
 
 

1 
 

 



 
 

2 
 

Rachel Iredale and Katie Cooke 

Understanding what matters in social care: experiences of care and support services and 
being an unpaid carer in Wales Pontypridd: University of South Wales 

ISBN: 978-1-909838-46-8  

 

Copyright @ University of South Wales, 2020 

 

All rights reserved. No part of this publication may be reproduced, stored in a retrieval 
system, or transmitted in any form or by any means without written permission from the 
publishers. 

 

Rachel Iredale and Katie Cooke have asserted their right to be identified as the authors of 
this work in accordance with the Copyright, Designs and Patents Act 1998.     

  



 
 

3 
 

Contents 
BACKGROUND AND METHODOLOGY .............................................................................. 5 

1. Background and purpose ............................................................................................... 5 

2. Methodology .................................................................................................................. 9 

FINDINGS ...........................................................................................................................12 

3. The respondents ...........................................................................................................12 

Distribution of respondents from across Wales ................................................................13 

4. The stories ï overview ..................................................................................................16 

Thematic analysis ............................................................................................................19 

5. Prevention .....................................................................................................................21 

The labour of care ............................................................................................................21 

Earlier intervention ...........................................................................................................29 

Valuing Independence .....................................................................................................33 

Prevention ï summary .....................................................................................................37 

6. Voice and control ..........................................................................................................38 

People and processes......................................................................................................38 

The struggle .....................................................................................................................42 

Financial support ..............................................................................................................48 

Being person-centred .......................................................................................................51 

Voice and control ï summary ...........................................................................................57 

7. Multi-agency working ....................................................................................................58 

Seamless services ...........................................................................................................58 

Transition and change......................................................................................................63 

Multi-agency working ï summary .....................................................................................67 

8. Co-production ...............................................................................................................68 

Working together ..............................................................................................................68 

The role of community ......................................................................................................74 

9. Well-being .....................................................................................................................80 

Recognising mental health needs ....................................................................................80 

Valuing unpaid carers ......................................................................................................83 

Embracing the role of the family .......................................................................................86 

CONCLUSIONS ..................................................................................................................91 

 

file:///C:/Users/Kcooke/Documents/1.%20MtM%202019/Planning%20and%20reporting/SM%20report%202020/MtM%20Story%20report%20OCT%202020.docx%23_Toc55388403
file:///C:/Users/Kcooke/Documents/1.%20MtM%202019/Planning%20and%20reporting/SM%20report%202020/MtM%20Story%20report%20OCT%202020.docx%23_Toc55388408
file:///C:/Users/Kcooke/Documents/1.%20MtM%202019/Planning%20and%20reporting/SM%20report%202020/MtM%20Story%20report%20OCT%202020.docx%23_Toc55388435


 
 

4 
 

10. Conclusions and context ............................................................................................91 

11. Thanks and acknowledgements ................................................................................94 

12. Annex 1 ï SenseMaker framework ............................................................................95 

 

Table of figures 

Figure 1: Distribution of respondents across Wales based on postcode prefixes. ...............13 

Figure 2: Demographic breakdown of respondents. ............................................................14 

Figure 3: Breakdown of stories against setting, service or provider. ....................................17 

Figure 4: Responses to the question óHow do you feel about your story overall?ô ...............18 

Figure 5: Comparison between how people who are unpaid carers and people who are not 

responded to the question óHow do you feel about your story overall?ô ...............................18 

Figure 6: Overview of the key themes to emerge from the stories. ......................................20 

Figure 7: Breakdown by gender of average number of hours a week spent looking after, 

caring for or helping someone. ............................................................................................22 

Figure 8: Word cloud generated from stories shared by unpaid carers. ..............................25 

Figure 9: Responses to the statement óYou have been supported to prevent your situation 

from getting worseô. .............................................................................................................29 

Figure 10: Correlation between people being able to discuss what mattered to them and 

feeling supported to prevent their situation from getting worse. ...........................................34 

Figure 11: Responses where people were treated as an equal, with kindness and as 

knowledgeable, tracked across whether they got what they felt they needed, had a choice 

and were listened to. ...........................................................................................................36 

Figure 12: Responses where people felt they had got what they needed, were listened to 

and had a choice in the support they received. ...................................................................39 

Figure 13: Responses where people felt they had not got what they needed, were not 

listened to and had not had a choice in the support they received. .....................................43 

Figure 14: Word cloud generated from the stories of people who said they were disabled. 53 

Figure 15: Responses to the statement óThe different services and providers worked 

together wellô. ......................................................................................................................58 

Figure 16: Responses to how people felt about their experience grouped against whether 

different services and providers had worked together well. .................................................59 

Figure 17: Responses to the question óWho influenced what had happened?ô. ...................69 

Figure 18: Responses where care staff or other professionals had been the main influence 

in their story tracked across whether respondents had got what they felt they needed, had a 

choice and were listened to. ................................................................................................70 

Figure 19: Responses relating to community groups and activities where people felt they 

got what they needed, were listened to and had a choice in their support. .........................74 

Figure 20: Responses relating to community groups and activities where people felt they 

were treated as an equal, with kindness and as knowledgeable. ........................................75 

Figure 21: Word cloud generated from the stories shared by women. ................................89 

Figure 22: Word cloud generated from the stories shared by men. . ...................................89 



 
 

5 
 

 

 

1. Background and purpose 

 

1.1. Measuring the Mountain is a community-based action research project supported 

by Welsh Government as part of its commitment to evaluate the early impact and 

implementation of the Social Services and Well-being (Wales) Act 2014.   

 

1.2. Responding to the 2011 White Paper, Sustainable Social Services for Wales: A 

Framework for Action1, the Social Services and Well-being (Wales) Act 2014 came 

into force on April 6th 2016.  It provided a new legal framework for improving the 

well-being of people who need care and support and carers who need support.  

The Act offered an opportunity to transform the delivery of social care, putting 

people at the centre of delivery, encouraging more collaboration and partnership 

working, and extending a clearer offer of support to carers.   

 

1.3. The approaches outlined in the Act were galvanised by subsequent Welsh 

Government policy and legislation that clearly set out the need for sustainable 

services that worked closely with people and communities.  Responding to the 

Parliamentary Review of Health and Social Care, published in 20182, A Healthier 

Wales outlined a ówhole system approach to health and social careô3 with an 

emphasis on óseamless servicesô and a more holistic approach to supporting 

peopleôs health and well-being. 

 

1.4. This strengthened positions previously laid out, including in the Well-being of 

Future Generations (Wales) Act 2015, which outlined new duties for public bodies 

that put well-being at the heart of service delivery. It legislated for improved ósocial, 

economic, environmental and cultural well-being in Walesô4, implemented against 

seven well-being goals, including one specific to creating a healthier Wales. 

 

1.5. Fundamental to the Social Services and Well-being (Wales) Act 2014 and to policy 

within Wales more widely, is working more closely with people and ensuring that 

                                            
1 Welsh Assembly Government, 2011, Sustainable Social Services for Wales: A Framework for Action, 
accessed at: https://www.basw.co.uk/system/files/resources/basw_92807-4_0.pdf  
2 Hussey et al, January 2018, The Parliamentary Review of Health and Social Care in Wales, accessed at:   
https://gov.wales/sites/default/files/publications/2018-01/Review-health-social-care-report-final.pdf  
3 Welsh Government, June 2018, A Healthier Wales: our Plan for Health and Social Care, accessed at 
https://gov.wales/sites/default/files/publications/2019-10/a-healthier-wales-action-plan.pdf  
4 Welsh Government, 2015, Well-being of Future Generations (Wales) Act 2015 The Essentials, accessed at: 
https://www.futuregenerations.wales/wp-content/uploads/2017/02/150623-guide-to-the-fg-act-en.pdf  
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the voices of people in Wales are heard in decision-making processes that affect 

them.   To support this, and to ensure the successful implementation of the Act, on 

March 31st 2016, in a written statement, the then Minister for Health and Social 

Services, Mark Drakeford AM, set out a commitment to evaluate the Act.    

 

1.6. This commitment involved three phases5, the third of which was an independent, 

long-term evaluation to commence in the third year of the implementation of the 

Act.  Measuring the Mountain was commissioned to work alongside this evaluation 

to capture the experiences of people using care and support services or providing 

support to others in their capacity as unpaid carers.  

 

1.7. It is worth noting that implementing the Act is complex work that is influenced by a 

range of factors at local, regional and national levels.  The 22 local authorities in 

Wales, the five health board areas and the activity of the third sector, all bring their 

own influences; and while the Social Services and Well-being (Wales) Act 2014 

replaced a raft of earlier legislation, it still operates with and alongside a range of 

other Acts, polices and processes.  This diverse legislative landscape includes the 

Housing (Wales) Act 2014, Regulation and Inspection of Social Care (Wales) Act 

2016, and the Local Government (Wales) Act 20146. 

 

1.8. Beyond this, the impact of the 2008 financial crisis and subsequent austerity 

measures continues to be felt by public bodies.  Local authorities continue to 

experience financial pressures and ócuts in local government funding and wider 

austerity impacts are significant in shaping the context in which the Act is being 

implementedô7. 

 

1.9. Finally, there is considerable breadth to the Social Services and Well-being 

(Wales) Act 2014 and the range of services and sectors that are required to 

operate under it and in conjunction with one another.  In evaluating the 

implementation of the Act, consideration must be given to the various, and at 

times, competing influences that impact upon it. 

 

1.10. Following the success of Measuring the Mountainôs first year of activity8, further 

sponsorship was secured to deliver the next phase of the project from May 2019 to 

October 2020 hosted at the University of South Wales. This end date was 

                                            
5 Written Statement - Evaluation of the Social Services and Well-being (Wales) Act 2014. Retrieved from: 
https://gov.wales/written-statement-evaluation-social-services-and-well-being-wales-act-2014  
6 Verity et al, 2019 Evaluation of the Social Services and Wellbeing (Wales) Act 2014: Framework for Change 
Report Accessed at https://gov.wales/evaluation-social-services-and-well-being-wales-act-2014-framework-
change  
7 Ibid p.5 
8 Cooke et al, 2019, What really matters in social care to individuals in Wales? Accessed at  
http://mtm.wales/ckfinder/userfiles/files/MtM%20Final%20Report%20March%2019%202019.pdf  

https://gov.wales/written-statement-evaluation-social-services-and-well-being-wales-act-2014
https://gov.wales/evaluation-social-services-and-well-being-wales-act-2014-framework-change
https://gov.wales/evaluation-social-services-and-well-being-wales-act-2014-framework-change
http://mtm.wales/ckfinder/userfiles/files/MtM%20Final%20Report%20March%2019%202019.pdf
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extended to December 2020 following the outbreak of Covid-19 and subsequent 

reorganising of the projectôs timeline.  

 

1.11. Building on the first phase of the project, the intention was to deepen knowledge 

and understanding of the experiences of people receiving care and support and of 

unpaid carers, with a view to informing positive and practical change.  This was 

particularly in relation to key demographics that had been less well represented in 

the earlier work: people from black, Asian and minority ethnic communities, 

younger people (those aged 25 and below) and older people (those aged 65+). 

 

1.12. The specific aim, as outlined in the proposal to Welsh Government, was: 

To understand the early impact of the Social Services and Well-being 

(Wales) Act 2014 and peopleôs experiences of social care, particularly 

the factors that contribute to whether experiences are negative or 

positive, so that recommendations can be made that will improve well-

being outcomes for people who need care and support and carers who 

need support. 

 

1.13. As with the work undertaken in 2018 / 199, this phase of the project consisted of 

two core methods of inquiry, supporting Measuring the Mountain to engage with 

people in Wales to produce an authentic, experience-based assessment of care 

and support provision: 

 

¶ A distributed ethnographic approach using SenseMaker to collect stories 

from people who use care and support services and from unpaid carers 

¶ A Citizensô Jury to focus the inquiry towards addressing key questions 

arising from the stories that had been collected. 

 

1.14. SenseMaker is a tool specifically designed to support ethnographic research, 

allowing for data collection to be scaled up and undertaken in a consistent manner 

across large demographic areas or population groups. Trends and themes are 

identifiable from the data provided by participants in the form of their individual 

stories and responses to questions. 

 

1.15. The tool provides a framework for guiding participants through a story-telling 

journey.  It is designed to support a co-productive, citizen-centred approach to 

monitoring, evaluation, improvement and action10.  As such, SenseMaker fits well 

with the purpose of Measuring the Mountain, providing participants with voice and 

                                            
9 ibid  
10 CognitiveEdge, 20.10.2009 Introducing SenseMaker® [online video] available at 
https://www.youtube.com/watch?v=SkRe7Xg7pk4 [accessed 17.08.2020] 

https://www.youtube.com/watch?v=SkRe7Xg7pk4
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control, capturing felt experiences and providing a consistent manner in which to 

do this across Wales and different demographic groups.  

 

1.16. SenseMaker has been used globally in a variety of environments to understand 

complex situations or relationships.  These include examining entrepreneurship 

among women in Tajikistan, empowering disabled people in Belarus and 

understanding peopleôs experiences of war in Yemen11.  Locally, it was used in 

south Wales as part of the Valleys Stories work (part of the Valleys Task Force) to 

understand more about how people felt about their local community, the factors 

that contributed to those feelings, and who or what could make a difference to 

those feelings and the community as a whole12. 

 

1.17. Gathering stories and conducting a Citizensô Jury are robust approaches to 

independent qualitative research that prioritise citizen voice.  They had proved 

effective as methods for public involvement in 2018 / 1913 and were agreed by the 

Steering Group to be the most appropriate approach to continuing this work in 

2019 / 20.  This report focuses on the story-gathering work, a report from the 2020 

Online Citizensô Jury can be found at www.mtm.wales.  

 

1.18. The Steering Group responsible for delivering the work of Measuring the Mountain 

consists of a wide and diverse membership, the details of which are provided in 

section 11 of this report. This is a voluntary and unpaid enterprise, blending multi-

sectoral representation, personal passion, practical insight, expertise and 

knowledge.  Members of the group bring first-hand experience of using care and 

support services, supporting others, technical expertise and a profound 

commitment to ensure those who are most vulnerable in Welsh society receive a 

service to enable them to live a full and meaningful life. 

 

  

                                            
11 Quinlan, Tony, Feb 2018 WORKING WITH SENSEMAKER ï EXPERIENCES FROM THE FIELD WITH 
UNDP available at https://narrate.co.uk/2018/02/working-with-sensemaker-experiences-from-the-field-with-
undp/ [accessed 17.08.2020] 
12 James, S, 2018, Interlink RCT Annual Report 2017/18 available at http://www.interlinkrct.org.uk/wp-
content/uploads/2018/11/Annual-report201718.pdf [accessed 17.08.2020] 
13 Cooke et al, 2019, What really matters in social care to individuals in Wales? Accessed at  
http://mtm.wales/ckfinder/userfiles/files/MtM%20Final%20Report%20March%2019%202019.pdf 

http://www.mtm.wales/
https://narrate.co.uk/2018/02/working-with-sensemaker-experiences-from-the-field-with-undp/
https://narrate.co.uk/2018/02/working-with-sensemaker-experiences-from-the-field-with-undp/
http://www.interlinkrct.org.uk/wp-content/uploads/2018/11/Annual-report201718.pdf
http://www.interlinkrct.org.uk/wp-content/uploads/2018/11/Annual-report201718.pdf
http://mtm.wales/ckfinder/userfiles/files/MtM%20Final%20Report%20March%2019%202019.pdf
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2. Methodology 

 

2.1. SenseMaker frameworks consist of a range of question types, each yielding 

different forms of output that can be presented in a variety of ways.  Measuring the 

Mountainôs framework guided respondents through sharing their story, adding 

context and detail to this story and then providing brief demographic information 

about themselves. 

 

2.2. The question types utilised included free text questions, sliding scales, multiple 

choice and ótriadsô.  Triads ask respondents to consider three factors in relation to 

one another and place a mark in a triangle to indicate their strength of feeling 

about those three factors.  Trends emerge when marks cluster in areas of the 

triads and the corresponding stories are examined. 

 

2.3. The process for outlining, drafting, testing and finalising the framework took two 

months (June and July 2019).  This work was undertaken by the Steering Group, 

with the support of two local community groups who volunteered to share 

experiences with the project as part of the testing phase.  The full framework can 

be seen in Annex 1. 

 

2.4. To ensure the approach taken by the project was ethically sound and consistent 

with best practice research methods, Measuring the Mountain applied to the 

University of South Walesô low-risk ethics panel for approval of the projectôs work.  

This was granted in July 2019 and the story-gathering activity ran from August 1st 

2019 to May 31st 2020.   

 

2.5. The SenseMaker framework was produced in English and Welsh and made 

available as an online tool, accessed via a link on the project website.  Paper 

copies of the framework were also produced and the framework could be 

accessed using an app which included the option for a respondent to audio record 

their experience.   

 

2.6. The primary approach for gathering stories was to ask organisations to invite 

Measuring the Mountain to attend groups, activities and events where people 

could speak to someone from the project to share their story.  This method was 

straightforward for organisations to engage with and created a range of 

opportunities for the project to gather stories.   

 

2.7. The option for organisations to gather stories on behalf of the project was also 

available and was supported by a range of resources provided on 
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www.mtm.wales.  These were supplemented where needed by face-to-face 

meetings and mini-workshops delivered by the Project Manager. 

 

2.8. Stories were gathered via three primary channels: 

 

¶ Attending events, community groups and hubs where people could share 

their story with someone from the project or submit their story themselves 

with support, as needed, from project staff 

¶ People went online and shared their story themselves using the portal 

¶ An external organisation gathered stories on behalf of the project. 

 

2.9. The project used a combination of purposive and snowball sampling techniques14  

to reach people.  Initially the project employed purposive sampling in contacting 

organisations across Wales that are known to support large numbers of people 

likely to have a story to share; these included networks, umbrella bodies and 

national organisations.   Steering Group members supported this activity, sharing 

information with their networks and colleagues.   

 

2.10. At the same time, people were encouraged to further disseminate information on 

the projectôs behalf and to share the link to SenseMaker so that awareness about 

the opportunity to submit a story was raised.  These approaches built on the 

reputation developed by the project during its 2018 / 19 work and the enthusiasm 

of organisations to participate and have the voices of those they worked with 

heard. 

 

2.11. People engaged with the project voluntarily, self-selecting to participate and 

choosing which experience they wanted to share.  This approach of creating 

opportunities for people to share what mattered to them was an important 

component of the project, allowing people to focus on experiences that stood out 

for them. 

 

2.12. It is important to note that the methodology employed by Measuring the Mountain 

introduces a risk of bias. Organisational or individual agendas may have 

contributed to respondents deciding to engage with the project. Similarly, those 

agendas may have contributed to organisations or individuals choosing not to 

engage with the project.  

 

                                            
14 Gentles, S. J., Charles, C., Ploeg, J., & McKibbon, K. (2015). Sampling in Qualitative Research: Insights 
from an Overview of the Methods Literature. The Qualitative Report, 20(11), 1772-1789. Retrieved from 
http://nsuworks.nova.edu/tqr/vol20/iss11/5  

http://www.mtm.wales/
http://nsuworks.nova.edu/tqr/vol20/iss11/5
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2.13. It is also important to note that, given the number of people who use care and 

support services in Wales15, the number who are unpaid carers16 and the sampling 

methodology employed by the project, Measuring the Mountainôs work cannot be 

described as statistically representative of a wider population.  However, it is a 

qualitative snapshot of peopleôs lives and indicative of trends, themes and 

perspectives that should be acknowledged and addressed.  

 

2.14. The individual experiences gathered by the project and shared within this report 

are, necessarily, from that individualôs point of view. As such, they offer valuable 

insight to peopleôs perspectives and understanding, including gaps between what 

has been legislated for and what people describe experiencing.  

 

2.15. Critical to this, was the freedom for respondents to share any experience that 

stood out to them. This was a key element of the story-gathering and yielded a 

breadth of narratives across a range of topics.  In some cases, stories related to 

extremely difficult or inappropriate situations; these were escalated as appropriate 

by the individuals gathering the stories. 

 

2.16. In March 2020 both the UK Government and Welsh Government began issuing 

guidance in response to the Covid-19 pandemic17.  Chief among this was a 

requirement that face-to-face interactions, across all sectors, be halted. The 

opportunity to share stories over the phone, or over Skype, WhatsApp video 

calling, or similar, was promoted by the project.  Uptake of this digital approach 

however was low with fewer than 20 stories gathered in this way.    

 

 

 

 

                                            
15 Social Care Wales, November 2017, Care and support in Wales: national population assessment report, 
accessed at https://socialcare.wales/cms_assets/file-uploads/SCW-NPAR-ENG.PDF  
16 Carers Wales ï about carers, accessed at https://www.carersuk.org/wales/about-us  
17 Drakeford, Mark, First Minister of Wales, 23.03.2020, First Minister of Wales' statement on new coronavirus 
measures Accessed at https://gov.wales/first-minister-of-wales-statement-on-new-coronavirus-measures  

https://socialcare.wales/cms_assets/file-uploads/SCW-NPAR-ENG.PDF
https://www.carersuk.org/wales/about-us
https://gov.wales/first-minister-of-wales-statement-on-new-coronavirus-measures


 
 

12 
 

 

 

3. The respondents  

 

3.1. Measuring the Mountain gathered 520 stories from 421 individuals across Wales.  

These stories were gathered at events and community groups, hosted by a range 

of bodies within the care and support sector, by members of the Measuring 

Mountain project group.  Stories were also gathered by third parties on behalf of 

the project, as well as being submitted by individuals themselves.  See Annex 2 for 

a list of partner organisations. 

 

 
 

3.2. Of the stories, 19% (97 stories) were self-completed, and 81% (423 stories) were 

gathered by someone on behalf of the project. Although data on this matter was 

not specifically collected, a number of factors are likely to have played a role in 

people preferring to share their story with a person rather than completing the 

questions themselves, primary among them: 

 

¶ People often commented that being able to talk about their experiences 

was positive 

¶ Several people commented that what they were sharing was upsetting to 

them, and that typing it into an online form was an unappealing prospect. 

 

3.3. The 421 respondents came from across Wales: figure 1 shows their distribution 

across Wales and a full demographic breakdown of these individuals can be seen 

in the table opposite (figure 2). 

 

3.4. As can be seen, nearly 68% of respondents were women, 40% of respondents 

were disabled and 46% had caring responsibilities.  Of that 46%, 78% were female 

and 19% (36 of 193) were disabled. Respondents ranged in age from 12 to 99 with 

28% of respondents aged 65 and above. 

FINDINGS 
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Distribution of respondents from across Wales 

 

Figure 1: Distribution of respondents across Wales based on postcode prefixes.  
Markers are in the centre of the geographic area for that postcode prefix and their 
height indicates the number of times that prefix was given by respondents. 
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Figure 2: Demographic breakdown of respondents 
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3.5. As has been described earlier in the report, the intent had been to gather a higher 

proportion of stories from several key demographics, including people from black, 

Asian and minority backgrounds, than in 201818.  However, 94% of respondents in 

2019 /20 identified as white-British, with only 6% of respondents coming from a 

black, Asian or minority ethnic background. 

 

3.6. The efforts made by the project to increase the number of stories from people from 

black, Asian and minority ethnic backgrounds did not yield the engagement levels 

hoped for.  Whilst other demographics, younger people and people aged 65+, 

were better represented in this yearôs data sample, the lower levels of engagement 

from black, Asian and minority ethnic communities may indicate a flaw in the 

delivery of the sampling approach. 

 

 

 

 

 

    

 

 

 

  

                                            
18 Cooke et al, 2019, What really matters in social care to individuals in Wales? Accessed at  
http://mtm.wales/ckfinder/userfiles/files/MtM%20Final%20Report%20March%2019%202019.pdf 

http://mtm.wales/ckfinder/userfiles/files/MtM%20Final%20Report%20March%2019%202019.pdf

































































































































































