looks after a 
family member, partner, or friend in need of help because they are ill or have a 
disability.  The work they undertake is unpaid (Carers UK).   
 
Summary of Study Sites 
 

 Surgery 
A 

Surgery 
B 

Surgery 
C 

Surgery 
D 

Surgery 
E 

Surgery 
F 

Complex Care 
Team 
 

North 
Torrington& 
Holsworthy 

East 
Exmouth & 
Budleigh 

East 
Exmouth & 
Budleigh 

East 
Honiton & 
Ottery 

South 
Teign Valley 
&S.Dartmoor 

South 
Dawlish & 
Teignmouth 

Additional 
Service 

Health 
Checks 

Health 
Checks 

Advice & 
Support 

Worker only 

Occupational 
Health 

Counselling None 
Control Site 

Surgery Size 
Patient list at 
01/09/08 

5223 3923 12578 16191 5300 12685 

Total expected 
carers: 10% 
NHS guideline 

522 392 1257 1619 530 1268 
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4.0  STUDY DESIGN 
Benchmark data, including the number of carers on the existing carersô register and 
the visits made to surgeries in the twelve months prior to project implementation, 
was sought direct from surgery staff as at 1st September 2008.  The study itself was 
in two stages, using mixed methods including questionnaires, interviews and focus 
groups, to gather quantitative and qualitative data from project surgery staff and 
registered carers as follows: 
 
Stage I  (T1) Data prior to project implementation  Sept/Oct  2008 
Stage II (T2) Data following 6-monthsô implementation    Feb/March 2009  
 
 

5.0  DATA COLLECTIONS 
Data were collected via similar surveys undertaken at the start of project 
implementation (T1) in October 2008, and repeated six months later (T2) in March 
2009 using the following instruments:  
 

¶ Surgery staff interviews were undertaken, face-to-face in each surgery setting, 
to gather information and perceptions of the projects and issues for staff in their 
management and implementation, using structured questionnaires. 

 

¶ Carersô questionnaire packs were sent from each surgery by post to all 
registered carers with anonymous responses returned direct to the evaluation 
team.  Questionnaires were as follows: 
 
General Health Questionnaire (GHQ) ï 28 questions in four categories: 

      ×Physical difficulties ×Anxiety/Insomnia ×Social functioning ×Mental health 
 

Enhanced Carer Strain Index (CSI)  ï 13 questions 
 
Monitoring form ï to gather basic demographic data and details of services 
received from surgeries 
 
Carersô Satisfaction survey (CSS)  ï 8 questions in a locally-devised semi-
structured questionnaire to gather information and perceptions about the projects 
and services received at the end of the evaluation study (T2 only). 

 

¶ Carer focus groups were held for all those who responded to an open invitation 
to take part, although at T2, twenty one expressions of interest could not be taken 
up because groups had reached maximum capacity at three sites.   
 
A topic guide was prepared in partnership with the evaluation projectôs Carersô 
Participation Group.  Focus groups aimed to gather in-depth perceptions, 
expectations and experiences of the implementation of each project. 
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Summary of data collections (T1 Start / T2 End of Project) 
 

Category Date Method Evaluation 
Tool 

Total Responses Response 
Rate 

 
T1 

 

Carers 09/08 Quantitative Self-completed 
postal 
questionnaires 

405 97 24% 

Surgery 
Staff 

10/08 Quantitative/ 
Qualitative 

Structured 
face to face 
interviews 

- 20 - 

Carers 
 

11/08 Qualitative Focus groups 9 32 33% 

 
T2 

 

Carers 02/09 Quantitative Self-completed 
postal 
questionnaires 

793 211 27% 

Surgery 
Staff 

03/09 Quantitative/ 
Qualitative 

Structured 
face to face 
interviews 

- 19 - 

Carers 
 

03/09 Qualitative Focus groups 9 42 20% 

 
 

6.0  FINDINGS 
Themes extracted from the questionnaire,  interview and focus group data have 
been gathered together under four broad headings and are reported in this ófindingsô 
section.  Their implications for surgeries, practice and further action are considered 
in more detail in the subsequent section headed ódiscussionô which also draws on the 
main themes from the Interim Report for the Implementation Group in January 2009. 
Findings from the second data collections (T2) are reported below in the following 
sequence: 
 

¶ Benchmark data - registrations 

¶ The postal questionnaires  

¶ The project staff interviews 

¶ The focus groups  
 
 
6.1 Benchmark data 
Surgery staff were asked to provide monitoring data at three points from 1st 
September  2008 to 28th February 2009  in relation to carer registration numbers and 
the results for each surgery site are recorded below in Figure 1.   
 
The chart demonstrates a substantial increase in registrations at all sites, compared 
with the control, with the highest level of activity occurring during the first quarter of 
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project implementation.  A target population of carers expected in each surgery of 
10% list size (Maher & Green, 2002) had been set at the beginning of the project and 
the ópotentialô figures in the grid below relate to the percentage of achievement in 
each surgery against that target expectation. 
 
 
Fig. 1 Number of Carer Registrations at Study Completion 

 

 
 
6.2 The Postal Questionnaires for Carers 
Packs were provided by the research team to be distributed to all registered carers 
as at February 2009 by each participating surgery.  Surgeries generally added their 
own covering letter explaining their involvement and seeking carersô participation in 
the evaluation.  Each pack contained an individual letter of invitation; an information 
sheet; and four questionnaires for self-completion with a freepost return envelope 
direct to the research team, as well as an invitation to participate in a local focus 
group meeting.  Participants wishing to join a focus group were provided with a 
separate freepost envelope to return the response slip.  In line with ethical approval, 
it is not possible to make any connection between questionnaires and focus group 
participants.   Questionnaires were as follows: 
 

¶ Monitoring form: Used to gather demographic data such as age, gender, 
details of caring responsibilities and the sorts of services which carers considered 
they had been offered by participating surgeries during the six months of the 
project implementation. 

 

¶ General Health Questionnaire (GHQ):     An established and widely-used 
validated self-administered screening test designed to detect psychiatric 
disorders in primary care/community settings.  It focuses on the psychological 
components of ill-health using four sub-scales: somatic health; anxiety and 
insomnia; social dysfunction and severe depression (Goldberg, 1978).   It is not 
measuring long-standing problems but rather responding to how much someone 
feels that their present state is unlike their usual one. 
 

¶ Modified Carer Strain Index (CSI):      is a 13-item questionnaire originally 
developed in the early 1980s to screen for caregiver strain after hospital 

List size    5292 3945 12146 16145 5350 12686 
Increase 300% 392% 107% 77% 74% 26% 
Potential  1.3% 1.5% 0.9% 1.2% 3.4% 1.4% 
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discharge of an elderly family member.   The Modified CSI is a validated and 
reliable instrument and is a useful method for detecting strain levels among 
informal caregivers.   It is easily administered and scored 

 

¶ Carer Satisfaction Survey (CSS): is a locally devised 8-item, semi-structured 
questionnaire developed in consultation with the  Carer Participation Group to 
elicit information and perceptions of services received during the course of the 
study.  The questions comprised a mix of numerical responses together with 
space for individual comments in response to open questions. 

 
 
6.2.1 Response rates 
793 pack were distributed through participating surgeries and 211 packs were 
returned by final deadline (23/03/09).  This represents a 27% response rate which is 
in line with normal expectations in a self-completed postal questionnaire survey of 
this type.  Responses are recorded in Figure 2 below. 
 
Fig. 2 Participant responses by surgery (T2) 

 

 
 
6.2.2 Demographic data ï monitoring forms 
Basic characteristics of the study sample gathered from the monitoring forms are 
recorded below.  Respondents in February 2009 fall into two categories ï those who 
were registered and responded to both surveys at T1 and T2 (Feb 09 All) and those 
who only responded at T2 (Feb 09 Only).   Figure 3 therefore records data for three 
ótypesô of study respondent. 
 
To explore the órepresentativeô nature of our study sample in relation to the national 
picture, we have drawn some basic characteristics from the General Household 
Survey or census undertaken by the Office of National Statistics in 2000, as reported 
by Maher & Green (2002), for comparison.   Our sample comprises an older 
population of carers, more of whom are women, who are already retired and who are 
caring for a partner, than in the general Census.   
 
 

Response % 6% 4% 10% 43% 13% 24%                Total 100% 
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Fig. 3 General characteristics of the study samples 
 

  
Census 

2000 

All 
Registered 

Carers 

Oct 
08 
All 

Feb 
09 
All 

Feb 
09 

Only 

   
 T1 T2 

T2 
New 

Responses 
 

 
- 793 97 211 159 

Gender Men 39% 32% 33% 29% 29% 

Women 61% 68% 67% 71% 71% 
       

Age Under 50 
74% 

17% 11% 12% 14% 

60 ï 64 16% 17% 22% 24% 

70+ 19% 41% 36% 37% 37% 

       

Registration 
Date 

Pre 2007 - - 66% 46% 37% 

Jan ï May 2008 - - 9% 18% 20% 

June ï Dec 2008 - - 25% 27% 30% 

Jan ï Feb 2009 - - - 9% 13% 

       

Relationship to 
cared for 

Parent 52% - 26% 27% 26% 

Partner/Spouse 18% - 58% 60% 61% 

Child 8% - 7% 8% 7% 

Other relative  - 3% 4% 4% 

Friend  - - 1% 2% 

       

Length of time 
in caring role 

1 ï 5 years 37% - 37% 42% 43% 

5 ï 20 years 52% - 51% 38% 36% 

20+ 11% - 7% 12% 9% 

       

Hours spent 
caring 

30+ 63% - 66% 70% 68% 

       

Employment 
status 

Working F/T&P/T 30% - 14% 24% 26% 

Retired 19%  60% 59% 56% 

Unable to work 
due to caring 

20% - 16% 12% 13% 

       

Surgery visits 
for own health 
in last 6 
months 

None - - 23% 16% 19% 

Less than 4 - - 60% 68% 67% 

More than 5 - - 9% 16% 14% 

       

Regular clinic 
attendance for 
own health 

 - - n/a 75% 72% 
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Better correlation with the national census data is found in terms of the lengh of time 
carers have been in their caring role; in the number of hours each week devoted to 
caring; and in the proportion combining caring with either full or part time work.  
None of these variations is surprising, given that the pilot projects have been 
designed to focus primarily on older people, defined under the European convention 
as those aged 55 years or over. 
 
To enhance confidence about the representative nature of our study sample in 
relation to the full population of registered carers from which they are a self-identified 
sub-set, surgeries were also asked to provide general characteristics of the total 
population of registered carers (All registered carers) in terms of gender and age for 
comparison.  As revealed in Figure 3, the study sample shows a good correlation 
with the population with small variations in the gender/age distribution of the study 
sample: 
  3% more respondents are women 
  5% less respondents under 50 years of age 
  4% less respondents over 70 years of age 
 
Although registrations generally appeared to take place in an even pattern 
throughout the year, it was noticeable that January consistently produced a small 
ópeakô in registration activity (up to 5% increase) each year from 1998 to date.   
 
Nearly twice as many (43%) of the second responders (T2 new) were new 
registrants compared with one-quarter (25%) of those who responded at the 
beginning of the study (T1).   Overall, 45% of the total population of registered carers 
have joined the register during the course of the project, which is well-correlated with 
the second sample of responders (T2 new).   
 
The T1 responders were more experienced in their caring role, with 20% having 
spent 20 years or more as a carer, compared with only 9% of those in the T2 new 
sample.  On the other hand, for the T2 new responders, twice as many are under 50 
years of age; are more likely to be working and appear slightly fitter in that 10% less 
of this sample attend a regular clinic for their own health. 
 
When considering self-reported surgery visits specifically for their own health by all 
respondents in the T2 sample, there is an increase in visits made.  The data show a 
7% fall in the number of respondents reporting not visiting the surgery at all for their 
own health in the last six months and a 10% increase in those making between 2 
and 5 visits in the same period.  Only 1 in 8 (12%) reported visiting the surgery more 
than six times for their own health.     
 
 
6.2.3 General Health Questionnaires (GHQ) 
The General Health Questionnaire (GHQ) is divided into four domains: 
 
 Section A: Physical difficulties 
 Section B: Anxiety and insomnia 
 Section C: Social and personal difficulties 
 Section D: Depression and mental health 
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Each domain comprises 7 questions and respondents may choose one from four 
options, which provide a total score from 0 ï 7 in each domain.  A high score (5 or 
more) in any domain is sufficient to trigger a concern in this area of functioning. 
Questionnaire responses were collated and scored and an initial analysis of the data 
was undertaken using a database (Microsoft Access) and the computer programme 
SPSS (Statistical Package for Social Sciences), in relation to each of the four 
sections of the GHQ.  A primary analysis of all responses is given in Figure 4. 
 
Fig. 4  GHQ - Responses (%)  - All participants  

 
The first two columns in each set represent the percentage of respondents at T1 and 
T2 for whom óLOWô scores (3 or less) have been recorded, indicating few or no 
problems in this particular domain.  Taking the first two columns in each set together, 
Figure 4 demonstrates an increase in the percentage of participants scoring óLOWô 
across all four domains.  The data suggest that at the end of the project, noticeably 
more people perceived greater well-being than at the start of the study in relation to 
their physical health, anxiety/insomnia and depression.   The same is true but to a 
much lesser extent in relation to social functioning.   
 
Turning to the second two columns in each set, these represent the percentage of 
respondents at T1 and T2 for whom óHIGHô scores (6  or more) have been recorded.  
A decrease in the percentage of those recording óHIGHô scores in each of the GHQ 
domains indicates an increase in perceptions of health and wellbeing.  At this stage, 
a substantial downward trend is demonstrated above in relation to physical health 
while the situation at the óHIGHô end of the scale in each of the other three domains 
has remained constant.   
 
In a cross-tabulation which explored the relationship between high scores in each 
domain and carer characteristics of gender, age, relationship to cared for, hours 
spent caring per week and length of time in caring role for each of the three types  of 
respondents ï T1, T2 all and T2 only ï high correlations were found in the following 
characteristics: 
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Fig. 5  Characteristics of respondents scoring óHIGHô in all domains of GHQ 
 

GHQ Domain T1 
High Score 

T2 All 
High Score 

T2 New 
High Score 

Physical Strain Female 
1- 5 years caring 
30+ hours 

Female 
60 ï 64 years 
1- 5 years caring 
30+ hours 
 

Female 
60 ï 64 years 
30+ hours 
 

Anxiety/Insomnia Female 
1 ï 5 years caring 

Female 
60 ï 64 
30+ hours 

Female 
60 ï 64 years 
30+ hours 
Spouse 

Social Dysfunction Female 
60 ï 64 years 
1- 5 years caring 
30+ hours 
Parent 
 

Female 
30+ hours 
Spouse 

Female 
30+ hours 
Spouse 

Mental Health Female 
Retired 
30+ hours 
 

Female  
30+ hours 
Parent` 

Female 
30+ hours 

 
Evaluating the frequency with which particular characteristics appear in the óHIGHô 
scoring zone, these data suggest that carers who are experiencing most stress are 
likely to share the following characteristics: 
 
 Gender    Female 
 Age     60 ï 64 years 
 Length of time in caring role 1 ï 5 years 
 Relationship to cared for  Spouse 
 Hours per week spend caring 30+ 
 
 
The ratio of those scoring óHIGHô - at or above the level to trigger a concern - in each 
domain of the GHQ at the end of the project is as follows: 
 

¶ Physical strain: 1 in 10  scoring HIGH 
For instance, 10% of respondents had been ófeeling run down, out of sorts and in 
need of a good tonicô much more than usual. 
  

¶ Anxiety and insomnia: 1 in 6 scoring HIGH 
15% of respondents ófelt constantly under strainô and 10% reported ógetting edgy 
and bad temperedô much more than usual. 
 

¶ Social dysfunction: 1 in 14 scoring HIGH 
For example, 15% reported being able to óenjoy normal day to day activitiesô 
much less than usual. 
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¶ Mental health: 1 in 24 scoring HIGH 
8% of respondents definitely óthought of the possibility of making away with 
themselvesô and a similar number reported that óthey could do nothing because 
their nerves were too badô. 

 
 
6.2.4 Carer Strain Index  (CSI)  
Analysis of responses to the thirteen questions contained in the Carer Strain Index 
has been used to identify those areas which give rise to most stress for carers.  The 
highest score is represented by those selecting óregularlyô from the three response 
options.  From those responding to the CSI at the end of the study, these óprimary 
stressorsô are as follows in order of frequency expressed as a percentage and as a 
ratio of the study sample: 
 

1. Care giving is confining (42%)   2 in 5 selected óregularlyô  
2. Changes in the person cared for (34%)  1 in 3 selected óregularlyô 
3. Sleep disturbance (32%)    1 in 3 selected óregularlyô 
4. Family adjustments (31%)   1 in 3 selected óregularlyô 
5. Personal plans are changed (30%)  1 in 3 selected óregularlyô 
6. Feeling completely overwhelmed (30%) 1 in 3 selected óregularlyô 

 
When comparing the same CSI data from the two surveys at the beginning of the 
study and at the end, significant reduction in reported levels of feeling óregularly 
strainedô- the highest option -  in the following areas were noted: 
 

¶ upsetting behaviour of the person cared for ( - 10%) 

¶ financial demands  (- 10%) 
 

Similarly, smaller reductions in óregularô levels of strain  were noted in five other 
areas considered in the CSI responses, including: 
 

¶ emotional adjustments ( - 7% ) 

¶ changes in the person cared for ( - 6%) 

¶ physical strain ( - 4%) 

¶ sleep disturbance ( - 3%) 

¶ feeling completely overwhelmed ( - 2%) 
 
 
6.2.5 Carersô Satisfaction Survey 
The Carersô Satisfaction Survey was a locally produced questionnaire and was 
completed by a slightly smaller number of participants (176) with some incomplete or 
óno responseô outcomes recorded. 
 
Of the survey respondents, 30% (53) had had direct contact with the Advice & 
Support Worker and 36% were satisfied or better with the service they had received.  
26% reported making use of the additional project services with 5% taking up the 
opportunity for counselling; 6% using the occupational health assessment; and 15% 
having a carersô health check. 
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There was an increase during the study from 20% to 32% of respondents reporting 
referral to a carersô support group and an increase of 3% in those bring referred to a 
specific training course, which included St. Johnôs Ambulance Carersô Programme, 
dealing with dementia; stress management; expert patient programme. 
 
The satisfaction survey revealed a rather mixed picture in relation to referral to 
Carersô Link.  Nearly half (49%) of respondents said that they had registered, whilst 
13% were unsure whether they had or not.  36% (64 people) were satisfied or better 
with the service provided by Carersô Link, although 12 respondents (7%) reported 
some level of dissatisfaction. 
 
When asked about other services, half of the respondents indicated that they were 
making use of other services, which included some or all of the following: 
 

Social services  (51) 30% 
Benefits advice  (40) 23%  
Domestic/gardening  (22) 23% 
Respite/sitting services (33) 18% 
Transport   (22) 12% 

 
Interestingly, there was wide variation between project sites in the frequency with 
which respondents were linked to other services.  For instance, Surgery A had 70% 
of respondents linked to other services, while surgery E had only 45%, with the 
control site having 34% of respondents indicating that they were using other 
services. 
 
Carers were asked via open questions at the end of the satisfaction survey to identify 
those services which they had found most and least helpful. 
 
The top three services considered most helpful were: 
 
 1. Social services for benefits advice and equipment  
 2. Carersô health checks  
 3. Having a sensitive and supportive GP  
 
The top three services considered least helpful were: 
 
 1. Not knowing what is available 
 2. Lack of time for listening   
 3. Lack of out-of-hours cover 
 
Asked about a ówish listô, or the sorts of things that would enhance the quality of their 
lives in their caring role, the top six suggestions from carers were: 
 
 1. Information about what is available  
 2. Advice and support at times suitable for working carers 
 3. Access to regular respite 
 4. More supportive, joined-up services including home visits  
 5. Named person for benefits and financial advice 
 6. Condition-specific education and training 
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6.3 Project Staff Interviews 
All those with significant involvement in the project at each surgery ï administrative 
and clerical staff as well as health care professionals - were invited to participate in a 
face-to-face structured interview.  Interviews were held in a private room at each 
surgery site and were recorded for reference purposes.  All participants had received 
an information sheet and completed a consent form before the interview began.  The 
same 16-point questionnaire was used with all staff.  Questions required a numerical 
response, using scales from 1 ï 10, to generate quantitative data for ready 
comparison between sites, although there was also space on the schedule for the 
recording by the researcher of a limited amount of more qualitative material, through 
individual opinion and comment gathered during the course of each interview.  A 
total of 18 staff, including 3 GPs, were interviewed.  An initial analysis of numerical 
data is recorded in Figure 7 below. 
 
Fig. 6 Analysis of second interviews with project staff 
Key to scoring:  1 = Poor      2 = Satisfactory     3 = Good     4 = Excellent 

 
 
6.3.1  Registrations 
A primary aim of all projects was to increase carer registrations and all sites had 
achieved an increase in numbers well beyond that of the control site indicating that 

Interview Questionnaire Surgery A 
Health 
Checks 

Surgery B 
Health 
Checks 

Surgery C 
A&SW 
only 

Surgery D 
Occ. Health 

Surgery E 
Counselling 

Surgery size ï Total patient 
list as at 01/09/08 

5223 3923 12578 16191 5300 

Total number of carers 
registered  

51 61 105 204 193 

Number of staff interviewed                                             
(Total 18) 

4 inc. GP 1 3 inc. GP 6 inc. GP 3 

Commencement of services Sept 08 Sept 08 Oct 08 Sept 08 Sept 08 

How well do you gather and 
use the views of carers? 2 1 3 2 1 

How satisfied are you with 
the information gathered 
about carers? 

4 4 3 4 3 

How would you rate the 
current attitude of staff to 
carers? 

3 4 4 3 4 

How well do you feel you are 
dealing with carers? 

3 3 3 3 4 

How satisfied are you with 
what the project offers to 
carers? 

3 3 3 3 3 

How well have you 
implemented the project? 

2 3 4 4 3 

How would you rate the 
sustainability of A&SW role? 

3 3 3 2 2 

How would you rate the 
sustainability of additional 
service? 

2 1 n/a 2 1 
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an active and positive influence had been brought to bear in this area of activity, with 
an average increase in registrations across all five project sites of 207%.   
 
Some disappointment with the final level of registrations compared with the target 
figure of 10% of list size was expressed by a number of project staff and certainly the 
data in Figure 1 demonstrate a slower registration rate in the third quarter of project 
implementation.  There was a sense in which some staff felt that initial expectations 
had been too high with insufficient appreciation of the additional work and 
complexities involved in setting up the new services, (Haffenden, 1991).  The part-
time nature of many of the working arrangements for surgery staff, particularly the 
advice and support workers, had presented some problems with team working and 
communication particularly where larger teams were involved. 
 
6.3.2  Advice and Support Worker Role 
Generally, project staff felt that the advice and support worker role had been most 
valuable for raising awareness and assisting the whole team to ógrasp the 
importance of what carers doô.  All sites acknowledged the value of a clearly 
identified, named person with whom carers and other members of the team could 
link, who would óconstantly remind themô of carersô issues and performing what one 
project manager described as a óbridging role between the carer and GPô.  We are 
óconstantly thinking carerô was a pertinent comment from one practice manager.   
 
Advice and support workers had been flexible and resourceful in carrying out and 
developing their roles in a number of different ways according to local need, 
including developing paperwork and systems as well as information-gathering, sign-
posting, awareness-raising, networking and promoting the service as well as 
developing and delivering direct input for training or support groups.   Project staff 
felt that offering a choice of flexible arrangements for contact with carers, ranging 
from formal clinics to drop-in sessions, surgery appointments, home visits, telephone 
and e-mail, were all vital elements in encouraging carers to come forward and take 
full advantage of what was on offer. 
 
Given that the advice and support workers had raised awareness and widened 
perceptions of carers and helped as one GP put it óto broaden the support and social 
focusô of what is offered from the surgery,  there was a real sense in which the 
project staff felt that a service ógapô had been addressed and  consideration ought to 
be given to ways in which the advice and support worker role might be sustained, 
perhaps by integration into existing job descriptions and sharing of key tasks 
amongst a number of different types of staff.  At Surgery D the project had provided 
for the secondment of a care manager from social services and an occupational 
therapist attended at the surgery for one day per week.  The service developed here 
could include joint home visits incorporating simultaneous health checks, benefits 
advice and equipment assessments.  The co-location of health and social care 
services in this way was regarded as óthe gold standardô by all those who 
experienced it,  not only in providing a ójoined upô service for carers but also in 
extending knowledge and understanding of different professional roles, perspectives 
and values.   
 
6.3.3 Services 
The take-up of services, whether these were direct engagement with the advice and 
support worker or an appointment for an additional project service, had been slow at 
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the start but by the time of the second interviews, the project staff in all but one site 
felt that the level of take-up was in line with expectations or better   With only one 
exception, all interviewees rated their satisfaction with what the project had offered to 
carers as very high.  
 
Work on the consultation and participation of carers in surgery activities still appears 
to be at an early stage of development. 
 
All surgeries were beginning to explore the possibility of using existing regular clinics 
for chronic conditions for example dementia, asthma, diabetes, learning disability 
and public health promotions such as smoking cessation,  flu vaccination etc., as a 
means both to identify carers and to extend the checks on offer to include some 
aspects of carersô health and/or well-being.   
 
6.3.4 Systems 
By the end of the study, all project teams had a copy of the most recent guidance for 
GPs in relation to supporting carers (Princess Royal Trust, 2007).  All surgeries had 
óread codedô carers on their electronic patient records and had ójoined them upô with 
the cared for person where they used the same surgery.  Where these arrangements 
were new, they were regarded as a real improvement with practical benefit not only 
to clinical but also reception and administrative staff.  Several staff indicated that 
time was allocated in practice meetings or at core group meetings specifically for the 
report of carersô issues, offering good professional development opportunities for a 
number of the advice and support workers. 
 
 
6.4 The focus groups 
Nine focus group sessions were undertaken both at the beginning (T1) and at the 
end (T2) of the study, with a self-identified sub-set of participants from each data 
collection.  The meetings took place in a private room within the surgery building or 
in a meeting room at a nearby community hospital to ensure that venues were 
familiar and accessible to all participants.  Participants were sent an individual 
invitation, information sheet and joining instructions one week prior to the event.  
Attendance, travel and sitting service expenses claim forms were distributed at each 
meeting.  Due to the very low registration numbers at the start of the project at 
Surgery B, the decision was taken to combine participants from Surgeries B & C in 
Exmouth into one set of focus group meetings.   Participant numbers are set out in 
Figure 7. 
 
Fig. 7 Summary of Focus Group Participants - Numbers 

Project Site No of groups Participants 

T1 T2 

Female Male Female Male 

Surgery  A 1 2 1 2 1 

Surgery B & C 2 2 3 2 3 

Surgery D 2 6 1 8 5 

Surgery E 2 5 1 8 4 

Surgery F 2 5 5 4 5 

Sub-Totals 9 22 10 24 18 

TOTALS  32 42 
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6.4.1 Demographic data 
The table below compares some of the important characteristics of the second focus 
group participants with those of the end of study sample (T2 questionnaire 
respondents) from which they are a self-identified sub-set.  The data suggest that the 
focus group participants are broadly representative of the overall study sample, 
although they tended to be slightly older and more experienced in their caring role.  
The only significant difference is in the greater percentage of the focus group 
participants (11% more), who reported spending 30 hours per week or more in their 
caring role compared to the whole study sample. 
 
Fig. 8 Characteristics of Focus Group Participants Compared to Total Sample 
 

Characteristic  Focus Group 
Participants 

Total Study 
Sample 

Age (yrs) Under 50  12% 12% 

60 ï 64  24% 22% 

70+  38% 37% 

Gender Men 40% 29% 

Women 60% 71% 

Relationship to cared for Parent 29% 27% 

Spouse 55% 60% 

Child 7% 8% 

Time in caring role (Yrs) 1 ï 5 yrs 33% 42% 

6 ï 19 yrs 45% 38% 

20+ yrs 19% 12% 

Caring (Hrs per week) 30+ hours 81% 70% 

 
 
Each focus group meeting was recorded and transcribed.  Themes were identified 
from the focus group material which were then coded manually to build up categories 
which were sorted, compared and refined.   
 
The main findings are reported under seven thematic headings. 
 
6.4.2 Functional tasks & physical tending 
All of the focus group participants reported the need to assist the person they cared 
for with a wide range of activities of daily living which were limited in some cases to 
functional tasks such as transport, shopping, cleaning, laundry and cooking or were 
extended for others to include a range of more personal activities such as eating, 
dressing, bathing and toileting.    There was sometimes resistance to help from 
anyone other than the main carer from the cared for person, highlighted by the 
following extract: 
 

άIŜ ǿƻǳƭŘ Ǉŀȅ ŦƻǊ ǎƻƳŜōƻŘȅ ŀ ǎǇŜŎƛŀƭƛǎǘ ǘƻ ŎƻƳŜ ƛƴΣ ōǳǘ Ƙƛǎ ǿƛŦŜ ǿƻƴΩǘ ƭŜǘ ƘƛƳΦ  {ƘŜ 
ŘƻŜǎƴΩǘ ǿŀƴǘ ǎǘǊŀƴƎŜǊǎ ŎƻƳƛƴƎ ƛƴΦ   LǘΩǎ ƴƻǘ Ƨǳǎǘ ǿƘŀǘΩǎ ŀǾŀƛƭŀōƭŜ ΧΦ {ƻƳŜǘƛƳŜǎ ƛǘΩǎ 
ǘƘŜ ǇŀǘƛŜƴǘ ƛŦ ȅƻǳ ƭƛƪŜ ǎŀȅƛƴƎΣ L ŘƻƴΩǘ ǿŀƴǘ ǎǘǊŀƴƎŜǊǎ ŎƻƳƛƴƎ ƛƴΦ  L ƳŜŀƴ ƛŦ ǘƘŜȅ ƘŀǾŜ ǘƻ 
ǿƘŜƴ ǘƘŜȅ ƘŀǾŜ ŀ ƳŜŘƛŎŀƭ ŎƻƴŘƛǘƛƻƴ ōǳǘ ǎƻƳŜƻƴŜ ǘƻ ŎƻƳŜ ƛƴ ŦƻǊ ŎƻƳǇŀƴȅ ΦΦΦέ 
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By their very nature, personal care tasks need to be performed at certain times and 
this posed problems for carers in arranging formal help from potential outside service 
providers, eg. home care, as the services were sometimes not available outside 
óstandardô hours or providers would not commit themselves to coming at particular 
times: 
 

άΧΦ  ōǳǘ ǎƻƳŜǘƛƳŜǎ ǘƘŜȅ ŎƻƳŜ ŀǘ ǎŜǾŜƴ ƻΩŎƭƻŎƪ ǘƻ ƎŜǘ ƘŜǊ ǊŜŀŘy for bed.  And I say 
ǘƘƛǎ ƛǎ ǘƻƻ ŜŀǊƭȅΣ L ǎŜƴǘ ƻƴŜ ƻŦ ǘƘŜƳ ŀǿŀȅΣ L ǎŀƛŘ ŎƻƳŜ ōŀŎƪ ƭŀǘŜǊΣ ƛǘΩǎ ǘƻƻ ŜŀǊƭȅΦ  
.ŜŎŀǳǎŜ ǘƘŜȅΩǾŜ Ǝƻǘ ŀ ƭƛǎǘ ƻŦ ǇŜƻǇƭŜ ŀƴŘ ǘƘŜȅ Řo them in a Ǌƻǘŀ ŀƴŘ ƛŦ ǿŜΩǊŜ ŀǘ ǘƘŜ 
bottom of the liǎǘΧΧ ōǳǘ ƛǘΩǎ ǘƻƻ ŜŀǊƭȅΦέ 

 
As a result, few carers in the focus groups reported any additional help, other than 
from family, friends and neighbours, with the physical tasks of caring.  Although 
these functional tasks and physical tending  could be relentless and could occupy 
what many described as ó24/7ô rather than a discrete and quantifiable number of 
hours each week, there was a sense in which the focus group participants found 
value in their caring role and self-efficacy in their ability to cope with whatever was 
presented to them óeven when they were not feeling 100%ô: 
 

άL ƳŜŀƴ Ƴȅ ǿƛŦŜ ŀƴŘ LΣ ǿŜΩǾŜ ōŜŜƴ ǘƻƎŜǘƘŜǊ ŦƻǊ ǿŜƭƭ ƻǾŜǊ ǎƛȄǘȅ ȅŜŀǊǎ ŀƴŘ ǿƘŀǘŜǾŜǊ 
ŎƻƳŜǎΣ ȅƻǳ Řƻ ƛǘΦ  ¸ƻǳ ŘƻƴΩǘ ǘƘƛƴƪ ŀōƻǳǘ ŀƴȅǘƘƛƴƎ ŜƭǎŜ Χ ȅƻǳ Ƨǳǎǘ Řƻ ƛǘΦ  ²Ŝƭƭ L ǳǎŜŘ ǘƻ 
ōŜ ŘŜǇŜƴŘŜƴǘ ƻƴ ƘŜǊ ŦƻǊ ŀƭƭ ǘƘŜ ŎƻƻƪƛƴƎ ōǳǘ L Řƻ ƛǘ ŀƭƭ ƴƻǿ ΧΦ LΩƳ ŘƻƛƴƎ ǘƘƛƴƎǎ ǘƘŀǘ L 
ƴŜǾŜǊ ƪƴŜǿ LΩŘ ōŜ ŀōƭŜ ǘƻ Řƻέ 

 

ά²ŜƭƭΣ  фл҈ ƻŦ ǇŜƻǇƭŜ ǿƻǳƭŘ ƘŀǾŜ ƎƛǾŜƴ ǳǇ [about getting the service] but you do get 
extremely good at fighting as a carer,  even if you do ƎŜǘ ǘƛǊŜŘ ƻŦ ŀƭǿŀȅǎ ƘŀǾƛƴƎ ǘƻΦέ 

6.4.3 Behaviour problems and relationship changes 
Beyond the general burden of care-giving in relation to the activities of daily living 
described above, focus group participants frequently reported the increased stress 
brought about by changes in the person they cared for, in terms of the relationship 
between them,  or their behaviour or decreasing mental capacity.    
 

άaȅ ǿƛŦŜ ƛǎƴΩǘ ǘƻƻ ōŀŘ ōǳǘ ǎƘŜ ŘƻŜǎ ƛƭƭƻƎƛŎŀƭ ǘƘƛƴƎǎΣ ǘƘŀǘΩǎ ǘƘŜ ǘƘƛƴƎΣ ǎƻ ȅƻǳΩǾŜ Ǝƻǘ ǘƻ 
be on the watch all the time.  What she thinks is normal behaviour makes you 
ǿƻƴŘŜǊ ǎƻƳŜǘƛƳŜǎΦ  ¸ƻǳΩǾŜ Ǝƻǘ ǘƻ ōŜ ǿŀǊȅ ŀƭƭ ǘƘŜ ǘƛƳŜ ŀƴŘ ǘƘŀǘ ǘŀƪŜǎ ŀ ƭƻǘ ƻŦ ŜƴŜǊƎȅ 
ǊŜŀƭƭȅέΦ 

 
Those caring for a parent found the óreversal of rolesô in which their mother or father 
became ómore like the child nowô difficult to manage and these feelings were 
compounded where the cared-for person also found the changes challenging and 
difficult to accept.   
 

ά Ƴȅ ƳƻǘƘŜǊ ŘƻŜǎƴΩǘ ǿŀƴǘ ǘƻ ōŜ ƘŜǊŜΦ  ¸ƻǳΩǊŜ ŘƻƛƴƎ ȅƻǳǊ ǳǘƳƻǎǘ ΧΦ L ƪƴƻǿ ǎƘŜΩŘ ōŜ 
ŜǾŜƴ ƳƻǊŜ ƳƛǎŜǊŀōƭŜ  ƛŦ L Ǉǳǘ ƘŜǊ ƛƴ ŀ ƘƻƳŜ Χ L ŘƻƴΩǘ ǿŀƴǘ ǘƻ Χ ōǳǘ L Ƨǳǎǘ ǿƛǎƘ ǎƘŜΩŘ 
ŀǇǇǊŜŎƛŀǘŜ ȅƻǳ ƪƴƻǿΧ ǎƘŜΩǎ ƛƴ ƘŜǊ ƻǿƴ ƘƻƳŜΣ  ŜǾŜǊȅǘƘƛƴƎ ŀǊƻǳƴŘ ƘŜǊ ΧΦΦ ƘŜǊ ƻǿƴ 
ōŜŘΧΦ .ǳǘ ǎƘŜΩǎ ǳƴƘŀǇǇȅ Χ ǎƘŜΩŘ ƳǳŎƘ ǊŀǘƘŜǊ ōŜ ƛƴ ƘŜǊ ŎƻŦŦƛƴ ΧΦ L ƎŜǘ ǘƘƛǎ ŜǾŜǊȅ Řŀȅ 
ŀƴŘ L ŘƻƴΩǘ ŦƛƴŘ ƛǘ Ŧǳƴƴȅ ȅƻǳ ƪƴƻǿΦέ 
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The emotional  impact of changed relationships was particularly highlighted by many 
of those caring for a partner: 
 

ά²ŜƭƭΣ ƛǘΩǎ ȅƻǳǊ ǿƛŦŜΩǎ ƛƭƭƴŜǎǎ ǘƘŀǘ ǘǊƛƎƎŜǊǎ ǘƘŀǘ anger I think.  I mean I get angry 
ōŜŎŀǳǎŜ ƻŦ ǘƘŜ ǎƛǘǳŀǘƛƻƴΦ  L ǘƘƛƴƪ ƻŦ ǿƘŀǘ ǿŜΩǾŜ ƭƻǎǘΣ ǘƘƛǎ ƛǎ ƴƻǘ ǘƘŜ ƭƛŦŜ ǿŜ ǿŜǊŜ 
ǎǳǇǇƻǎŜŘ ǘƻ ōŜ ƭƛǾƛƴƎέΦ 
 

ά²ŜƭƭΣ ƛƴ Ƴȅ ŎŀǎŜ ƛǘΩǎ Ƴȅ ƘǳǎōŀƴŘ Χ ǘƘŜǊŜ ƛǎƴΩǘ ŀƴȅ ǊŜŀƭ ŘƛǎŎǳǎǎƛƻƴ, any participation 
But there are pockets when he seems to be perfectly alright and I slip in and out of 
this role of carer and wife and the blurring of the roles ǎŜǘǎ ǳǇ ŀ ŎƻƴŦǳǎƛƻƴ ƛƴ ƳŜ Χ 
How far is my caring separate from my wifeliness?   
 
άLƴ Ƴŀƴȅ ǿŀȅǎΣ ώƳȅ ǿƛŦŜϐ ƛǎ ŜȄŀŎǘƭȅ ǘƘŜ ǎŀƳŜ ǇŜǊǎƻƴ ƛƴ ǊŜƭŀǘƛƻƴ ǘƻ ƻǘƘŜǊ ǇŜƻǇƭŜ ōǳǘ 
in relation to me, you know, she just completely takes for granted everything I do, 
ǎƘŜ ŘƻŜǎƴΩǘ ƴƻǘƛŎŜ ŀōƻǳǘ ǘƘǊŜŜ ǉǳŀǊǘŜǊǎ ƻŦ ǿƘŀǘ L Řƻ ƻǊ ŀŎǘǳŀƭƭȅ ǊŜǎŜƴǘǎ ƛǘ ŀƴŘ 
actually protests about it.  And you know, quite often I will sort of just blow up 
ǊŜŀƭƭȅΧέ 

  

άΧōǳǘ ǘƘŜǊŜΩǎ ǎƻƳŜǘƘƛƴƎ ŀōƻǳǘ ȅƻǳǊ ǊŜƭŀǘƛƻƴǎƘƛǇ ǿƛǘƘ ȅƻǳǊ ǇŀǊǘƴŜǊ ǿƘŜǊŜ ǘƘŜǊŜ ƛǎ ς I 
hate to ever use the word ǘǊŀǇǇŜŘ ŀǎ ȅƻǳ ƳŜƴǘƛƻƴŜŘ Σ L ŘƻƴΩǘ ŦŜŜƭ ǘǊŀǇǇŜŘ ōǳǘ ǘƘŜǊŜ 
ŀǊŜ ǘƛƳŜǎΣ ōŜŎŀǳǎŜ ƛǘΩǎ my lifeΣ ǿƘŜƴ LΩǾŜ ǎƻ ōŜŎƻƳŜ ǘƘƛǎ ǇŜǊǎƻƴ ǘƘŀǘ Ƙƛǎ ƛƭƭƴŜǎǎ 
requires of me ς ǘƘŀǘ LΩƳ ƘŀǇǇȅ ǘƻ Řƻ ς ōǳǘ ƛǘ ƛǎ ǎƻ ƴŀǊǊƻǿŜŘΣ L ŀƳ ǎƻ ƴŀǊǊƻǿŜŘ Χ 
ȅƻǳ ƪƴƻǿΣ ǘƘŀǘΩǎ ǿƘŜƴ L ŦŜŜƭ ŀǎ ǘƘƻǳƎƘ LΩƳ ƎƻƛƴƎ ǘƻ ŜȄǇƭƻŘŜΦέ 
 
ά¸ŜǎΣ ǘƘŜ ƻǘƘŜǊ ƎŜƴŜǊŀƭ Ǉƻƛƴǘ ǘƘŀǘΩǎ ŎƻƳŜ ƻǳǘ ŦƻǊ ŀƭƭ ƻŦ ǳǎ ƛƴ ŘƛŦŦŜǊŜƴǘ ǿŀȅǎ ƛǎ ǘƘƛǎ 
thing about being aware, not just being aware of us but also being aware of us as 
part of a relationship and that they ς ǘƘŀǘ ƻōǾƛƻǳǎƭȅ ƛŦ ȅƻǳΩǾŜ Ǝƻǘ ǎƻƳŜƻƴŜ ǿƘƻ ƛǎ 
ǾŜǊȅ ƛƭƭ ŀƴŘ ƎŜǘǘƛƴƎ ƛƭƭŜǊΣ ƛǘ Ƙŀǎ ŘǊŀǎǘƛŎ ƛƳǇƭƛŎŀǘƛƻƴǎ ŦƻǊ ȅƻǳǊ ǊŜƭŀǘƛƻƴǎƘƛǇ ŀƴŘ ǘƘŀǘΩǎ ƴƻǘ 
ŀŎƪƴƻǿƭŜŘƎŜŘέΦ 
 

6.4.4 Lifestyle changes and restrictedness 
The focus group participants reported a number of changes to their lifestyles in order 
to undertake and continue with their caring responsibilities and restrictions impinged 
in a number of different ways on the quality of their lives as a result of their care-
giving role.    Lifestyle changes included giving up work altogether, working from 
home or taking part-time work with hours that permitted the caring role.  No-one 
mentioned help from a current employer to ówrapô their existing job around caring 
responsibilities. 
  

άL ƭƻƻƪ ŀŦǘŜǊ Ƴȅ ŜƛƎƘǘȅ ȅŜŀǊ ƻƭŘ ƳƻǘƘŜǊ ŀƴŘ L Ŧƛǘ ŀƭƭ ǘƘƛǎ ƛƴΦ  L took a job working very 
early hours ς LΩǾŜ ōŜŜƴ ǳǇ ǎƛƴŎŜ ƘŀƭŦ Ǉŀǎǘ ŦƻǳǊ ǘƘƛǎ ƳƻǊƴƛƴƎ - and I get home about 
half past ten to  ƳŀƪŜ ǎǳǊŜ ǎƘŜΩǎ hK and then I usually spend the day and obviously 
the nights with her.έ 
 
άL ƻƴƭȅ ƘŀŘ ǘƘŜ Ƨƻō ŦƻǊ ǎƛȄ ƳƻƴǘƘǎΦ  {ƘŜ ƴŜŜŘŜŘ ƳŜ ƳƻǊŜ ǎƻ L ƎŀǾŜ ƛǘ ǳǇ ŀƴŘ L ŘƻƴΩǘ 
ƻŦŦƛŎƛŀƭƭȅ ǊŜǘƛǊŜ ŦƻǊ ŀƴƻǘƘŜǊ ŦƛǾŜ ȅŜŀǊǎ ōǳǘ LΩǾŜ ōŜŜƴ Ŧǳƭƭ-time caring now because she 
needs me.  The job was to give us sort of extras.έ   
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For those who were in full-time or part-time employment, access to services and 
support specifically aimed at carers was perceived as very limited if not impossible: 
 

ά²ŜƭƭΣ ƴƻǘƘƛƴƎ ǎŜŜƳǎ ǘƻ ŎƻƳŜ ǘƻ ȅƻǳ Χŀƴd if youΩǊŜ ǿƻǊƪƛƴƎΣ ȅƻǳ ŘƻƴΩǘ ƘŀǾŜ ǘƛƳŜ ǘƻ 
ŎƘŀǎŜ ǘƘƛƴƎǎ ǳǇ ŀƭƭ ǘƘŜ ǘƛƳŜΦ  ¸ƻǳ ŎŀƴΩǘ ōŜŎŀǳǎŜ ŀǘ ǘƘŜ ǎƻǊǘ ƻŦ ǘƛƳŜ ǘƘŀǘ ǘƘŜȅ ƳƛƎƘǘ ōŜ 
ŀǾŀƛƭŀōƭŜ ǘƻ ƎƛǾŜ ȅƻǳ ƘŜƭǇΣ ȅƻǳΩǊŜ ŀǘ ǿƻǊƪέΦ 

 
A primary limitation on any independent activity arose from the obvious need to do 
things for the person they cared for or to be there in order to keep them safe but 
hobbies or interests often had to be abandoned: 
 

άLǘΩǎ ōŜŎƻƳŜ ŎƭŜŀǊ ƴƻǿ ǘƘŀǘ ώƳȅ ǿƛŦŜϐ ŎŀƴΩǘ Ŏƻǳƴǘ ǘƘŜ ǊƛƎƘǘ ƴǳƳōŜǊ ŦƻǊ ƘŜǊ 
ƳŜŘƛŎŀǘƛƻƴ ǎƻ LΩǾŜ Ǝƻǘ ǘƻ ōŜ ǘƘŜǊŜ ŀƭƭ ǘƘŜ ǘƛƳŜΦ  {o the golf has gone pear-shaped and 
my own fitness levels have gone down ǿƘƛŎƘ Ƴȅ Dt ƛǎ ǿƻǊǊƛŜŘ ŀōƻǳǘ Χέ 
 

Moving in with a relative or having a relative move in with them was a common 
solution to providing functional care and safety for a number of the focus group 
participants, particularly those caring for a parent or sibling: 
 

άaȅ ƳƻǘƘŜǊ Ƙŀǎ Ƨǳǎǘ ǊŜŎŜƴǘƭȅ ƳƻǾŜŘ ƛƴ ǿƛǘƘ ǳǎ ς ǿŜΩǾŜ ƳƻǾŜŘ ǳǇ ŀƴŘ ǎƘŜΩǎ Ǝƻǘ 
ǘƘǊŜŜ ǊƻƻƳǎ ŘƻǿƴǎǘŀƛǊǎΦ  {ƘŜΩǎ ŀƭǊƛƎƘǘ ŀǊƻǳƴŘ ǘƘŜ ƘƻǳǎŜ ōǳǘ L ƘŀǾŜ ǘƻ ǿŀǘŎƘ ǿƘŀǘ 
ǎƘŜΩǎ ǳǇ ǘƻ ǊŜŀƭƭȅέΦ 
 

άLΩƳ ŎŀǊƛƴƎ ŦƻǊ Ƴȅ ƳƻǘƘŜǊ-in-ƭŀǿΦ  L ǎǳǇǇƻǎŜ ŀŎǘǳŀƭƭȅ ƛŦ ȅƻǳ ǘƘƛƴƪ ŀōƻǳǘ ƛǘ LΩǾŜ ōŜŜƴ 
ŎŀǊƛƴƎ ŦƻǊ ƘŜǊ ŦƻǊ ǎŜǾŜǊŀƭ ȅŜŀǊǎ ōǳǘ ƭƛǾƛƴƎ ƛƴ Ƴȅ ƻǿƴ ƘƻƳŜΦ  bƻǿ LΩƳ ƭƛǾƛƴƎ ƛƴ ƘŜǊ 
ƘƻƳŜΣ ǘƘƛƴƎǎ ƘŀǾŜ ŎƘŀƴƎŜŘΦ  LǘΩǎ ǎƻ ǾŜǊȅΣ ǾŜǊȅ ŘƛŦŦƛŎǳƭǘέΦ 
 

Forward planning and the need to make arrangements in advance for the cared-for 
person removed much of the freedom from the social lives of the carers that would 
be regarded as a normal expectation for non-carers: 
 

ά¸ŜǎΣ ǘƘŜǊŜΩǎ ƴƻ ǎǇƻƴǘŀƴŜƛǘȅΦ  LǘΩǎ ǾŜǊȅ ŘƛŦŦƛŎǳƭǘ ǘƻ ōŜ ǎǇƻƴǘŀƴŜƻǳǎ ŀbout anything 
because everything has to be planned in advance.  If you want to go out for the day, 
ȅƻǳΩǾŜ Ǝƻǘ ǘƻ ōƻƻƪ ƛǘ ƛƴ ŀŘǾŀƴŎŜΦ  ¸ƻǳ ŎŀƴΩǘ Ƨǳǎǘ ǊƛƴƎ ǳǇ ŀƴŘ ǎŀȅ Ŏŀƴ L ƘŀǾŜ ǎƻƳŜōƻŘȅ 
ŦƻǊ ǘƻƳƻǊǊƻǿέΦ 

 
Nearly all of the focus group participants referred to feeling a general anxiety about 
leaving the cared-for person which meant they felt ill at ease when away which then 
led them in turn to try to limit the frequency and duration of any separation.   Finally, 
particularly strongly felt by those caring for a partner, there was a óshared 
restrictednessô in which carers adopted for themselves the limitations placed on the 
person they looked after and could not or would not contemplate separate activities. 
 

ñYes, I mean just going out to associations and things liƪŜ ǘƘƛǎΣ ȅƻǳ ŘƻƴΩǘ ǘŜƴŘ ǘƻ Ǝƻ 
ǾŜǊȅ ƻŦǘŜƴ ƻǊ ƻƴƭȅ ȅƻǳ ƪƴƻǿΣ ƛŦ ǎƘŜ Ŏŀƴ ŎƻƳŜ ǿƛǘƘ ƳŜέΦ 
 
άLǘΩǎ Ƨǳǎǘ ƻƴŜ ƻŦ ǘƘŜƳ ǘƘƛƴƎǎΣ ōǳǘ ȅƻǳ ƪƴƻǿΣ ȅƻǳ ƧǳǎǘΧ L ŦŜŜƭ L ŎŀƴΩǘ Ǝƻ ƻǳǘ ōŜŎŀǳǎŜ 
ǎƘŜ ǿŀƴǘǎ ƳŜ ƘŜǊŜέΦ 
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The wide variety of needs and the difficulties of meeting them through any one 
particular service, in a timely way was readily recognised across the focus groups 
and expressed by one participant as óasking for the impossible reallyô.   
 
6.4.5 Finance and benefits 
Financial issues were raised by participants in all of the focus groups and there was 
wide variation in the extent of individual awareness of what was available and 
knowledge of the systems and processes for claiming, which were experienced as 
complex and confusing.  Financial issues appeared to present less of a problem for 
those caring for a partner but the importance to the carer of benefits received by the 
cared-for could be problematic and an area of conflict: 
 

άLƴ ȅƻǳǊ ŎŀǎŜΣ ōŜƛƴƎ ŀǎ ȅƻǳ ŎŀǊŜ ŦƻǊ ȅƻǳǊ ǿƛŦŜΣ ȅƻǳ ǇǊƻōŀōƭȅ ƘŀǾŜ Ƨƻƛƴǘ ŀŎŎƻǳƴǘǎ ŀƴŘ 
things like ǘƘŀǘΦ  .ǳǘ ŦƻǊ ƳŜΣ ƛǘ ŀƭƭ ώŀǘǘŜƴŘŀƴŎŜ ŀƭƭƻǿŀƴŎŜϐ ƎƻŜǎ ǘƻ aƻǘƘŜǊ ŀƴŘ ƛǘΩǎ ŀ 
big, big thing ς hƘΣ ƘŜǊŜ ȅƻǳ ŀǊŜ ŘŜŀǊΣ ƘŜǊŜΩǎ ȅƻǳǊ ƳƻƴŜȅ ŀƴŘ LΩƳ ǘƘƛƴƪƛƴƎ L ŘƻƴΩǘ 
want it and in fact I refused to take it for three weeks so we had an almighty row 
ŀōƻǳǘ ƛǘΧέ 
 

Inaccurate and confusing advice from a range of professionals encountered by 
carers was not uncommon and participants referred to the value of the help they had 
received from the projectôs advice and support workers in relation to their potential 
eligibility for different forms of support.   
 
6.4.6 Recognition, talking & support 
Often, it was simply recognition of the service and support they provided for the 
cared for person that carers felt was needed: 
 

άaȅ ŜȄǇŜǊƛŜƴŎŜ ώƻŦ ŎŀǊƛƴƎϐ ƛǎ мо ȅŜŀǊǎ ŀƴŘ ƴƻ-one has ever in that time actually 
approached meΧΦΦ L ǘƘƛƴƪ ƛǘΩǎ Ƨǳǎǘ ǘƘŜ ǊŜŎƻƎƴƛǘƛƻƴ ǊŜŀƭƭȅΦ  L ƳŜŀƴ LΩǾŜ Ƨǳǎǘ ŦŜƭǘ L ŘƻƴΩǘ 
ŜȄƛǎǘ ƻǊ ŜƭǎŜ ŀƭƭ ǘƘŜǎŜ ǇŜƻǇƭŜ ŎƻƳŜ ǘƻ ǎŜŜ ώƳȅ ǇŀǊǘƴŜǊϐ ōǳǘ ǘƘŜȅ ŘƻƴΩǘ ŜǾŜƴ ƎƛǾŜ ƳŜ 
ǘƘŜ ǘƛƳŜ ƻŦ ŘŀȅέΦ 
 

Or something that would help them to re-gain some of what was perceived as their 
ólost identityô: 

 
ά²Ŝƭƭ ȅŜǎΣ L ǿŀǎ Ƴȅ ƳƻǘƘŜǊΩǎ ŘŀǳƎƘǘŜǊ ŀƴŘ Ƴȅ ƘǳǎōŀƴŘΩǎ ǿƛŦŜ ŀƴŘ Ƴȅ ŘŀǳƎƘǘŜǊΩǎ 
ƳƻǘƘŜǊ ŀƴŘ ǘƘƛǎ ƛǎ ǿƘŜǊŜ L ǎŀƛŘ L ǘƘƛƴƪ ȅƻǳ Ƨǳǎǘ ƭƻǎŜ ȅƻǳǊ ƛŘŜƴǘƛǘȅέΦ 

 
Most carers appeared to prefer to rely on family, particularly daughters, friends and 
neighbours to share some of their burden as well as for social and practical support 
although the importance of talking was frequently referred to: 
 

άL ŦƛƴŘ ǘƘŀǘ ȅƻǳ ƴŜŜŘ ǎƻƳŜƻƴŜ ǘƻ ǘŀƭƪ ǘƻΦ  This is one of the things that I miss most of 
ŀƭƭ Χ LΩƳ ƴƻǘ ǘŀƭƪƛƴƎ ŀōƻǳǘ ƳŜŘƛŎŀƭ ǘƘƛƴƎǎΦέ 

 
The benefit of an opportunity to release frustration and to express sometimes angry 
emotions was readily acknowledged but there was general agreement about the lack 
of availability of ósomebody to let off steam to basically, about how things areô: 
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ά¸ƻǳ ŜƴŘ ǳǇ ŦŜŜƭƛƴƎ Ǝǳƛƭǘȅ ƛŦ ȅƻǳ Řƻ ŜȄǇƭƻŘŜΣ L ƪƴƻǿ L Řƻ Χ ōǳǘ ǎƻƳŜǘƛƳŜǎΣ LΩƳ ǊŜŀƭƭȅ 
ŘǊƛǾŜƴ ǘƻ ƛǘΦ  L ǘǊȅ ǘƻ ōƻǘǘƭŜ ŀƭƭ ǘƘŜ ŜȄǇƭƻǎƛƻƴǎ ǳǇ ōǳǘ Ƨǳǎǘ ǎƻƳŜǘƛƳŜǎ Χ ŀƴŘ ƛǘΩǎ ǳǎǳŀƭƭȅ 
something triviaƭΦ  /ŀǊŜǊǎ ƴŜŜŘ Χ ǘƘŜȅ ƴŜŜŘ ǎƻƳŜōƻŘȅ ǘƻ ǘŀƭƪ ǘƻΦ  .ǳǘ ǘƘŀǘΩǎ ǿƘŀǘ 
ȅƻǳ ƴŜǾŜǊ ƎŜǘ ƛǎƴΩǘ ƛǘΚέ 

 
Not surprisingly, carers needed a range of different support mechanisms on which to 
call at different times and according to individual characteristics and circumstances.  
Interestingly, there appeared to be something of a gender divide, where women felt 
that group meetings provided them with an opportunity for wider social support, while 
a number of men in the focus groups expressed a preference for activities that were 
strictly task-focussed: 
 

άL ǿƻǳƭŘ Ǝƻ ƛŦ L ǘƘƻǳƎƘǘ ǘƘŀǘ L ǿƻǳƭŘ ǊŜŀƭƭȅ ƭŜŀǊƴ ǎƻƳŜǘƘƛƴƎ ŀƴŘ ƛǘ ǿŀǎ ƎƻƛƴƎ ǘƻ ƳŀƪŜ 
a very positive difference.  But if I went to one of those things and it was just a 
ōƻǊƛƴƎ ǿŀǎǘŜ ƻŦ ǘƛƳŜΣ L ǿƻǳƭŘ ŦŜŜƭ ǾŜǊȅ ǊŜǎŜƴǘŦǳƭέ 

 
As reported in the Interim Report, day care continued to be very highly valued and 
those using day services appeared to have either better access to or were more 
willing to take up opportunities for longer-term respite particularly if this happened in 
the same place. 
 
6.4.7 Information 
Carers were adept at drawing in information, guidance and advice from a range of 
local resources and frequently turned to the internet as a first óport of callô for more 
general information.   
 

ά9ǾŜǊȅǘƘƛƴƎ L ǿŀƴǘ ǘƻ ŎŀǊŜ ŦƻǊ Ƴȅ ōǊƻǘƘŜǊΣ L Ǝƻ ǘƘǊƻǳƎƘ ǘƘŜ ƛƴǘŜǊƴŜǘ ōŜŎŀǳǎŜ ǘƘŜǊŜΩǎ 
no actual information coming to me at all since I was recognised as a carer and that 
ǿŀǎ нл ȅŜŀǊǎ ŀƎƻέΦ 

 
Carers often wanted more information about the cared-for personôs condition, partly 
in order to take action ï or more often in order to understand what had happened to 
them, as they struggled to come to terms with changes.  This need was most often 
met through independent sector, condition-specific societies and support groups 
such as those dealing with Alzheimerôs disease, Parkinsonôs disease, multiple 
sclerosis etc.   Some carers felt that professional advice and guidance as well as 
informal support was lacking: 
 

ά²Ƙŀǘ L ŦŜŜƭ L ƴŜŜŘ ƴƻǿ ƛǎ ŀ ōƛǘ ƳƻǊŜ ǎƻǊǘ ƻŦ ǿƘŀǘ ǘƻ ŜȄǇŜŎǘΣ ǿƘŀǘ ǎƻǊǘ ƻŦ ŎƘŀƴƎŜǎ 
and I do ƘŀǾŜ ƻǘƘŜǊ ŎŀǊŜǊǎ ŎƻƳƛƴƎ ƛƴ ǘƻ ǎƛǘ ǿƛǘƘ ƳǳƳ ōǳǘ L ƘŀǾŜƴΩǘ Ǝƻǘ ǘƘŜ ƻǘƘŜǊ ǎƛŘŜΣ 
ǘƘŜ ǇǊƻŦŜǎǎƛƻƴŀƭ ǎƛŘŜ ŀƴŘ L Ƴƛǎǎ ǘƘŀǘ ŀǘ ƭƻǘ ōŜŎŀǳǎŜ L ŘƻƴΩǘ ǊŜŀƭƭȅ ƪƴƻǿ ǿƘŀǘ ǘƻ 
ŜȄǇŜŎǘ ŀƴŘ Ƙƻǿ ǘƻ ŘŜŀƭ ǿƛǘƘ ǘƘŜ ŘƛŦŦŜǊŜƴǘ ǎƻǊǘǎ ƻŦ ǘƘƛƴƎǎέ 

 
Local pharmacies were particularly prominent, especially in more rural locations, in 
providing more specific professional advice, not only in relation to medication but 
also about equipment to assist daily living and for example incontinence supplies, for 
which they had ready samples to hand.  
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ά{ƻƳŜ ŘƻŎǘƻǊǎ ŀǊŜ ƎƻƻŘ ŀƴŘ ǎƻƳŜ ŘƻŎǘƻǊǎ ŀǊŜƴΩǘΦ  .ǳǘ ƭƛǾƛƴƎ ƛƴ ŀ ǎƳŀƭƭ ǘƻǿƴ ƭƛƪŜ ǘƘƛǎ 
ƛǎ ƎƻƻŘ ƛƴ ŀ ǿŀȅ ōŜŎŀǳǎŜ ȅƻǳΩǾŜ Ǝƻǘ ǘƘŜ ŎƘŜƳƛǎǘ ŀǎ ōŀŎƪ ǳǇΦ  L ƳŜŀƴ ȅƻǳ ŎƻǳƭŘƴΩǘ 
Ŧŀǳƭǘ ǘƘŜ ŎƘŜƳƛǎǘ ƘŜǊŜέΦ 

 
6.4.8 Project services & take up 
Knowledge about the projects and the specific services on offer at each site was by 
no means universal amongst the focus group participants and surprising levels of 
uncertainty and confusion appeared to exist in the light of the high scores given to 
satisfaction with the service offered to carers, in the survey of project staff.  However, 
it should be noted that at the time of the second focus group sessions, the project 
services had been running for six months only which is a very short time in which to 
establish confidence and overcome carer resistance:   
 

ά²Ŝƭƭ ǘƘŀǘΩǎ ƛǘΦ  ²Ŝ ƘŀǾŜƴΩǘ ƘŀŘ ŀƴȅ ƳŜŜǘƛƴƎǎ ƻǊ ǇŜǊǎƻƴŀƭƭȅ ŀƴȅ ǇŀǇŜǊǿƻǊƪ ƻǊ 
ŀƴȅǘƘƛƴƎ ƭƛƪŜ ǘƘŀǘΦ  ²ƘŀǘΩǎ ǎƘŜ ǎǳǇǇƻǎŜŘ ǘƻ Řƻ ŦƻǊ ǳǎΚ  L ƳŜŀƴ ƛŦ ǿŜ ƪƴŜǿ ƘŜǊ ǊƻƭŜΣ 
ƛƴǘŜƴǘƛƻƴǎ ŀƴŘ ƎƻŀƭǎΣ ǿŜ ƳƛƎƘǘ ǘƘƛƴƪ ŀōƻǳǘ ǳǎƛƴƎ ǘƘŜ ǎŜǊǾƛŎŜέΦ 
 
άLΩǾŜ not used the services, no, because I never thought it was for me.  I thought well 
ƳƛƴŜΩǎ ƴƻǘƘƛƴƎ ƛƴ ŎƻƳǇŀǊƛǎƻƴ ǘƻ ǿƘŀǘ ƻǘƘŜǊ ǇŜƻǇƭŜ ƘŀǾŜ ǎƻ L ƘŀŘ ŀƭǿŀȅǎ ǘƘƻǳƎƘǘ 
ǘƘŀǘ ƛǘ ǿŀǎ ŦƻǊ ǘƘŜƳ ǊŀǘƘŜǊ ǘƘŀƴ ŦƻǊ ƳŜέ 

 
The features of the services that carers in the focus groups referred to most often as 
helpful included: 
 

¶ A named person with a specific interest in carers and issues relevant to their role 
and part of a central information óhubô based at the GP surgery, even though 
there was a recognition that the needs were just as likely to be social as medical; 
 

ά²Ƙŀǘ ȅƻǳ ǊŜŀƭƭȅ ǿŀƴǘ ƛǎ ƻƴŜ ǇŜǊǎƻƴ ŀǘ ǘƘŜ ǎǳǊƎŜǊȅ ȅƻǳ Ŏŀƴ ǊƛƴƎ ǳǇ ŀƴŘ ǎŀȅΣ ƭƻƻƪ LΩǾŜ 
Ǝƻǘ ǘƘƛǎ ǇǊƻōƭŜƳ ƻǊ Ŏŀƴ L ǎǇŜŀƪ ǘƻ ȅƻǳ ŦƻǊ ŀ ƳƻƳŜƴǘΧέ 
 

άL ƳŜŀƴΣ ƛŦ ŦǊƻƳ ǘƘŜ ǎǳǊƎŜǊȅ ǘƘŜȅ Ŏŀƴ Ƨǳǎǘ ƎƛǾŜ ȅƻǳ ŀ ǇƘƻƴŜ ƴǳƳōŜǊ ǘƻ Ǌing up and 
ǎǇŜŀƪ ǘƻ ƻƴŜ ǇŜǊǎƻƴ ǿƘƻ ǿƛƭƭ ǘŜƭƭ ȅƻǳ ŀƭƭ ǘƘŜǎŜ ǘƘƛƴƎǎ ǘƘŀǘ ŀǊŜ ŀǾŀƛƭŀōƭŜέ 
 

¶ Direct access to an advice and support worker as a specific resource which they 
could rely on to be there in times of need, even if this did not involve immediate 
take up;  

 

ά{ƻ L ŘƛŘ ǘƘƛƴƪ ƛŦ L ŦŜŜƭ ƳȅǎŜƭŦ ƎŜǘǘƛƴƎ ƛƴ ǘƘŜ ŘŜǇǘƘǎ ƻŦ ƎƭƻƻƳ ŀƎŀƛƴΣ L ǿƛƭƭ ǊƛƴƎ ƘŜǊ ǳǇ 
ŀƴŘ L ǘƘƛƴƪ ǎƘŜΩǎ ƪƛƴŘ ƻŦ ƳƻǊŜ ŀǇǇǊƻŀŎƘŀōƭŜ ǘƘŀƴ ǘƘŜ ŘƻŎǘƻǊέ 

 

¶ A single ógatewayô to services or a óone stop shopô where someone with in-depth 
local knowledge would act as a ópathfinderô through the maze of information and 
criteria for access to services and providers for things like benefits, residential 
homes, OT assessments; 

 

άhƴŜ ƻŦ ǘƘŜ ǘƘƛƴƎǎ LΩǾŜ ƭŜŀǊƴǘ ŀōƻǳǘ ŎŀǊŜǊǎ ŦǊƻƳ ǘƘƻǎŜ ǎǳǇǇƻǊǘ ƳŜŜǘƛƴƎǎ ƛǎ ǘƘŀǘ 
people ǿŀƴǘ ŀ ƻƴŜ ŀǇǇǊƻŀŎƘ ŜƴǘǊȅ ƛƴǘƻ ǘƘŜ bI{Φ  ¢ƘŜȅ ŘƻƴΩǘ ǿŀƴǘ ǘƻ ōŜ ǘƻƭŘ ǎƻǊǊȅ 
ȅƻǳ ƘŀǾŜ ǘƻ ǘŀƭƪ ǘƻ ǘƘŜƳΣ ƻǊ ǘƘŜƳ ƻǊ Ǝƻ ǘƘŜǊŜ ŀƴŘ ǘƘŜƴ ōŜ ŘƛǊŜŎǘŜŘ ǎƻƳŜǿƘŜǊŜ ŜƭǎŜέ 
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¶ A private room away from reception for discussions and consultation 
 

άL ǘƘƻǳƎƘǘ ƛǘ ǿŀǎ ƴƛŎŜ ǘƻ ƘŀǾŜ ǘƘŜ ƭƛǘǘƭŜ ǇǊƛǾŀǘŜ ǊƻƻƳ Χ ōŜŎŀǳǎŜ L ŘƛŘ ƘŀǾŜ ŀ ǎƛǘǳŀǘƛƻƴ 
ǘƘŀǘ L ŘƛŘƴΩǘ ǿŀƴǘ ǘƻ ǘŀƭƪ ŀǘ ǘƘŜ ŘŜǎƪ ŀōƻǳǘ ōŜŎŀǳǎŜ ƛǘΩǎ ǾŜǊȅ ƻǇŜƴ ŀƴŘ ǘƘŀǘ ǿŀǎ ǾŜǊȅ 
ǳǎŜŦǳƭ ǘƻ ƳŜ ŀǘ ǘƘŀǘ ǘƛƳŜέΦ 

 

¶ Flexible arrangements for appointments with home visits particularly valued 

ά²ƘŜƴ I ring to make an appointment for my husband I understand that a little hand 
ŦƭŀǎƘŜǎ ƻƴ ǘƘŜ ǎŎǊŜŜƴ ǘƻ ǎŀȅ ǘƘŀǘ LΩƳ ŀ ŎŀǊŜǊ ǎƻ ǘƘŜȅ ς and I am very grateful for this ς 
ōŜŎŀǳǎŜ ǿƘŜƴ L ǎŀȅ Ƴȅ ƘǳǎōŀƴŘ ƛǎ ǾŜǊȅ ǇƻƻǊƭȅ ǘƻŘŀȅ ǘƘŜȅ ŘƻƴΩǘ ǎŀȅ Ŏŀƴ ȅƻǳ ōǊƛƴƎ ƘƛƳ ƛƴΦ  
¢ƘŜȅ ǎŀȅ ǿŜƭƭ ƎŜǘ ŀ ŘƻŎǘƻǊ ǘƻ ȅƻǳΦ  bƻǿ ǘƘŀǘΩǎ ōŜŜƴ ŀ ǊŜŀƭ ŘƛŦŦŜǊŜƴŎŜΗέ 
 

Emergency planning was an issue that was raised in all of the focus groups with 
many carers realising that they did not have sufficiently robust arrangements 
currently in place.  Several carers mentioned this as an area on which they had 
worked with the advice and support worker and with help from Carerôs Link, 
awareness of the problem and improved plans had been developed. 
 
There was a lingering frustration with the lack of continuity in service provision, for 
instance a plethora of different home care assistants or sitters, and in information 
sharing, which meant that carers were left with the task of briefing a new GP or sitter 
or respite provider.  
 
Most of the carers felt that a regular health check, linked to their caring role, would 
be helpful although concern about óoverlapô with other checks that were already 
carried out in surgery clinics, eg. asthma, diabetes etc., were raised.  Carers were 
almost unanimous in their view that take up of the project services would be 
optimised if individual invitations to specific appointments, rather than an informal 
ódrop inô arrangement, were set up.   They did not want to feel that they were asking 
for a service but rather wanted the óflowô to originate in the surgery: 
 

ά¸ŜǎΣ ǿŜƭƭ ƛŦ ȅƻǳ ƘŀǾŜ ǘƻ ŀǎƪΦ  Lǘ ŦŜŜƭǎ ŀǎ ǘƘƻǳƎƘ ȅƻǳ ƘŀǾŜ ǘƻ ǎƘƻǿ ǘƘŀǘ ȅƻǳ ŎŀƴΩǘ ŎƻǇŜ 
ŀƴŘ ǘƘŀǘ ǘƻ ƳŜ ƛǎ ǊŜŀƭƭȅ ƎƻƛƴƎ ŀƎŀƛƴǎǘ ǘƘŜ ƎǊŀƛƴΦ  L ŦŜŜƭ LΩƳ ŦŀƛƭƛƴƎέ 
 
ά!ƴŘ ǘƻ ōŜ ƛƴǾƛǘŜŘ ǘƻ ŎƻƳŜΣ ǿŜƭƭ ȅŜǎ ŀŎǘǳŀƭƭȅ ǘƘŀǘ ǿƻǳƭŘ ōŜ ƎƻƻŘΦ  LŦ L ǿŀǎ ƛƴǾƛǘŜŘΣ LŘΩ 
ŎƻƳŜέΦ 
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DISCUSSION 
 
Significantly, the data from the GHQ (Section 6.2.3) suggest that those carers 
experiencing greatest stress are likely to be women of 60 ï 64 years of age, caring 
for a partner in excess of 30 hours each week and in the early years of their caring 
role.  A number of earlier studies (Charlesworth et al, 1984; Gilhooly, 1984) lend 
support to our assertion here that women carers report higher levels of stress.  It is 
not difficult to imagine, as mentioned in several of the focus groups, the increased 
stress that might result from finding a very different life at the beginning of retirement 
when a partner becomes dependent rather than being the active companion that was 
expected or hoped for.  The restrictedness of the role and the close co-habitation in 
the same household of partners have been shown to increase the mental ill-health of 
those in the caring role (Singleton et al, 2002).  The amount of time spent caring 
together with the óworry workô of coming to terms with a new, changing and perhaps 
initially unstable situation would not be unreasonable contributors to increased levels 
of stress.  Consideration could be given to using these characteristics to identify risk 
and target appropriate support. 
 
Carers inhabit a ógrey areaô in which health and social care services overlap.   In this 
study, carers reported that services were set up most frequently as the result of a 
crisis, usually the hospitalisation or emergency respite admission of the person they 
cared for, which did sometimes mean they were able to tap into support for 
themselves as a óside shootô of the arrangements for the person they cared for, but 
outside of these occasions, carers felt that they were very much left to ósoldier onô 
alone (Hirst, 2004).  Often, it is not a direct health difficulty with which carers need 
assistance but the resolution of concern in other areas, ranging from finance or 
benefit queries to emotional distress, which may have a positive impact on their 
psycho-social functioning.  Although it has not been possible to  establish a direct 
causal relationship from our data, ideas about the positive benefits of wider support 
for carers are strengthened by an analysis of responses to the general health 
questionnaires (GHQ) which were beginning to show improvement across all four 
domains by the end of project implementation.   The area showing least 
improvement is that of social dysfunction, which is not an altogether surprising 
finding, given the comments made throughout the focus groups in relation to lifestyle 
changes and restrictedness so closely associated with the caring role.  Although 
many carers took advantage of and felt grateful for the ótake a breakô sitting service 
offered by Carersô Link, wider evidence (Vellone et al, 2007) suggests that longer 
time away may be needed for any measurable benefit to accrue.  Indeed, focus 
group participants often alluded to the difficulties of having free time but not a ófree 
mindô, because even when they attempted independent activities, this did not feel 
like independence because the cared for person still depended on them.  Lack of 
resources for meaningful breaks, such as regular and frequent day care or longer-
term respite, coupled with their own reported reluctance to take up opportunities for 
independent activities, hobbies or interests outside of caring, means that a high level 
of social dysfunction is almost inevitably experienced by many carers, (Kelly, 2007).  
It should be noted here that in the carersô satisfaction survey, access to regular 
respite was high on the ówish listô of services to improve their quality of life.   
 
In this same survey, carers also highlighted the need for specific advice about the 
condition of the person they cared for and a wish for particular training and education 
sessions.   Although this sort of information is clearly important, there is evidence to 
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show that the possession of information itself does not reduce the stress felt by 
carers (Orbell & Gillies, 1993). 
At the end of the study, as highlighted in Figure 3, A&SWs were identifying carers 
with a range of different characteristics than those who were already registered or 
who signed up in the early stages of project implementation.  A greater percentage 
of those registering later in the study were in the first few years of caring and were 
attempting to combine work with their caring role.  The concerns of those in this 
position, to have more services and supports available at times that would be 
suitable for working carers emerged strongly from the focus groups and appeared in 
second place on the ówish listô collated through the carersô satisfaction survey.    
 
It was recognised in all project sites that considerable investment in terms of time 
and resources is necessary to set up new systems and processes.  Those to 
increase identification and registration of new carers in each surgery were clearly 
effective, efficient and robust, having achieved an average increase in registrations 
of 205%.  Surgery B recorded an increase of 392% in registrations.    Beyond this, 
there is however a need to develop a ómind setô and culture in which carers are given 
appropriate status which requires a ówhole teamô approach.  At this level, strategic or 
cultural change will require the active involvement and commitment of a lead GP in 
addition to the work of the advice and support post holder.   The part-time nature of 
many surgery staff had led to fragmentation or discontinuity of services in places and 
some communication difficulties had arisen where key members of staff were absent 
or unavailable at particular times.  To address these difficulties, all sites had begun 
to develop a wider team approach to carersô issues including regular space at 
surgery meetings for a report from the A&SW with feedback and discussion of carers 
issues with professional and administrative staff.  Where awareness training had 
been taken up as widely as possible by surgery staff, there appeared to be a positive 
impact.  
 
Surgery teams recognised the benefit of developing an up-to-date and active register 
of carers; introducing a ócarer flagô on the front page of electronic patient records, 
visible for both GPs and reception staff and most particularly making the link 
between carer and cared for.  All pilot projects had achieved this objective and 
project staff reported that systems were working well.  Indeed, members of the focus 
groups also reported a significant improvement in the recognition of their carer 
óstatusô when making appointments for the person they cared for. 
 
Through the exceptional enthusiasm and commitment evidenced by all those 
appointed to the A&SW roles in the pilot schemes, all the projects had been very 
successful in raising the profile of carers, using leaflets;  the reverse of prescription 
form; web sites; and notices and electronic boards in the surgery.   A wide variety of 
promotional activities had taken place, including local radio and newspaper articles, 
posters in the wider community in pharmacies, libraries and volunteer bureaux, and 
information and leaflets distributed by direct mail or even hand delivery door-to-door 
in one more rural setting.  The value of local networking was exemplified by the 
óchainô of informal referrals described by one participant in the focus groups which 
began with her stress being recognised in the local library and ran via the volunteer 
bureau, to the GP surgery and finally to the advice and support worker. 
 
The importance of establishing and maintaining a named óleadô for carers issues, to 
co-ordinate activity and keep the profile of carers high on the agenda across the 
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surgery, was recognised at an early stage by all project sites and was clearly 
identified by carers who took part in the focus groups.   All those moving into the 
A&SW role found high levels of job satisfaction and rewarding new challenges in 
their professional development through the opportunity to lead and develop a 
specific area of patient/surgery activity.  Where particular staff exist, who have an 
interest in working with and supporting carers, the A&SW role could be written in to 
job descriptions as part of on-going performance management and appraisal 
processes, for personal and professional development.    
 
With one exception, the A&SWs had been seconded to the role from existing staff in 
each surgery.  Two A&SWs had been drawn from an administration background and 
three were health care assistants.  By the end of the projects, there was general 
agreement that the role that was emerging for the A&SW was primarily an 
administrative one, setting up and co-ordinating systems for registration and 
secondly, signposting carers to local services and support rather than undertaking 
direct work in this area themselves.   As noted in the interim report, some early 
difficulties had arisen in terms of recognising boundaries, accepting limits and 
dealing with rejection for some of the advice and support workers as well as health 
and safety issues in relation to lone working in the case of home visits.  Where 
consideration was beginning to be given to the future sustainability of a named 
contact for carers, the focus appeared to be moving away in many cases from a 
clinical towards a more administrative base.  For carers themselves, the skill set of 
the A&SW -  incorporating high level inter-personal skills, in-depth knowledge of 
caring and of local services, flexibility to include home visits, and ready availability  ï 
was considered much more important than qualification or background per se. 
 
Co-location of professionals delivering a mix of services to address the needs of 
carers emerged as óthe gold standardô for the site where this arrangement had been  
adopted as part of the pilot project.   Staff experiencing this approach all placed a 
high value on the presence in the surgery of a care manager, albeit on just one day 
per week.   Staff reported improved understanding of contrasting professional roles 
and values as well as increased knowledge about what services are available locally 
and who is eligible.  For the care manager herself, in her substantive post with social 
services, she was used to being greeted on the telephone with a certain 
ambivalence or disinterest in her offers of help and was shocked in some ways to 
find that by simply announcing herself as coming from the GP surgery, she could 
quite literally ófeel people standing to attentionô at the other end of the telephone!     
 
Having established a variety of good initial systems, all pilot sites were considering 
issues of sustainability, including: 
 
(a) sharing  the duties of an advice and support worker between existing staff to 

undertake checks as an extension of existing appointments.  75-80% of 
registered carers reported attending regularly for other condition-specific 
clinics. 

(b) sharing a full-time advice and support worker post say one day per week at 
each of five surgeries perhaps as part of a complex cluster arrangement.  One 
GP reported how useful being able to refer individual patients to a graduate 
mental health worker employed on this basis was in relieving him of ótalking 
therapyô time with some patients and the carers A&SW could function in much 
the same way. 
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CONCLUSIONS & RECOMMENDATIONS 
This section of the report draws together the considerable changes and substantial 
improvements which have been achieved by the pilots in a relatively short period of 
project implementation.  There are seven recommendations and suggestions for 
further development and sustainability of the advice and support worker posts. 
 

ACHIEVEMENTS 
A more holistic approach 
All sites have recognised the importance of taking a more holistic approach and have 
sought ways to develop a broader support and social focus to the interventions 
offered to carers, identified and presenting to the GP surgery.    A surgery-based 
champion for carers, the advice and support workers have continually reminded staff 
throughout the surgery to óthink carerô. 
 
Systems links for carer and cared for 
A major achievement of the advice and support workers in all pilot sites has been the 
establishment of robust óread codedô systems for the identification and linking of 
carer and cared for.  As already noted, the needs of carers frequently lie in a ógrey 
areaô where health and social care overlap.  Their position is further complicated by 
the inter-connectedness of the needs of the person they care for and their own 
needs.  Some of the tensions inherent in this close inter-relationship are exemplified 
by the comments from the focus group participants who said that they ófelt invisibleô 
and just wanted some recognition of their existence, which is facilitated by the 
electronic ótagsô now in use. 
 
A face-to-face ólistenerô.   
GPs recognised the need for talking with carers but also acknowledged their limited 
appointment time for this more supportive intervention.  In the focus groups, carers 
identified the importance of having a named person, such as the A&SW, with whom 
they could make direct contact, without having to óbotherô the GP.  A personal 
contact, as opposed to a telephone call centre, was highly valued by those in the 
focus groups but did produce some concerns around the personal impact of the work 
for the A&SWs themselves and projects had begun to put arrangements in place for 
more support and clinical supervision. 
 
Flexible consultations 
All pilot sites had identified the need to provide a range of ways of accessing their 
services and the importance of offering a choice of times and location to carers, so 
that sensitivity to the needs of individuals and flexible ways of setting up a specific 
appointment or consultation was a priority for all A&SWs.  
 
A local information óhubô 
The importance to carers of one central, easily accessible, óhubô through which they 
can receive guidance, advice and information about what is available to them in their 
own locality cannot be over-stated.  Carers felt most confidence and trust in services 
derived from the GP surgery and preferred this, as opposed to social services 
offices, as the conduit for access to sources of help.  A particular strength of the 
A&SW role based in the GP surgery is the ability to deliver a flow of information and 
advice at times which are appropriate to individual needs and sufficient for the 
particular stage in the journey through caring.   
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Range of services 
It was clear from even the few words that each carer used to introduce themselves at 
the beginning of the focus groups that carers cannot be regarded as an homogenous 
group.  Carers need to be offered a wide range of different services which will not 
necessarily be taken up by all, but which might be needed by different people at 
different times.  All project sites had established an óinformation bankô about local 
resources for carers including those aiming to meet their needs in four specific ways: 

 

¶ To relieve the pressures of care-giving,  e.g. support groups 

¶ To assist with practical tasks e.g. aids and adaptations, laundry and domestic 
help 

¶ To provide relief from caring e.g. sitting services, day care or respite 

¶ To help carers get more from the care system eg. advice and information 
 
Generally, sign-posing involved handing on a leaflet or telephone number to carers.  
Given more time, there is scope to develop the advocacy role of A&SWs included as 
one of the initial pilot project objectives. 
 
 

RECOMMENDATIONS  
None of the pilot sites wished to see the demise of the achievements identified 
above and seven recommendations for future developments to consolidate the 
services and ensure sustainability are made. 
 
Recommendation 1 
Clarification of the role of the advice and support worker, identifying a clear job 
description, linked to on-going training and support for the role. 
 
Recommendation 2 
Identification of a GP lead for carersô issues to develop a strategic ówhole teamô 
approach in the surgery including reception as well as administrative and clinical 
staff. 
 
Recommendation 3 
Continuation of work to increase registrations by drawing on existing clinics, 
chronic disease registers and public health promotions to identify harder to reach 
individuals. 
 
Recommendation 4  
Prioritisation of carer and their role at an early stage, as part of the diagnosis in 
a cared-for patientôs plan with three primary aims: 

¶ to increase registrations 

¶ to facilitate take-up of advice and  information  

¶ to target support services to those identified in the study as most at risk of 
experiencing damaging levels of stress i.e. women, aged 60 ï 65, caring for a 
partner for 30 hours a week or more 
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Recommendation 5  
Development of training and support for carers, particularly condition-specific 
information and groups 
Recommendation 6 
Improving information and communication between carers and the surgery 
through: 

¶ Website updating 

¶ Development and co-ordination of specific carer participation groups and forums 

¶ Routine inclusion of carers issues on core group and practice meeting agendas 
 
Recommendation 7  
Sustaining the A&SW posts in alternative ways: 
 

¶ Integrating the role into the workforce by sharing the key tasks across a 
number of existing staff workloads and designing job descriptions to reflect 
opportunities for personal and professional development in leading and 
developing carersô issues in the team. 
 

¶ Building on the success of co-located professionals by creating a shared, 
jointly-funded  post, for instance within a cluster group to reflect similar 
arrangements already in place for graduate mental health workers. 
 

¶ Adding specific elements of the additional carer checks to existing clinics, 
which are already attended by 75% of registered carers, linked to either specific 
chronic conditions or to particular public health promotions. 
 

 
9.0   LIMITATIONS 
 
This is a small empirical study being undertaken in a group of self-identified GP 
surgeries.   
 
9.1 Assumptions 
A number of assumptions have been made: 
(i) that the sites and participants comprise a representative sample of the whole 

population.;  
(ii) that all surgeries will achieve identification and registration of all carers 

equivalent to 10% of list size 
 
9.2 Limitations 
There are limitations when seeking to generalise any findings to a wider population: 
(i) Sample size is very small 
(ii) Participants have identified themselves and may be introducing bias because 

they possess particular characteristics as people who put themselves forward 
rather than reflecting the differences across the whole population, including  
those who do not choose to come forward.   

(iii) Low response rate means that even though 793 packs were sent out, the 
number of responses (211) is too small to be broken down into sub-groups 
and subjected to meaningful statistical analyses.   
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9.3 Mitigation 
Having acknowledged the assumptions made and the limitations imposed by a small, 
self-selected study sample, we are encouraged to find congruence of our sample 
externally with national data (General Household Survey 2000; Health & Wellbeing 
of Carers Survey, 2002) and internally with the total population of registered carers 
at all sites, across a number of important characteristics which provides confidence 
that the study has not identified an aberrant group.   
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