Dignity, 

Older People, 

and 

Home Care 

in Newcastle

Louise Reeve
November 2008 

[image: image1.png]Newcastle
'University



[image: image2.jpg]Newcas(Cle il

City Council o





Index
	Chapter
	Page

	
	

	Acknowledgements
	3

	
	

	1. Executive summary 
	4

	Action points
	6

	
	

	2. Introduction 
	9

	About the project – methodology 
	10

	
	

	3. Definitions of dignity
	11

	What does dignity mean? 
	11

	Government definitions of dignity
	12

	The experiences of home care workers 
	13

	
	

	4.  What do older people and care workers in Newcastle think about dignity?
	14

	Dignity as empathy and reciprocity
	14

	Dignity and autonomy
	16

	Dignity, cleanliness and identity
	18

	
	

	5. Policy initiatives
	19

	Flexible care: personalisation and Care Plans 
	19

	Direct Payments
	23

	
	

	6. Other aspects of home care 
	23

	
	

	7. Older people’s experiences of the home care service 
	24

	Older people’s relationships with their care workers 
	24

	Changes in care and relief carers 
	26

	Care workers and time pressures 
	27

	Being called by the right name 
	28

	The importance of getting out of the house 
	29

	Making complaints about the service 
	29

	What would improve the home care service? 
	30

	
	

	8. Care workers’ experiences of providing care 
	31

	Transport, timing, and safety issues 
	31

	Gaps in between appointments
	32

	Setting boundaries 
	33

	Awareness of their clients’ needs for social contact
	33

	Training
	34

	What changes would make their working conditions more satisfactory?
	34

	
	

	9. What it is like to be an older person receiving home care?
	35

	Keeping a positive attitude 
	36

	Other services used 
	37

	Accommodation and safety 
	37

	9. What it is like to be an older person receiving home care? (cont.)
	

	Assistance from family, friends and neighbours 
	38

	Social contact
	38

	Older people and networking 
	38

	Relationships with care workers from different ethnic and religious backgrounds
	39

	
	

	10. What is it like to be a home care worker?
	40

	Getting attached to the people they care for 
	40

	The emotional impact of being a care worker 
	40

	Dealing with the unpredictable
	41

	What makes a good care worker?
	42

	Gender issues
	42

	Changes in the home care service over time
	43

	Views on private sector agencies 
	44

	Care workers’ comments on how care is funded
	44

	
	

	11. Conclusions
	45

	Definitions of dignity 
	45

	The Care at Home service
	46

	Training for care workers 
	47

	
	

	
	

	References
	49

	
	

	Appendices
	

	1. What this project does and does not cover
	51

	2. Interview schedule for older people receiving home care
	53

	3. Interview schedule for home care workers 
	57

	4. The Dignity Challenges
	61


Acknowledgements

The project would not have been possible without the support and guidance of my tutor, Dr Jackie Leach Scully, University of Newcastle, and the following staff members at Newcastle City Council: Ann Atkinson, Nick Stevens, and Geoff Quicke, Chief Executive’s Directorate; and Chris Dugdale, Phyllis James, Zabean Aslam and Donna Donnelly, Adult Social Services Directorate. I would also like to thank all the interview participants who generously gave of their free time to help me.

1. Executive Summary

· This report presents my findings from my independent research into concepts of dignity in academic literature and central government policy papers, and how they compare to the experiences of both older people in Newcastle who receive home care and the care workers who provide it. This research was conducted between April – June 2008 and consisted of ten semi-structured one-hour interviews on the topic of dignity and home care for older people, five with older people receiving care at home, and five with people employed by Newcastle Care at Home. 


· My research into existing concepts of dignity identified the following key issues in relation to dignity and home care: the importance of respecting older people’s autonomy, including their right to make choices about their lives, and the importance of empathy; of taking time to put oneself in the place of the person receiving care. 

· The foundation of dignity for older people who receive care is based upon showing respect for their identity, for the fact that every person who receives care has their own unique personality and personal history. A particularly important aspect of this – reciprocity – is described by Dr Cynthia Jacelon (University of Massachusetts) and her colleagues, who argue that: “Dignity is made manifest though behaviours that demonstrate respect for the self and others”. 

· The government-led Dignity in Care Campaign defines “dignity in care” as being: “the kind of care, in any setting, which supports and promotes, and does not undermine, a person’s self-respect regardless of any difference”. It aims to promote the idea of what might be called “dignity as empathy”. In practical terms, this means: “Supporting a person with the same respect you would want for yourself or a member of your family” (i.e. empathising with them), and also treating people as individuals, respecting their choices, and enabling them to maintain their independence as much as possible. 

· When I explored these ideas with older people and care workers, they expressed strong agreement. People from both groups said that a good relationship between an older person and a home care worker involves treating each other with respect. Care workers described how they tried to empathise with their clients, to think about what it is like for the older people they care for to have another person coming into their home, often to perform intimate personal care for them. Older people said that they tried to think about their care workers’ perspectives and understand the challenges they faced in the course of their work. 

· All the care workers and several of the older people whom I interviewed mentioned bathing and dressing, and any other tasks where a person receiving care would be partly or completely naked as being tasks where empathy and respect for dignity were especially important. They also stated that it is an important task in terms of preserving older people’s dignity because it is very important to many of them to present a clean, smart appearance to the world.  

· Home care is a unique form of care because, unlike care in residential homes or in hospitals, the place where it is provided is the “territory” of the person receiving care. It is their home, and it is important to them to have it ordered the way they want it to be. 


· This is a very important part of respecting the autonomy of older people receiving care – their right to make choices about their lives. This requires an awareness on the care workers’ behalf of the need to always ask what their clients want them to do, and not slipping into a routine.

· Many of my interviewees described close personal relationships between older people and care workers. Some care workers had known the people they provided care for for many years; one person mentioned a 13-year relationship. Older people particularly valued their relationships with their regular care workers.  

· However, both groups mentioned that care workers often did not have as much time as they would like to spend with their clients, often having to complete the allotted tasks quickly in the time allocated and leaving little time for personal contact. This could be frustrating for all involved. 

· I also explored what older people and care workers thought about the idea of a system in which workers were able to be more flexible in what tasks they performed for their older clients on a daily basis. They talked about how, under the current system, care workers generally aim to stick to the tasks described in the Care Plans and the time allocated. The exception to this was the disabilities team. Care workers on this team said that they generally had more time to spend with their clients, due to the nature of their work, which usually involves a considerable amount of moving and handling. 

· Some care workers were concerned that deviations from their current working pattern of sticking to the time allocated and the tasks detailed in their clients’ Care Plans could result in negative consequences such as disciplinary action and giving their clients unrealistic expectations of what their care workers are able to do for them, given their need to ensure that they make all their scheduled visits in the course of the day. 

· This issue, and that of the importance to an older person of having regular care workers with whom they have a good relationship, have also been raised repeatedly in the annual Older Home Care Users’ surveys. 

· The people I interviewed generally did not have detailed knowledge about the option for older people to have Direct Payments to help them manage their care. Many older people said that they had not heard of it. 

Action Points

The following points emerged from my research as being the most important in terms of provided dignified care and ensuring that older people are satisfied with their care. 

Policy and definitions of dignity

· Definitions of dignity used by Newcastle City Council in the context of providing care to older people must acknowledge the fundamental importance of respecting people’s autonomy and identity, and of empathy and reciprocity. Adopting the SCIE Practice Guide 9 definition (p. 12) would be one way of doing this:  

“Dignity in care means the kind of care, in any setting, which supports and promotes, and does not undermine, a person’s self-respect regardless of any difference.” (SCIE Practice Guide 9) 

· It might also be advisable to accompany this with explanatory text about how this works in practice, for example: 

“This means, among other things, supporting people with the same respect that you would want to be shown to a member of your own family, and always aiming to consider their point of view and respect their right to make choices about their lives.”

Priorities in home care provision

· As has emerged previously from research into service users’ experiences of the home care service, good care provision involves providing older people with their care from two or more trusted regular care workers with whom they are able to build up a relationship. Care workers described to me how the current system aims to provide this by having a rota of regular care workers. Both my research and the findings from the Older Home Care Users survey show that this continues to be very important in ensuring that older people are satisfied with their care. 

· Good communication with older people about changes in their care – for example, the provision of a relief care worker if the regular worker is on leave – must continue to be a priority. This has emerged repeatedly as an important issue in the annual Older Home Care Users surveys as well as being mentioned by several of my interviewees. 

· An important issue for both care workers and older people is the amount of time that care workers have to spend with their clients. Both groups mentioned that ideally they would like care workers to be able to spend longer on each of their calls. Some of the  older people whom I interviewed said that they were aware of the fact that their care workers had to go promptly because they had many other people to see in the course of their day, and care workers said that they sometimes felt rushed. Whether it would be practical to allocate longer visits to clients given the current levels of local demand for care, and the available resources with which to provide it, is likely to remain a challenge. 

· An alternative way of handling this issue might be to consider the question of what older people’s needs are, not only in terms of obvious physical need (such as bathing and eating) but in terms of “intangible” needs such as social contact and having a change of scene. When both tangible and intangible needs have been identified, it might then be worthwhile mapping out the services available which could meet these needs.  

· For example, both older people and care workers mentioned that one issue in relation to the length of care workers’ visits was the awareness that the visit might be the only contact their client has with another person all day. One way of framing this problem would be to say that the problem is that the older person in this situation is not having their needs for social contact with other people met. Perhaps instead of aiming to allocate more of the care workers’ time, it might be possible to identify another service which could help to meet these needs – for example, looking to see if there are any transport services available that could enable them to attend nearby luncheon clubs? For further details on how this might work in practice, an excellent source of information is the Joseph Rowntree Foundation Older People’s Inquiry report, “That little bit of help” (2005)
.

Training for care workers about dignity

· Training for care workers about dignity must acknowledge existing good practice among them. As shown in the quotes from my interviewees (discussed in more detail in the main body of this report), many care workers are already practising “dignity as empathy” and respect for autonomy. 

· Training needs to acknowledge the value which care workers place upon good judgement as a quality which marks a good care worker. As many of them told me, to do their job properly means being responsive to their clients’ state of health and wellbeing during each visit, and always being prepared for the unexpected. Many care workers therefore see good judgement as being a fundamental aspect of their work; as one of my interviewees commented: 

“You can train as much as you like, but if you haven’t got the nous, there’s not much you can do.” 

· Thus, it appears that training on dignity for care workers would perhaps be most effective if it aimed to provide a space in which they could discuss different aspects of dignity as described in the ten Dignity Challenges, and consider how they could best respect their clients’ dignity in different care-related situations. This would enable them to share good practice and explore the broader implications of dignity as empathy and respect for autonomy. 

2. Introduction

This report presents the findings from my research project into the meaning of dignity in the context of providing home care to older people in Newcastle – looking at both what dignity means for older people, and how home care can contribute to it. The report covers the following topics:

· The meaning of dignity, and its implications for home care provision in Newcastle,

· What the people I interviewed for my research project – both older people and home care workers – had to say about dignity, 

· What my interviewees told me about their experiences of giving and receiving home care in Newcastle, and their opinions on the service,

· Implications of my research for future policy decisions on home care provision and training for care workers. 

I begin with a short description of the project and my research methods, including my acknowledgement of the help and support I received from others. I then consider what my research into existing definitions of dignity discovered, and compare this to what older people and care workers thought about dignity. The report also looks at what I found out about what older people and care workers think about recent policy initiatives such as direct payments and the “flexible care” aspect of the personalisation agenda. It also presents two sections on what my interviewees told me about how they thought the care at home service could be improved; one for care workers, and one for older people. 

Following this, there are two more descriptive sections, in which I present what I learned about what it is like to be a care worker, or an older person providing care. I present these in the interests of broadening awareness about these groups of people’s experiences. As discussed in more detail below, an important aspect of dignity is taking the time to consider the other person’s point of view. Finally, I present my conclusions about the implications of my findings for our understanding of what dignity means, and what definition of dignity Newcastle City Council might wish to adopt for future use in formulating social care policy. I also review the implications of my findings for future training for care workers, and summarise what I have learned about how older people’s satisfaction with the care at home service – and the job satisfaction of care workers – might be maintained and perhaps enhanced. 

Appendix 1 discusses the limitations of this research, detailing areas which I was not able to investigate due to the limitations on the resources I had available for this project. The appendices also contain the interview schedules I used, and the ten Dignity Challenges. 

Where appropriate I have included results from other research my department has conducted on this topic, such as the annual survey of older home care users in Newcastle, and the recent survey of hot delivered meals service users’ health and well-being. 

If you have any questions about the issues raised in this report, or would like to discuss it further with me, please contact me, Louise Reeve, Policy and Research Officer, Corporate Planning, Programmes and Research team, on: 0191 277 7508 or email at: louise.reeve@newcastle.gov.uk. 

Please note that I carried out my research in my capacity as an independent researcher, for my Masters dissertation. Though I was supported in my research by staff in the Chief Executive’s and Adult Services Directorates – indeed, it would not have been possible to complete this research without their help – the findings presented here, and the conclusions I have drawn from them, are my own and do not necessarily represent the views of other Newcastle City Council Members or officers. 

About the project – methodology  

The project was carried out for my Masters dissertation for the MA Applied Policy Research degree I was studying for at Newcastle University. I carried out my research during April – August 2008. My aim was to explore the extent to which concepts of dignity as expressed in government policy papers on home care provision to older people reflect how dignity is understood by both older people receiving care in their homes, and the paid care workers who provide it
. My intention in doing so was to try to develop a fuller and deeper understanding of how dignity is (or is not) preserved and enhanced through the provision of home care to older people by examining individuals’ experiences. 

I also aimed to identify the implications of my findings for future research and policy-making on this subject. Given the aging of the UK population – recently the Office for National Statistics announced that there are more people aged 65 and over than children under 16 in the UK – this is an issue of considerable significance. 

My research method was to carry out ten interviews in total, five with older people who receive home care (four who received it from Newcastle City Council’s in-house Care at Home service, and one who received it from a private agency), and five with care workers employed by the council’s Care at Home service. All the older people were female; four lived in sheltered accommodation, and one lived in a private home. The amount of care they received varied from receiving several visits during the day, to receiving a visit once a week. Their ages ranged from 78 to 86, and all were from a White British background. All had some level of physical disability or illness meaning that they needed some assistance to do everyday tasks and / or leave their homes, but none were entirely housebound. 

All the care workers I interviewed were also female and from a White British background. They ranged in age from around 40-60. Two worked permanently on the “mainstream” care team, providing general home care. Two worked on the disability team, providing care to people with severe physical disabilities, and one worked on the mainstream, hospital discharge and STAR (Short-Term Assessment and Rehabilitation) teams. Most had been working providing care for some time; the length of time they had been employed as care workers ranged from two to 18 years. 

I should note at this point that I chose not to interview older people who had dementia, Alzheimer’s Disease, severe mental health problems or learning disabilities. This was due to the fact that in my opinion they would be better served by separate research projects specifically designed to sensitively explore their needs. 

Prior to conducting my interviews, I carried out a literature review of government policy papers and academic literature about the topic of dignity and social care, to identify what previous research in this area had discovered about how people perceive dignity. The project was reviewed and approved by the Newcastle City Council Adult Services Research Governance Framework process prior to beginning my interviews. 

The interviews lasted around an hour each, during which time I asked each person a series of questions about their experiences and their opinions on dignity and home care. The interviews were “semi-structured” in the sense that each was given structure by the series of questions I had worked out in advance, but at the same time my interviewees were free to express their opinions and introduce new topics. As much as possible, I aimed to have a free-flowing discussion with them about dignity and home care. 

I then transcribed the interviews and analysed them by reading each transcript through in its entirety to get a sense of each person’s perspective on the topics under discussion. I then went through the transcripts to identify common themes. Finally, I compared the results of this analysis to the results of my analysis of government policy papers and academic literature, to identify any similarities between the two, and to enable me to see if I had uncovered new information about this topic. 

For the purposes of my dissertation, I needed to focus upon the topic of dignity. However, my interviewees also told me a great deal about their experiences of giving or receiving home care which does not directly relate to the topic of dignity, but which is potentially very useful from the point of view of identifying possible service improvements. This report presents a summary of my findings in this area. 

If required I am happy to discuss the methodology of my research in more detail, including how I ensured it complied with ethical standards and good research practice. Please contact me to arrange this. 

3. Definitions of dignity

What does dignity mean? 

One of the most influential research projects in recent years on the topic of dignity and older people has been the ‘Dignity and Older Europeans’ project. Between 2001 to 2004 researchers conducted focus groups with older people across Europe to explore what they thought about dignity. The most detailed definition resulting from this project was produced by Professor Lennart Nordenfelt (Linköping University). Nordenfelt argues that there are four types of dignity: dignity of merit, dignity of moral stature, dignity of identity, and universal human dignity (or Menschenwürde). Dignity of identity “is probably the most important sense in the context of dignity and aging”, according to Nordenfelt, and may be defined as follows:

“… the dignity that we attach to ourselves as integrated and autonomous persons, persons with a history, and persons with a future with all our relationships to other human beings.” (Nordenfelt, 2004.)

He argues that elderly people are at high risk of harm to their dignity of identity. This occurs partly because of the physical changes associated with aging, and partly because increased dependency upon others increases the risk that they may be treated in a way which harms their integrity and / or autonomy. For example, carers who failed to dress an elderly person neatly would harm that person’s dignity, as they would be aware that they were not dressed in accordance with their wishes, but would be unable to do anything to change this. 

Another important aspect of dignity was discovered in a key study by Dr Cynthia Jacelon (University of Massachusetts) and her colleagues, who also conducted focus groups with older people. They developed the notion of “reciprocal dignity”, defined as: “when one behaves with dignity, others respond in like manner”. As part of this study, focus group participants described how the way others treat them affects their dignity; saying, for example, that “being talked about by other people rather than being talked to is the greatest of indignities”. Their conclusion was that: 

“Dignity is an inherent characteristic of being human; it can be subjectively felt as an attribute of the self, and is made manifest through behaviours that demonstrate respect for the self and others.” (Jacelon et al, 2004.) 

Another exploration of the concept of dignity was conducted in 2004 by Dr Gillian Woolhead (University of Bristol) and her colleagues, who carried out 15 focus groups with older people. They found that dignity of identity and how health and social care provision affect it dominated the discussions. For example, a key issue for older people was whether the care being provided to them enhanced or detracted from their autonomy. One person commented: “They [social services] want you to do exactly what they want you to do, and that’s what I have really objected to”. Woolhead et al make the point that a key issue relating to dignity and home care is the difference in the perspectives of older people and care workers, which they describe as: “…the time-rich but undervalued older user, as opposed to the busy time-scare [care] provider whose priority is to get through the tasks” (Woolhead et al, 2004). 

To summarise, the key points emerging from academic literature about dignity are the importance of understanding what dignity of identity means, how it can be threatened by the aging process, and knowing that poor care practices, such as failing to respect older people’s choices, can harm dignity. I explored this further in my interviews and will describe my findings below, following my review of how central government policy papers have described dignity. 

Government definitions of dignity

In November 2006, the then Minister for Care Services, Ivan Lewis MP, launched the Dignity in Care campaign to promote the importance of dignity in health and social care. As part of this campaign, the Social Care Institute for Excellence (SCIE) produced a practice guide: ‘Dignity in Care: Adult Services Practice Guide 9’. This defines dignity as: 

“A state, quality or manner worthy of esteem or respect; and (by extension), self-respect. Dignity in care, therefore, means the kind of care, in any setting, which supports and promotes, and does not undermine, a person’s self-respect regardless of any difference.” (SCIE, 2007.) 
The Practice Guide also outlines the “Dignity Challenge”: ten criteria which “high quality services that respect people’s dignity” should meet. I would argue that the most relevant criteria with regard to home care are the following three challenges, which I used to assist me when developing my interview schedules.

No. 2: “Support people with the same respect you would want for yourself or a member of your family”. 

Included under the guidance for this challenge are the recommendations that there should be a cultural shift from “doing tasks” to “caring for people and supporting them”, and “seeing things from the perspective of the person receiving services”. 

No. 3: “Treat each person as an individual by offering a personalised service”.

Included under the guidance for this challenge are the recommendations that services should be tailored to each individual, and staff should “take time to get to know the person receiving services”. 

No. 4: “Enable people to maintain the maximum possible level of independence, choice and control”. 

Included under the guidance for this challenge is the recommendation that “people receiving services [should] have the maximum possible choice and control over the services they receive”. 

These recommendations are explored in more detail in the section below where I discuss the findings from my interviews about what older people and care workers think about dignity. 

The experiences of home care workers 

I also explored the findings of research on home care workers’ experiences. A key finding is that care work involves a considerable amount of “invisible labour” in terms of building relationships with people who are receiving care. This is especially important in the context of home care, as opposed to health care or care in residential homes, because the home care worker’s workplace is another person’s private home, not a hospital or care home. It is important for the care worker to show respect for this and acknowledge that the person receiving care is in charge of how things are done in their home. This is also sometimes referred to as “emotional work”, to distinguish it from the completion of physical tasks, whilst acknowledging that it can sometimes be every bit as demanding a task as physical work, such as lifting someone using a hoist. 

However, the “invisible labour”’ aspect of care work is not always acknowledged  by organisational frameworks which may recognise only the physical tasks which care workers perform, and allocate their time accordingly. In a situation where the care worker often has little time to spare after the specified physical tasks (such as bathing and dressing) have been completed, building relationships is considerably harder. The issue of whether home care workers feel under pressure to complete their tasks quickly has emerged in recent reviews of home care provision in the UK, such as that carried out by the Commission for Social Care Inspection (CSCI) in 2006, which found that: 

“Many [people who receive home care] find the task-based approach of the majority of councils insensitive to their needs, requiring particular activities regardless of whether people want them done that day or at all.” (CSIC, 2006.)

This was a topic which I explored in my interviews, the findings from which are now presented below. 

4. What do older people and care workers think about dignity? 

The main themes relating to dignity that emerged from my analysis of my interview findings were: 

· Dignity as empathy and reciprocity

· Dignity and autonomy

· Dignity, cleanliness, and identity 

Each of these is discussed in more detail below. 

Dignity as empathy and reciprocity 

The theme of dignity as empathy was discussed in some depth in nearly all my interviews. In each interview, I described the second of the ten Dignity Challenges: “Support people with the same respect you would want for yourself or a member of your family”, and asked what the person I was interviewing thought about this. Several expressed strong agreement: 

“That’s what I always remember, it’s [as] if it was my family.” (Care worker)

“I would like to treat them the way I would like to be treated.” (Care worker) 

Indeed, in some interviews with both older people and care workers, the person I was speaking to introduced this idea themselves unprompted: 

“They treat you as I think they would want to be treated.” (Older person) 

“I treat them with respect, and they treat me with respect.” (Older person) 

“I wouldn’t [like it] if it was someone coming to my home every day and going through my cupboards and wardrobe. I mean, [you] always remember that it’s somebody else’s home.” (Care worker) 

It was clear from comments like the one above that the care workers who I interviewed actively tried to consider the clients’ points of view on a regular basis when providing care. They gave examples of how they did this, such as: 

“It must be very frustrating when they can’t get up to pick a duster up, to see dust on things. Because I know what I’m like, in my own house, so it’s only natural that they get annoyed about it.” 

I would argue that this latter quote indicates a possible problem with the idea of dignity as empathy. It was clear from the interview that the care worker was speaking from her experience of having heard older people had express their annoyance with being unable to clean their own homes. However, in some situations there might be an issue over whether the care worker is able to correctly judge what the older person considers to be important, based upon what they think would be important to them in this situation. This may be a particular problem if care workers are unable to spend much time getting to know the people they care for because they have many different people to visit during the week. 

Several care workers mentioned this: 

“And you go from job to job to job, and then you start again, job to job …People say ‘Are you a carer?’ and I say ‘I’m not, I’m somebody that goes in and washes them’.” (Care worker)

“You shouldn’t be running in and running out of people’s houses, we should be giving them more quality time.” (Care worker) 

As described earlier, the importance of the issue of the length of time care workers have to spend with their clients, and the extent to which they are able to build up a good personal relationship has been demonstrated before in research on home care, and my interview findings further support the argument that this is a key issue in ensuring that older people are satisfied with their home care. This will be discussed throughout this report.  

One issue to bear in mind is that among the population of older people who receive home care are a significant number of dementia sufferers, for whom this reciprocal element will largely be absent from their relationships with their care workers. This suggests that the definition of dignified care for people with dementia and similar conditions will vary in significant ways from that for people who do not suffer from it. This is illustrated by an argument made by Dr Cynthia Jacelon and her colleagues, that it is possible for others to preserve one’s dignity even if one is no longer able to do this oneself: 

“Although some people, such as those with Alzheimer’s disease, in a coma, or those otherwise impaired, may not behave with dignity, being treated with dignity by others enhances their dignity, and may affect their behaviour. This was evident in Volicer’s (1997, p. 196) assertion that staff have a responsibility to maintain a patient’s dignity after a patient can no longer do this for themselves.” (Jacelon et al, 2004). 

A relevant comment in this context was made in one of my interviews by a care worker from the palliative care team: 

“I’ve looked after palliative care people who are at the end of their life. They can be semi-conscious, very close to death, and your first impression might be that they can’t see and they can’t hear. I wouldn’t just go in and start personal care, I would talk to the person, let them know what I’m doing, ask them to raise their hand if they’re not happy about letting me wash their legs, or do they feel cold or uncomfortable, talking to them all the time, it’s very important. [You] just let them know what you’re doing. Everyone should get the same level of respect.”  

As shown here, there are ways in which care workers can respect the dignity even of people who are semi- or un- conscious. Dignity is a very broad concept, and there are limits to the extent to which my research has explored it. As mentioned earlier, I did not specifically focus on the relationship between home care, dignity, and the needs of people with dementia, and I feel this is a topic which would benefit from further research. 

At this point I would argue that my findings indicate that many care workers do think about how the care they are providing feels from the older person’s point of view, but that their ability to do so is affected by how much time they have available to get to know their clients. I now review my findings about the relationship between dignity and autonomy. 

Dignity and autonomy 

The Dignity Challenge states that dignified care must: 

“enable people to maintain the maximum possible level of independence, choice and control” (challenge no. 4), and,

“treat each person as an individual by offering a personalised service” (challenge no. 3). 

These two aspects of dignified care are closely linked, and I intend to explore them together, beginning with looking at how home care can enable people to maintain their independence. This is a particularly important aspect of dignity in the context of providing home care as opposed to, for example, health or residential care. Both older people and care workers described the importance to many older people of being in their own homes: 

“[When asked what dignity involves] Treating wor with respect. And knowing your place in someone else’s home.” (Older person)

“[Talking about her disabled clients] But they’re still in their own homes and they’re happy. If they go into respite for a fortnight, you can see the difference in them when they come back… because they’re not in their own environment.” (Care worker)

The ‘Putting People First’ ministerial concordat (2007) explicitly states that maintaining people in their own homes will be one of the main aims of social care in the future. Some of the reasons why this is so important to older people’s wellbeing emerged in the context of discussing keeping the house clean: 

“Now and again I’ll get up and I’ll go into the kitchen, and I’ll clean the benches …You’re not going to sit like a cabbage all day and do nothing. They’ve said “it’s not essential to do housework, housework doesn’t matter”, but it does matter when you’ve always been used to it.” (Older person) 

For this person, being in her own home was important to her because, as well as being in familiar surroundings, it enabled her to continue to live by values which she had held all her life, such as the importance of keeping her home clean. By being assisted to live in their own homes, therefore, older people are able to maintain more control over their lives. Good care, therefore, respects their need to remain in charge of how things are done in their homes. The care workers I interviewed were very aware of the importance of respecting their clients’ choices about this: 

“They want to keep their independence. They don’t mind you coming in to help, that’s where you’ve got to tread the line very carefully. You’re there to help, not to take over.” 

“Not overstepping the boundaries by just sort of doing things …You don’t just put it [washing] in, you’ve got to remember to ask them, ‘Do you want this washing machine on yet?’” 

Discussing the theme of helping to maintain older people’s independence in more detail, care workers described how encouraging the people they cared for to do whatever they could do for themselves was also very important: 

“…even cleaning their teeth, we always ask them to try and do that by themselves. It’s just a little bit more that they’ve got control of.” 

However, this could require some fine judgement on their behalf, as they tried to balance the need to respect older people’s independence and freedom of choice with their responsibility to maintain their clients’ wellbeing: 

“There’s others, that won’t ask you to do anything, and you’ll know that they actually need it …you’ve got to be able to read people.” 

“If you see them struggling a little bit, you go, ‘Right, I’ll just give you a little hand’, and sometimes they’ll go, ‘Oh, go on then’, and they’re actually letting you help them, without you taking that little bit of independence off them.” 

These comments show how care workers try to use their own experience and judgement to determine how best to handle these sorts of situations without damaging the dignity and wellbeing of the older person. One can imagine that, as the care worker herself describes, the effect on the older person’s feelings in the second example would be very different if, she had simply taken over doing the task in question without making the effort to present her help as simply assisting the older person in doing what they wanted to do. This is a very delicate aspect of care work, and it might be worth considering whether training for care workers could explore how to appropriately handle this situation. 

Several of the care workers I interviewed talked about the importance of respecting and listening to their clients in the context of protecting people’s dignity. Their comments included the following: 

“I think to give people dignity, I think that the dignity that you have to give them is maybe – ask them [what they want]. I think a lot of times, people don’t ask them what they need, what they would like …I think dignity is showing people that even if you have to wash them and dress them, it’s just to give them that bit of dignity that they can keep for themselves.”

 “The needs of the service user always have to come first. For instance, one of the questions was, if somebody needed medical help …[it’s] that lady’s say-so, I can’t make that decision. And I can’t tell her, it’s her choice..”

“[It’s important] to treat everyone as an individual, based on and receptive to their needs, being non-judgemental.”

“[It’s important] to go at their pace, not to force them to do anything that they don’t want to do.” 

“Don’t talk down to them, don’t tell them that you know better, because nine times out of ten you don’t.”

These quotes from care workers demonstrate the “invisible labour” aspect of their work, and the importance of respecting and listening to people when trying to promote their  dignity. I also explored two specific policy initiatives which relate to dignity and autonomy during my interviews: personalisation, and direct payments. These are discussed in more detail below on p. 19.  

Dignity, cleanliness and identity

The “Independence, Well-Being and Choice” Green Paper (2005) identified personal dignity with cleanliness and comfort as follows:

“Personal dignity: keeping clean and comfortable. Enjoying a clean and orderly environment. Availability of appropriate personal care.” (Department of Health, 2005) 

Later definitions of dignity have broadened this definition to encompass notions of reciprocity in relationships between care workers and older people, and the need to respect people’s autonomy. However, many of my interviewees immediately identified dignity with personal care, and, in particular, situations where a person receiving care would be naked, such as bathing. All five care workers who I interviewed used examples of this situation when I asked them about the meaning of dignity, for example: 

“I’ve never been trained anything about dignity… you just know that they’re old and they’re not used to showing their body.” 

“Would you like to be seen going from there to there with no clothes on?” 

“It’s something that comes naturally to you. You never leave somebody just lying on the bed naked or anything like that …if you’re washing their top half, you cover their bottom half.” 

One care worker commented that having home care for personal tasks can enhance people’s dignity if they prefer not to have their family or friends perform intimate tasks for them such as bathing and toileting:

“I just think it is better if a stranger actually does it, because they actually bond better with these people [care workers] …I think people let strangers do a lot more than they want their own families to do.”

Having a relative stranger do this can enable people to preserve their dignity in the context of their close personal relationships with family and friends. Older people also mentioned the importance of keeping clean and being covered when bathing and dressing: 

“They wouldn’t leave me standing without covering me.” 

“It’s important to be clean, and your face kept clean, and things like that.” 

This suggests that both older people and care workers tend to immediately think about bathing, dressing and other aspects of intimate personal care when asked about dignity in general. Yet, as shown above, when asked specifically about reciprocity and autonomy, both groups also identified dignity with treating people as they themselves would wish to be treated, and with respecting older people’s autonomy. It seems, therefore, that comments such as those above do not necessarily indicate that members of either group identify dignity as being only about cleanliness and personal care. Rather, this is strongly identified with dignity because it is a situation in which there is a real risk of an older person’s dignity of identity being damaged. To be naked in front of a clothed person who is younger and stronger than oneself is to be in a very vulnerable situation (Help the Aged report on dignity and care, 2007).  

Cleanliness is also important because of the relationship between appearance and dignity. As both the Dignity and Older Europeans project and separate research done by Julia Twigg (University of Kent) found, maintaining a good appearance is often extremely important to older people, because it shows that the person has not “let themselves go”, but is still in control of their life. This is important in preserving their self-esteem and thus maintaining their dignity of identity, as these quotes from my interviewees demonstrate: 

“I don’t want my family coming round, and I’ve got my night attire on.” (Older person)

“There is a lady who we go to, she’s still got her dignity, she still takes pride in her [appearance] …I tend to put her make-up on for her in the mornings.” (Care worker)

Being clean, and having a clean home, is clearly a very important part of dignity for older people, and the care workers I interviewed are aware of this. I would suggest that perhaps there may now be a need to build upon this awareness of what dignity means in this context in training for care workers, to look at the broader meanings of dignity such as reciprocity and respect for autonomy, and the implications for their work. 

5. Policy Initiatives 

Two recent policy initiatives I asked older people and care workers about as part of my exploration of dignity were the “flexible care” aspect of the personalisation agenda – in the context of whether home care workers can vary the tasks they perform for their clients – and Direct Payments. My findings about these initiatives are presented below. 

Flexible care: personalisation and Care Plans

The importance of respecting older people’s choices has become more prominent due to the introduction of the recent “personalisation” initiative in social care policy. This was introduced in the ‘Putting People First’ ministerial concordat, and is defined as:

“[Personalisation] means that every person who receives support, whether provided by statutory services or funded by themselves, will have choice and control over the shape of that support in all care settings.” 

Two researchers at the University of York’s Social Policy and Research Unit, Charles Patmore and Alison McNulty, observed the following whilst carrying out research with older people who received care: 

“Sometimes home care staff added thoughtful, ‘person-centred touches’ which appeared to support customer morale. For instance, a very disabled, housebound interviewee described how, on sunny days, home care staff would move his bed to the balcony, which he much appreciated  …Surveys of older home care customers were undertaken and these showed that a significant proportion could name opportunities for staff to add person-centred elements (Patmore, 2001).” (Patmore & McNulty, 2005.)

They theorise that: “home care services could focus on fulfilling such requests from individuals as an index of service quality” and that providing “flexible, person-centred care” might help to address depression and unhappiness among older people “either through supportive relationships [with care workers] or through helping customers redress losses which their disabilities were causing for them [such as the ability to get out of their houses]” (Patmore & McNulty, 2005.) This issue has also been raised in the past by older people who took part in the Newcastle Older Home Care Users survey:

“As regards the cleaning jobs there are to do, they should be allowed to ask the client what job needs to be done rather than do the same job every time they come.” (2005/6 survey)

“For carers to help identify the housework that is in need that day as well as sitting

chatting.” (2005/6 survey)

I thought that it would be useful to explore this proposition that care workers being able to be flexible about what tasks they performed for their clients would promote older people’s satisfaction with care services. I did this by asking care workers if they felt they would be able to do tasks for an older person which were not in the care plan if the older person asked for this, and by asking older people if they felt that they would be able to ask to change the care they received to better suit their needs (i.e. by asking their care workers to perform different tasks to those set out in the Care Plan). 

Responses were varied. Care workers generally emphasised that, on the one hand, they tried to respect their clients’ wishes:  

“Say it’s their shower day, and you go in and you say, ‘Are you going in the shower?’, and if they point-blank refuse, no, you can’t.” 

On the other hand, they did not want to deviate from the tasks set out in the Care Plan unless it was an emergency situation: 

“Last week I was asked by a lady: ‘The other carer went to the fish shop for me last Tuesday, I like fried fish on Tuesday’ and I said ‘I’m sorry, I can’t do that, it’s not in the Care Plan’ …It’s drummed into us in training.”

“When somebody does something that’s not in the Care Plan it makes it harder for the next person going in.”

“You’ve got to be able to judge whether someone is genuinely in need, or just trying to pull a flanker.”

“You know, unless it’s an emergency …we don’t mind doing essential shopping and things like that. You have to say “no”.” 

This preference for sticking to the Care Plan has to be seen in the context of both the limited time available to care workers to spend with their clients, and their own need to establish boundaries to protect their own physical and emotional health. With regard to the first factor, care workers’ comments included: 

“‘You’ve got twenty minutes to do that job, and you can’t go over the twenty minutes …because they’re charged for every minute that you’re there.” 

“We can give them a certain amount of time, but then we’ve got to go, and you’ve got to get on to the next job, but you find a lot of them, they do try and keep you back, the best way they can. But you just haven’t got the time to do that.”

The extent to which this was an issue varied between care workers on different teams. One care worker on the disability team commented:

“Sometimes it is a rush, but we tend not to look at our watches. We do the job, and if the job’s finished – one day we might get finished an hour earlier and move on to the next one, and because wor clients all know, because they’re all in the same boat. …I never rush now. I used to at one time, I would be, “Ooh, I’ve got to get to someone’s house”. We don’t do that now. But we’re lucky enough, on our team, we’ve got that flexibility.”

With regard to setting boundaries, comments included: 

“I can remember the last thing they ever said [at her job interview] was: ‘As much as you get close to your clients, what you have to remember is, when you go out of the door, you have to have your own life’. And I’ve always tried to do that.”

“You come out and you feel awful, but …if we did it [extra tasks] for everybody, then we would be in from half past seven in the morning, and we never would get a break, because we would be out all night.”

One care worker expressed the fear that being flexible about care on one occasion might make it more difficult to refuse requests for extra care in the future, in a situation where she is already experiencing considerable pressure due to the short amount of time she has allocated to visit her clients: 

“Some [people], the more you give, the more they take, and the more they want.” 
Another issue was the prospect of disciplinary action if anything happened to care workers whilst they were carrying out a task that was not in the Care Plan: 

“If something happened to me when I was, say, walking someone’s dog …it just doesn’t bear thinking about. I would face a disciplinary, and I don’t want that.”

One older person described the importance of the Care Plan in ensuring their care workers completed all the tasks they were allocated, particularly if they had a relief carer whilst their regular carer was on leave:

“Some of them come in and say ‘It’s not my job’, and won’t look at the Care Plan.” 

Another described how the system of allocating a time slot for care for each person could sometimes feel rigid and inflexible:

“That is one thing, sometimes when you’re feeling ill, you get a half-past seven call, whether you want a half-past seven call or not.” 

At this point it is useful to consider the findings from the surveys of older home care users in Newcastle which have been conducted over the past three years. Each survey has asked the question of whether care workers come at times which suit them, and obtained the following results: 90% agreed that they did in 2005/6, 92% agreed with this in 2006/7, and 91% agreed with this in 2007/8. Thus, for the past three years the majority of respondents to the survey have said that their care workers come at times which suit them. This does indicate that the timing of home care workers’ visits to older people do not cause problems for the majority of older people receiving home care. 

However, some of the older people I interviewed described situations in the past in which their care workers had been flexible about which tasks they carried out, even doing extra tasks in their own time (it should be noted that the care workers I spoke to did not provide care to the older people I interviewed): 

“They’ll even do it [shopping] in their own time, down at Sainsbury’s.”

“If I need anything from the shop, I give her the money from my purse, and she’ll bring it in for us. And apparently they’re not supposed to do that, but she’ll do it for you.” 

This extra help was clearly much appreciated. Two older people, said that, in contrast to the past, their current care workers tended to stick to doing the tasks in the care plan and not spend time talking to them or doing other tasks: 

“Some of them will just sit and chat …I said that I had difficulty getting some birthday cards and she got me some in. [Now] I just see somebody on a Thursday and they don’t chat very much. Get on with what they’re doing and then go.” 

“You [care workers] go into a person’s home, and you do what you have to do, and you come out of that person’s home, and that is as far as your care goes now. Which you miss when you’ve had the other kind of care.”

This was clearly frustrating for both of the older people above, yet at the same time one can see why care workers adopt this approach, particularly given the point made above about the prospect of disciplinary action if they deviate from the care plan. 

Interestingly, 91% of respondents to the 2007/8 Newcastle Older Home Care Users survey said that their care workers always or nearly always did the things that they wanted done, and one person said that “Most [care workers] are flexible and willing”. However, two other comments were: 

“I feel they [care workers] are not very flexible and come with set ideas at to what you get and will not budge from their opinion”. 

“[Please] give the carer more time to do the extra little things that make life easier.”

Some care workers made the point that ideally they would like more time to spend with their clients and get to know them better:

“Interviewer (Louise Reeve): ‘So it’s a bit of a balancing act, trying to do that [treat clients with respect], and at the same time, you know you’ve got to be somewhere else in half an hour’s time.’ 

Care worker: ‘That is a problem. And you’ll find most of the girls you’ll talk to will say that.’”

“We could definitely do with some more extra time for each client.”

A similar conclusion was reached by Patmore and McNulty, who concluded that: “Simply spending regular time with an older person and being involved with their daily routines is the best way to learn their aspirations and concerns”. As indicated in some of the care workers’ comments, however, there are issues around the resources available to provide care with, and the amount of time it is possible to allocate to each person needing care. I have raised the issue here, despite these problems, because it is one which will undoubtedly continue to be important given the introduction of the personalisation agenda, and also the increasing population of older people both in Newcastle and across the UK as a whole. 

Direct Payments 

I asked both older people and care workers about their views on Direct Payments. In many cases, they said that they had not heard of them. One older person was sceptical that the Council would allow her to have control over the money for her care, saying: “I don’t think they’d do anything like that”. Of the respondents to the 2008 Newcastle Older Home Care Users Survey, only 33% had heard of Direct Payments (40% replied that they had not, and 28% were not sure if they had). In 2006/7, this figure was 40%, and in 2050/6 it was 36%. Thus, for the past three years, less than half of older home care users report that they have heard about Direct Payments.  

One care worker thought that Direct Payments would be a good option for people wanting extra care, such as shopping:

“There might be people, you know, who want extra care but can’t afford it, they could pay to have people come in privately and do things for them like shopping.”

Two expressed concern about the idea. One said that she was concerned that people might enter into arrangements with their family to provide care which might prove difficult to maintain due to the impact of caring for a family member over a long period of time. Another was concerned that people might make decisions about who would supply their care based mainly upon the cost, and that they would not be aware of the need to check their care workers’ levels of training and references. These findings underscore the point made by organisations such as CSCI that if the take-up of Direct Payments is to increase, considerable resources need to be devoted to ensuring that it is properly understood by all involved. 

One issue I did encounter is that the care workers I interviewed tended not to be familiar with the details of policy initiatives such as the Dignity in Care campaign and Direct Payments; none of the care workers I interviewed had heard of the Dignity in Care campaign. This is probably due to the nature of their working conditions, where most of their working hours are spent at work providing care in other people’s homes and they have limited time in the office to learn about about new policies. I should note that most said that they were happy with the training that was provided to them; this is discussed in more detail below. 

However, this may be an issue from the point of view of providing information to older people. Contact with care workers is often the best, and for some isolated older people, the only, way for older home care users to access information about services. It would seem, therefore, that an ongoing task for the Care at Home management team will be to ensure that there are effective systems in place for getting information in an appropriate format to older people when they request it, and to ensure that care workers are familiar with how to use it. 

6. Other aspects of home care

During the course of my interviews, my interviewees told me a great deal about their  experiences which was not directly related to dignity, but which provided considerable insight into what it is like to give and receive care at home. I have presented the main points raised below. These have been split into two sections. The first section deals with people’s comments about the home care service, and in particular with their suggestions about how it could be improved. The second section is more descriptive and intended to provide greater insight into what it is like to be an older person receiving home care, or a home care worker. 

7. Older people’s experiences of the home care service 

The following topics are covered in this section: 

· Older people’s relationships with their care workers, 

· Changes in care and relief carers 

· Care workers and time pressures 

· Being called by the right name 

· The importance of getting out of the house 

· Making complaints about the service 

· What would improve the home care service?  

· Relationship between front line care and management

Older people’s relationships with their care workers

Most of the older people I interviewed had close relationships with their regular care workers, as these quotes illustrate:

“I feel like they’re my daughters, and they treat me as if I’m their mum, and it doesn’t matter what I ask them, they’re willing to do it …even in their own time.”

“At the moment [my regular carer] is on holiday, and it’s definitely different.” 

One person felt that this had changed over the years, that care workers were not allowed to talk about personal issues with them or develop a more “personal” relationship with them, when they had been allowed to do this previously: 

“But now, there are so many rules of what you must say and mustn’t say, it makes it very difficult to converse, because there’s such a lot you’re not able to talk about …A carer [care worker] took me to the hospital, when I was diagnosed with having cancer and it was her day off, and she got in trouble for doing it. And I did think that that was unkind.” 

As shown above, and discussed earlier, some older people spoke of their care workers doing tasks for them in their own time. This illustrates the depth of the relationships which can develop between some care workers and older people, although one should also note the point made earlier that some care workers feel that they need to set boundaries to what their clients can ask them to do, in the interests of their own physical and emotional health. 

The importance of continuity of care has been an issue raised in several of the annual Newcastle Older Home Care Users surveys. In the most recent survey (2008), respondents’ comments included: 

“I have asked for continuity of care i.e. the same carers on a regular basis.”

“When I first received care, several different carers were sent. I didn’t like this as my hygiene is very personal – this has now been resolved.”

“I have asked for the carers I have now to keep, as they know their job.” 

“I wished someone would listen to my request for the original carer who I bonded with, and who was taken away without any reason being given.”

These are only some of the comments respondents made on this topic. Continuity of care is clearly a very important issue to them. 

Another related issue is the importance of visits by care workers in terms of older people’s social contact with other people. One older person described how she looks forward to having a chat with her regular care worker:

“She’ll come in and I’ll give her a cup of tea or a glass or lemonade. I say “Are you allowed to take that?” and she says “Oh yes”, she says, “that’s very kind of you”. I say “Sit down here”, and I have a chat to her. We have a laugh.”

As another older person pointed out when discussing a care worker from an agency who used to visit them, the care worker may be the only other person some older people see all day: 

“I said to her, “Would your face crack if you give us a smile? You know, I see nobody, all day”.”

In addition to the social benefits of seeing their regular carer with whom they may have a close personal relationship, it is also important to older people to have the same care worker visit them regularly because this allows the worker to learn how best to care for them, without the older person having to keep explaining their needs to someone they do not know:

“I am very lucky at the present time …I had one [care worker] for about 13-14 months, and the other girl about six months, and they are both very, very, nice people. Very caring and very gentle and very nice indeed. My [health] condition can be very uncomfortable, so there’s certain ways of doing things that helps, they are very good, they’re very nice, and they do make a difference to me, there’s no two ways about it.” (Older person) 

“But anybody new, I’ve got to sit on the commode and tell them what do. And they say, “I’ve never seen any of these things”. I say, “Well, take a photograph and show your staff. …they must know about it and how to use it”.” (Older person) 

As the latter quote shows, some older people had had to “train” their care workers to use some of their equipment, such as commodes or chemical toilets, although it should be noted that the care workers in question may have been from private agencies, who may not always have had the same training as Newcastle City Council’s Care at Home staff (I was not able to clarify this during the interview). One care worker had had this experience herself in the early stages of her career. Having been sent to assist an older person, she found that the person had a chemical toilet, which she had not been trained to empty. The older person was happy to explain to her how to do this, but one can see how having to repeat such instructions frequently might be tiring for an older person (particularly those more frail or ill than the people I interviewed), and this illustrates the importance to them of having their regular carers where possible. 

It should be noted at this point that the older people I interviewed did generally seem quite happy with the care provided by their regular carers: 

“Oh, I am very well looked after. I can’t fault that.”

“I think it’s smashing …I can’t fault it.”

“Interviewer: ‘So is there anything at all you would change about the help people give you if you could?’ 

Older person: ‘No, honestly.’”

This is borne out by the results of the most recent (2007/8) Newcastle Older Home Care Users’ Survey, where 93% of respondents said that they were satisfied with their home care service. In 2006/7 and 2005/6, this figure was 91%. However, as shown here, some older people have had unsatisfactory experiences with the home care service, and I look at people’s experiences of making complaints below on p.29. 

Changes in care and relief carers 

Problems with relief carers when their regular carers were off sick or on holiday were an issue for several older people, as these comments demonstrate: 

“It seems a pity that you have to remind them, that you are without care. I always make sure that I ring long before my care comes in the normal way, in the morning it was twenty to eight, and my care usually starts at half past eight, and this young lady came at eight o’clock, which was fine.”

“It just seems to be a pity that it happens every time their own people are off [i.e. her regular care workers], there seems to be confusion.” 

One care worker on the disabilities team explained that having regular carers is particularly important to her clients because of the nature of the care being provided: 

“It’s not just a case of popping in and “here’s a cup of tea”, it’s a lot more moving and handling involved, and you’ve got somebody strange coming in. It makes it harder for us, and not very nice for the client.” 

This has been an recurring issue for respondents to the annual Newcastle Older Home Care Users Survey. In 2008, 74% of respondents said that someone always or usually lets them know about changes in their care, meaning that one in four people did not feel they were kept well informed about this (in 2006/7, this figure was 78% and in 2005/6 it was 77%). Comments on this topic included: 

“They could contact me more to tell me if the cleaner is coming and changes to times and people.” 

“[Please advise about any late visit before too long. Advise of any changes in carer and last minute problems.” 

“[Please] inform me when a carer is delayed or changed.” 

Having regular care workers whever possible is clearly an issue of considerable significance to older people who receive home care, as is the issue of clear advance communication with them about changes to their care. 

Care workers and time pressures 

As discussed earlier, whether care workers have enough time to spend with each of their clients and / or whether they are in a hurry when they get there is a major issue affecting both whether older people feel treated with dignity, and care workers’ sense of job satisfaction and well-being. As this quote shows, older people are aware of the demands on their care workers’ time:

“Interviewer: ‘Do you ever feel, when they’re here, that maybe they don’t have quite enough time to do things for you?’

Older person: ‘Well, it’s not their fault, because they’re sent to that many jobs, I mean, they start at eight o’clock, and I’m always their first call …they could be sent to a different job, it’s not their fault, and they’ve got to go, you’ve got to give them leeway. But I’m always worrying I’m going to make them late for the next job they’re going to, so there’s got to be give-and-take.’”

Other older people feel that their care workers are hurried:

“They’re in and they’re out …They don’t stay five minutes.”

One person had found this to be more of problem when she had relief carers when her regular carers were on leave or off sick: 

“No, well, when they’re off [her regular carers], and [other] carers come in …and they seem to be in a hurry …the regular carers understand me.” 

As Patmore and McNulty note: “A sense of pressure on time is not conducive to person-centred care”, and my own findings echo this. There were also comments on this topic from older people who took part in the 2008 Newcastle Older Home Care Users survey:

“I sometimes feel the carers are rushed and they don’t wait for me to finish my meals.” 

“The carers are very good and pleasant, but over-worked.” 

“It’s good to get to know the carers by a chat – no time.” 

“Now the time has been cut to one hour. It is very difficult for my carer to do all the things that need to be done within these limitations.” 

From the findings of my interviews and the Home Care Survey, this would appear to be another major issue for older people receiving home care, along with being kept informed of changes in their care and having the same care worker provide care if at all possible. In the latest version of the Older Home Care Users survey, respondents will be asked the following questions: 

1. Are your care workers in a rush?

2. Do your care workers arrive on time?

3. Do you always see the same care workers?

4. Do your care workers spend less time with you than they are supposed to?

5. Overall, how do you feel about the way your care workers treat you? (e.g. whether they are understanding and treat you with respect for your dignity)

It will be very interesting to compare the results when this survey is conducted in spring 2009 with the findings from previous older home care users surveys and my research. 

At present the picture emerging from research to date is that time pressures on carers are a major issue for both care workers’ job satisfaction, and the satisfaction of older home care users with the care service. As indicated by the quotes above, this can be affected in one of two ways: either the care worker does not have time available to do all the tasks that need to be done (particularly if they have experienced delays whilst travelling between appointments), or the older person may feel concerned that their care workers – with whom they may have a close personal relationship – are under stress. This may make it more difficult for them to ask for extra assistance if they need it during the course of a visit, because they may be reluctant to add to their care workers’ workload. 

Being called by the right name 

Earlier research done by Dr Gillian Woolhead and her colleagues highlighted the importance to older people receiving healthcare of being called by their preferred name. The researchers observed that:

“The main discussion centred on being addressed in a casual manner or by their Christian name by hospital staff. Participants felt patronised by being called ‘love’ or ‘dear’ and the use of Christian names was seen as disrespectful and intrusive.” (Woolhead et al, 2004)

I therefore asked both older people and care workers about the issue of what care workers should call the people they care for; whether they use first names, or titles and surnames. In nearly all circumstances, older people and care workers were on first name terms, but this was not automatically presumed to be the case by the care workers. Several of my interviewees described how the care worker would normally use the older person’s title and surname first, then either ask for or await permission to use their first name: 

“They say “Good morning, Mrs [surname], I’m so-and-so”, and I say, “Oh, come in”, and some of them have come in before, and they say, “Oh, can we call you [her first name]?”. You know, they always say “Can we?” and I say “Of course you can”.” (Older person) 

“They always come in and say “Hello, Mrs [Smith], I’m [Jenny], I’ve come to make your tea or I’ve come to clean”. Usually they call me Mrs [Smith], and I just say “Call me [Sarah]”, it’s much easier to use.” (Older person)

“We’re normally on first-name terms pretty soon. I always ask, “Is that okay? Do you mind if I call you Nora?” for instance, instead of “Mrs Robinson”, for instance. It’s never been refused, they just feel more comfortable, I think, and we do as well.” (Care worker) 

“I call them whatever they want me to call them.” (Care worker) 

“It’s very rare you call somebody Mr [Smith], you find you call them all by their first names.” (Care worker) 

I did not find anyone who said that they had had any problems relating to this issue. No older people reported being called by a name which they did not like by a home care worker. However, an important issue for one older person was the terminology used by the Council. She did not like the term “service user”: 

“I detest that term …you’re no longer a person, as such, you’re a service user using a service, which I do think is very sad. It makes you feel like you’re a non-person, it puts you in a slot, you’re a service user.”

This may be something to consider for future reference with regard to the wording used on Council documents. 

The importance of getting out of the house 

Getting out of the house was an important issue mentioned by several of the older people I interviewed, who had different arrangements for managing this: 

“They [care workers] have taken me to the town …they have done it in their own time, not on work time.”

“Interviewer: ‘Would you like that, do you think, if you had more trips to the coast or somewhere like that?’ 

Older person: ‘Yes.’”

“I have friends who come for me and take me out in my chair.” 

“And my daughter said “Don’t you ever venture out, mind,” and I says: “Well, I’ve got to, I can’t just sit in the house”.”

Respondents to the 2008 Newcastle Older Home Care Users survey also made comments about this, saying that: 

“I would sometimes like company in going to the pub.”

“[I would like to have] the possibility of an escort to go for walks or shops, and also hospital visits.”

This was also an issue that emerged during the 2008 Newcastle Hot Delivered Meals Service Users’ Health and Well-Being survey. In this survey people who used the hot delivered meals service were asked about their health, wellbeing, and quality of life. When asked about whether they had enough contact with others, 76% said that they did. However, sixteen people (out of a total of 118 people who took part) commented that they would particularly appreciate help in getting out of their houses, for example going on trips to the coast. One person commented: 

“I would love to be able to attend church activities and other events and places, but there is no one to take me. I need personal assistance as I use a wheelchair which cannot be propelled outdoors.” 

Making complaints about the service 

I asked the older people I interviewed if they had had any experiences where they were not satisfied with the service they had received from their home care workers. They described how they had dealt with them, or would deal with them if this happened, as follows:

“Well, there was one girl came in one day… I says “Could you make my bed.” “Oh,” she says “I’m not here to do everything”. And I picked the phone up and I asked to speak to the boss. And she says, “What’s the matter?” and I says, “The girl that came in was quite rude”. “Right,” she says, “I’ll deal with that”. She never came back, they never sent her back in to me …Now I wasn’t going to let her get away with talking to me like that, well, I’m paying for the service.” 

“I just have to pick up the phone if something’s been missed or something, I always get a very pleasant apology and “I’m so sorry, what can we do to put it right for you?”.”

“If I wasn’t happy, I would ring them up and tell them.”

“As I say, we are quite happy, mind, I would say if I wasn’t.”

“I said to her [a previous care worker], ‘You know, I see nobody, all day apart from youse that come in here, and it would be so nice to see a smile on your face”. She reported me, and her boss came to see us, and she was cheeky, and I said to her, “You sit in the office and you don’t know what your staff get up to… you always take your staff’s side, and you don’t listen to the customer’s side”. She says “Well, you’ll have to stop with [care agency]” and I says “You can keep [care agency]”. And then I got care at home [from another agency contracted by Newcastle City Council], and I can’t grumble. They’re [always] on time.”

As the quotes above show, some older people are confident about standing up for the standard of service they feel that they should be receiving, and of receiving a good response if they do make a complaint. I would qualify this, however, by commenting that because I used semi-structured interviews as my research method, it is probable that the people I spoke to were among the more confident and articulate home care users, as people who are not relatively confident and articulate are less likely to volunteer to be interviewed. Whether all home care users, particularly those are very ill or frail, would feel as confident making a complaint about poor service is something which I cannot claim with certainty based upon this research. 

In relation to this, it should be noted that, according to the 2007/8 Newcastle Older Home Care Users’ Survey, 73% of respondents said that they knew how to make a complaint and felt that they could do so if they wanted to. In 2006/7, this figure was 73% and in 2005/6 it was 74%. However, one in five said that they did not know how to make a complaint, so this may be an area requiring further attention. 

What would improve the home care service? 

I asked older people what they thought would improve the home care service. One person commented that better training for home care staff on administering medication and moving and handling would be a good idea:

“Because people can hurt their backs and things, apart from hurting the patient …and they are able to go and reach someone, and not say: “Gosh, I’ve no idea how I’m going to go on with this woman”, there should already be knowledge that they have.”

I should note at this point that Newcastle City Council’s Care at Home staff do receive regular training on moving and handling. It may be the case that this person was referring to care they had received from a private agency; unfortunately I was not able to clarify this at the time. 

When this question was asked in the 2007/8 Older Home Care Users survey, the most common themes emerging from respondents’ comments were “ensure the same person provides care on each visit”, “improve communications”, “give more time”, “adjust timing / spacing of care visits”, and “take the person receiving care out of the house”. In 2006/7, these themes were also important to home care users, although another theme was also important: “do more around the house [i.e. cleaning windows]”. In 2005/6, these themes were also important, and respondents also mentioned that more staff training would improve the service.

Another theme which emerged from respondents’ general comments to the Older Home Care Users survey to a greater extent than in my interviews was the issue of punctuality and care workers staying for their full allotted time. The older people I interviewed did not say that this was a major problem for them, although some of the care workers I interviewed did say, as described in more detail below, that sometimes they felt they were in a rush to get from one appointment to another. However, in each year, some  respondents to the Older Home Care Users surveys have said the following issues cause them problems: care workers not arriving punctually, not staying for the full allotted time period, and / or not doing all the tasks they are supposed to do. Typical comments from the 2008 survey included the folllowing: 

“I would wish [for] the carers to come at the time they are supposed to come and fulfil all their duties.”

“Carer is always late, should be here at 12 noon but arrives at 12.30.”

“[I wish they would] advise me of any late visit before too long… advise of any changes in carer and last-minute problems.”

With this exception, the issues raised by the Older Home Care Users surveys are similar to the issues my interviewees raised when we discussed their experiences of the care at home service. I will summarise my findings about these issues in the conclusion of this report. 

8. Care workers’ experiences of the home care service 

This section looks at issues relating to care workers’ working conditions, and their comments on how the home care service might be improved. It covers the following topics:

· Transport, timing, and safety issues 

· Gaps in between appointments

· Setting boundaries 

· Awareness of their clients’ needs for social contact

· Training

· What changes would make their working conditions more satisfactory?

Transport, timing, and safety issues 

Many of the care workers I interviewed mentioned that they sometimes encountered difficulties in getting between their appointments, particularly if they did not have a car. Comments included the following:

“[Discussing walking between appointments] …and in the summer, fair enough, but when it’s a dark night, you think, well, I’m putting myself in danger there, so you have to go the long way. But it does take you longer to walk around.”

“Sometimes you’re put in an area you don’t know, which can be difficult, because you don’t know where you’re going, and you don’t know the area, and you don’t know where the streets are.” 

“Interviewer: ‘Do you find sometimes during the day you’re rushing about trying to get from one place to another?’

Care worker: ‘Yes.’”

“I think when you’ve got a car, because you’ve got a car, they give you more jobs.” 

As mentioned above, safety concerns were a part of the transport issues we discussed. When asked to discuss these in more detail, care workers described the following scenarios: 

“I’ve felt a little bit vulnerable at times. For instance, if you’re on a bus and there’s drunks, groups of children, teenagers, drinking, throwing bottles, that’s happened.” 

 “I’m not particularly frightened at night, not til it gets to about seven-thirty because everything quietens down then. From quarter past four you’ve got the children coming home from school, people coming home from work, there’s always loads and loads of people around anyway, but once it gets to about seven, everything seems to quieten down, and there’s not many people walking around.”

“Yes [safety is an issue], especially when they’re out until ten o’clock at night, you know. Not so bad now, but a few years ago… because Jesmond is such a terrible place to park, I couldn’t park outside, so you had to park around and one night I parked my car because then I didn’t finish until eleven o’clock. I was just walking up the street as I would normally do into the house, and this car pulled up and two lads jumped out. A man came round the corner, and I swear if that man hadn’t come they would have grabbed hold of us.”

They also said that the Care at Home management had tried to resolve this by ensuring that care workers worked in pairs when working at night and during the winter months when afternoons and evenings are dark: 

“At night they try to make sure there’s two of you there.”

Care workers’ safety concerns did not appear to be so severe that they were a deterrent to doing care work, but this is an issue that will continue to need attention in the interests of health and safety. 

Gaps in between appointments

Another issue mentioned was what care workers do when they are in between appointments. If there is a small gap, it is often not worth their going home. They sometimes go to Resource Centres to wait for their next appointment, but this is not always possible or desirable: 

“After nine o’clock, we tend not to go to resource centres because the resource centres are doing their night shift handover and they don’t want Care at Home [staff] knocking on the door.”

Whether it is possible to take any further action on this issue is something which may need to be considered. 

Setting boundaries 

I asked care workers if they had encountered abuse or mistreatment from clients. All of them had had at least one experience of this, as these comments show:  

“You’ve got to give them a line that they can’t cross, same as you’ve got a line that you can’t cross.” 

“You’ve got to be able to stand up for yourself as well. You’ve got to say, “That’s enough”.” 

“We had this one man, and he hit me twice. I don’t mean like hit, just [taps herself hard on the arm], but I mean we wouldn’t be allowed to do that with them, and you know, you’ve just got to stand up and say “You can’t do it”.”. 

“Oh yes, you get swore at, you get hit with sticks.” 

“Yeah, I’ve been told to eff off.” 

“As soon as he [a verbally abusive client] starts [being abusive], I just stop and go out of the door and say “Oh, I’m not doing this”.” 

As these comments show, the care workers I interviewed had developed their own strategies for dealing with this situation. I did not ask them whether they had training on dealing with it, but it may be appropriate to consider this in the context of training around dignity. As discussed earlier, dignity involves reciprocity, and the dignity of care workers is important, as well as the dignity of older people. 

Awareness of their clients’ needs for social contact 

I learned in the course of my interviews that care workers are often very aware that their clients might prefer them to stay for longer. However, this is not always possible given the number of people they need to visit in the course of a typical working day, as the comments on the next page show: 

“I can’t just sort of go in and sit and have tea.”

“And that’s very difficult because we haven’t got time to cook them a meal from scratch, so the majority of meals they have are cold-chill or Mark and Spencer’s, or Waitrose..”

“Sometimes it can be a bit of a rush.”

They are aware that they may be the only person their client sees all day: 

“Sometimes they would prefer you to just sit and talk and do nothing, just because sometimes, you’re the only person they see that day.”

“They don’t realise that it’s trained into us to do the task that you’re there for [as specified in] the care plan, and don’t hang around. A lot of older people think that you can do all your tasks, but then you have to sit and chat.”

One care worker said that being able to spend more time with their clients would make life better for both the Care at Home staff and older people who receive care: 

“Interviewer: ‘If you think of just one thing that would make it [the Care at Home service] better for the older people, what do you think it might be?’ 

Care worker: ‘More time. More staff.’ 

Interviewer: ‘Do you think it would be the same if you were trying to make things better for the people who work providing care?’

Care worker: ‘It would make things a lot easier for them and for us.’”

One can see that this is the other side of the issue raised by older people, discussed earlier, about care workers no longer having time for personal discussions with them. Whether there is a practical way of resolving this issue given the limits on the resources available with which to provide care will continue to be an important question. 

Training 

When I asked care workers whether they had had any training about dignity in care, their replies were varied: 

“We’ve to do a protection of vulnerable adults course, and they do touch on that.”

“I’ve never been trained about anything about dignity.” 

“…Dignity and respect, I think it’s actually just things that you would sort of pick up on.”

“[On the] Vulnerable Adults [course], I think they talked about that then.”

Generally speaking, care workers’ comments about their training were positive. They viewed the training provided by Care at Home as being very good: 

“I think Social Services are good with their training, always in line with legislation and so on. We have moving and handling training annually. We’re police-checked.” 

“Interviewer: ‘Do you feel that they try and take care of you – if there’s new legislation [coming out] they try to make sure you’re up to date?’

Care worker: ‘Oh yes, definitely.’”

“I’ve had moving and handling courses, we do them every year. I’ve been on hygiene courses, and how to get yourself out of serious situations.” 

“We’re lucky really, because Social Services do show you everything, if any new equipment comes in, and we do a moving and handling [course] every year.” 

However, one person felt that more training was needed:

“We have asked for courses. We’ve done the basic ones, which is your moving and handling, your food hygiene,  but anything else… I’ve done my NVQ two years ago, but anything else is just the compulsory training that you’ve got to do. We did have a meeting, and asked for more Multiple Sclerosis Awareness training, because more of our clients now have MS, and what we know of MS is what we’ve done wor own research on, because when I started working, I didn’t know much about MS at all.”

It therefore appears that care workers are generally satisfied with their training. However, given what care workers told me above, it may now be appropriate to look at the possibility of providing training specifically about dignity and care provision, and also perhaps about specific health conditions, such as MS. 

What changes would make their working conditions more satisfactory? 

When asked about what changes to their working conditions would make their working conditions more satisfactory, some care workers said that they would like to have more time to spend with their clients and to be able to do a wider variety of tasks:

“If we were able to do some housework, and shopping tasks, that would be good. I have the time at the moment, [although] that might change. So long as there was a risk assessment done.”

Others were aware that some of their clients would benefit from having other services provided, such as housework, laundry and footcare:

“It’s mostly housework, that’s the biggest problem. Laundry. There used to be a pick-up service… we used to bag it all up and they used to come and take it to be washed, then bring it back.”

“You do get people asking you to do things that we’re not able to do, or that you haven’t got the time to do, or that we’d get in trouble for doing …cutting their toenails, and stuff like that, which we’re just not allowed to do, we’re not qualified. There was talk about starting courses about doing that …I would be interested in doing that.”

However, one person was not keen on the idea of providing footcare to her clients: 

“Interviewer: ‘You don’t want to [provide footcare]’?

Care worker: ‘Not their feet, no.’”

Related to this, one person told me that some care workers assist their clients in finding people who will provide services such as decorating, which they themselves are not able to perform: 

“We’re mines of useless information, us carers. We usually know someone that will decorate.“

This suggest that, if possible, it might be worthwhile reviewing how older people receiving care can find out about how to access services that the Council itself does not provide. 

The next section of this report is more descriptive, summarising what my interviewees told me about what it is like to be an older person receiving home care, or a home care worker. 

9. What it is like to be an older person receiving home care?

In this section I consider what my older interviewees told me about what it was like for them as older people needing care: how they coped with their situations, what they enjoyed doing, and how they developed strategies for meeting their needs. The following issues were discussed in detail: 

· Keeping a positive attitude 

· Other services used 

· Accommodation and safety 

· Assistance from family, friends and neighbours 

· Social contact

· Older people and networking 

· Relationships with care workers from different ethnic and religious backgrounds 

Keeping a positive attitude

One point which a couple of my interviewees made was the importance of keeping a positive attitude:

“I try and keep jolly, and to not let it get us down” [“it” here refers to the health problems she was experiencing, which required regular medication and visits to hospital].”

“You can get a joke out of it, out of the silliest situations, because otherwise, if you didn’t laugh, you’d cry. …It’s a way of coping, but you think to yourself: “I never dreamt I would be in a situation where I’m as helpless as a baby” [chuckles].”

Both of the people interviewed here were extremely cheerful and pleasant, although a comment made by one of them suggests that this is an attitude which they have adopted partly out of necessity, in the interests of maintaining social contact with others and building good relationships with people whom they may not have met before, but upon whom they are dependent for having their needs met:

“Nobody wants to know you when you cry, but when you laugh… Life has taught me that there’s not a great deal of fun in the world, so in every situation you make your own joy. So, even something as personal as personal care, you make it easy or hard. When someone’s coming in and you don’t know who they are, and you’ve got a smile, it makes a difference.”

Several older people emphasised that they tried to treat their care workers with dignity, empathy, and respect: 

“If you respect your carers, they’ll respect you. I mean, some people say to me, “You just pay them”. “Yes,” I says, “I know I pay them, but they want as much respect from us as we do from them” …I wouldn’t like their job sometimes, some of the houses they go in.”

“Because some people would rather pick up the phone, complain to the office. Now you’ve got an angry girl coming in, someone that thought to herself: “Well, you could have said to me”, whereas when we’ve discussed it together, she’s found that it hasn’t been right and she’s put it right. And that’s better by far.”

“I treat them with respect, and they treat me with respect.”

These quotes indicate some of the depth and complexity of the older person–care worker relationship. It is clear that, as mentioned earlier, at least some older people who receive home care have very close personal relationships with their care workers, to the extent that they are regarded as friends or even as being like family.  

Another attitude which I noticed among some of the people I interviewed was that many of them defined themselves as being more fortunate than other older people they knew who were in poorer health and / or did not have friends or family living nearby or visiting regularly:

“So I look very lucky to a lot of people, some have nobody at all …I’m having a birthday party and the landing’s all coming.”

“[Talking about the importance of having the same person regularly providing care] I’m not old, I never admit to being old, but I’m talking about ladies in their nineties, you know, we have quite a number of them in the house, regarding that, and they need continuity, they don’t need different people in all of the time, because they become confused.”

Thus many older people deal with the difficulties that can be caused by their health problems by maintaining a positive attitude and good relationships with others. This sometimes takes a considerable effort. As the person quoted above says, it is “a way of coping”.

Other services used 

All the older people described other services they used, apart from home care and unpaid care from family members and / or friends, to assist them with daily living. Among those mentioned were the following: 

· Resource Centres such as Harehills Resource Centre in Newcastle,

· Assistance from staff in their sheltered accommodation, such as wardens and caretakers,

· Meals at home (hot delivered meals),

· Telecare equipment such as alarms,

· Home equipment such as walking frames, blanket cradles, backrests, commodes and specially adapted beds, 

· Library services – one person mentioned being brought talking books,

· Weekly meals being provided by organisations such as Age Concern,

· Taxi services – two older people described how they needed a special taxi to get to social events and medical appointments,

· Residents’ associations for people living in sheltered accommodation – one person mentioned that they attended a weekly bingo night, trips to the coast and Christmas parties organised for people who lived in their sheltered accommodation. 

As one of my interviewees commented: “Your comfort comes from so many different places.” This is something that one must bear in mind when evaluating older people’s views on the home care service. Home care is often part of a jigsaw of care and services helping to meet their needs, and identifying which services meet which needs, whether they have unmet needs and whether needs are being met by the service best suited to do so must form part of this process of evaluation. 

Accommodation and safety 

Issues around accommodation were raised in some of the interviews. Four of my interviewees lived in sheltered accommodation, and one lived in a private home. One issue that came up was safety: two older people described how they used the technology in their accommodation to monitor visitors and control who came in and out of their home: 

[The interviewee was looking at her television screen, which was showing someone at the front door of the building] “I don’t know you, go away [laughs]. That’s the only place you can see who goes in.”

“So, I thought, well, you’re not answering, so I’m not opening the door because we’ve got the phone there to open the door …Well, I rang Care at Home [and] she says ‘Oh well, you’re right, because anybody could get hold of one of those uniforms’, and you’ve got to remember, we’re all vulnerable in here, and she says ‘Ee, I wish there was a lot more like you, Mrs [Jones].’”

Another aspect of living in sheltered accommodation was that it provided more opportunities for social contact with other older people in similar situations. As mentioned earlier, one person described to me how she was looking forward to her birthday party, saying that “the landing’s all coming”. Another person had a friend in another flat in her sheltered accommodation block whom she visited regularly.  

Assistance from family, friends and neighbours 

Most of the older people I interviewed talked about their relationships with their family and friends in detail. One person was cared for by their niece, another by their daughter. As well as providing essential social contact and companionship, family members and friends also did tasks such as large loads of washing and housework, shopping, taking the older person on trips out of the house, and managing finances (i.e. paying bills), which home care workers either did not have time to do or are not allowed to do. Assistance with finances was much appreciated; as one person commented: 

“I’ve got no money worries… it’s a weight off my mind.”

Social contact
The importance of social contact, relationships and companionship was a theme that ran through my interviews with older people. As described earlier, most of the older people I interviewed valued having good relationships with their care workers, and this is partly because care workers may be the only people a older person with physical disabilities sees on a daily basis during the week. As one person commented:

“When you come to this [meaning her general state of health, including mobility problems] you’re on your own, 22 hours out of 24. This is where your other people come in.” 

Visits from family members and outings and meals organised by organisations such as Age Concern and residents’ associations also formed part of this. Religious organisations such as churches also provided opportunities for social contact with other people. This was very important for one person, who did not have family living nearby, and who regularly attended services and a luncheon club at her local church. When asked about this in the 2008 Newcastle Older Home Care Users survey, 78% of respondents agreed that they had as much contact with other people as they wanted. In 2006/7, this figure was 84%, and in 2005/6 it was 91%. 

Older people and networking 

One aspect of being an older person receiving care which I had not necessarily expected to find was the extent to which they “networked” to gather information about services, both with other older people in the same situation and with professionals. One person commented:

“But I don’t think everyone gets as good care as I do. I don’t think so, from what I’ve heard at different times, I’ve heard whispers.”

This person also asked me if I knew of any upcoming changes to the services being provided. This may perhaps be something for care providers to bear in mind. One person’s experiences of receiving care – whether good or bad – may have a wider impact on other people’s perceptions of care services when they are discussed with other people living in their shared accommodation block, or whom they meet for a weekly lunch. 

Relationships with care workers from different ethnic and religious backgrounds 

I discussed the situation of having a care worker from a different ethnic background with both older people and care workers. One older person described a friendship she had formed with a care worker from a different ethnic background: 

“I had a chap here, he was coloured, black, and he came in, and I said, “Come in”, and he was from Care UK [a private sector care agency]... And he says “Well, I’ve just been to a house and they said, “We don’t want effing black people here”. “Oh”, I said, “nobody would do that”, and he said “You would be surprised”. And him and I got on, and he’s coming to my birthday party.”

Some of the care workers I interviewed had provided care to people from different religious and ethnic backgrounds, others had not. They made the following comments (over the page):

“Their religion and everything are different, their beliefs, just the way they like things done …they’re all entitled to everything, but every individual is different, you have to remember that.” 

“It’s just like caring for any older person.”

“We’ve helped out before where we’ve picked the women up to take them to their day centre. Well, the majority of them don’t speak English, and of course we don’t speak their language, but you have to try and get across who we are, what we’ve come for. And they’ve laughed, and we’ve had some good laughs, and we end up just putting people in the cars to take them [to the day centre] …That’s the only thing that I’ve ever done, by helping them with the day centres.”

“I wouldn’t mind doing it, but we just never have [been asked to care for people from a BME background].” 

“It’s always been white people I’ve cared for. Never been asked to go to anybody from a different nationality.”

None of the people whom I interviewed reported having encountered any problems due to having care workers from a different ethnic background, or providing care to someone from a different ethnic group. It should, however, be borne in mind that I did not interview either older people or care workers from a black or minority ethnic background, so their perspective is missing from these findings. With regard to the last two comments, I would note that the vast majority – around 98% – of older people receiving care at home in Newcastle are from a White British background, so it is presumably not unknown for care workers in the area to go through their working lives without being asked to care for someone from a BME background.  

10. What is it like to be a home care worker?

In this section I consider what care workers told me about what it was like for them to do their jobs: how they coped with their situations, what they enjoyed doing, and how they developed strategies for meeting their needs. The following issues were discussed in detail: 

· Getting attached to the people they care for 

· The emotional impact of being a care worker 

· Dealing with the unpredictable

· What makes a good care worker?

· Gender issues

· Changes in the home care service over time

· Views on private sector agencies 

· Care workers’ comments on how care is funded 

Getting attached to the people they care for 

Corresponding to the close older person-care worker relationships described above by some of the older people I interviewed are the remarks of some of the care workers I interviewed about how they became attached to some of their long-term clients (over the page): 

“I had a lady died a year ago and I had been going to her for 13 years. I know it sounds silly, but they become part of your life.” 

“Care worker: ‘She was used to us going in every day, four times a day. She got attached to us, and we got attached to her.’ 

Interviewer: ‘Some of the older people I’ve interviewed, they say that their carers are like their friends or their family.’ 

Care worker: ‘Yes.’” 

 “You do become quite friendly with them. It’s just normal, I think, just natural. I mean, you see them every day …I go to a lot of them four times a day, mornings, dinnertimes, two times in a night-time. I’m in their house more than I am in my own.” 

However, care workers also tried not to let their personal feelings interfere with their professionalism if they did not form a close relationship with a person they were providing care to: 

“Some people you just take to, and they take to you. I’ve had people you don’t take to, but you give them the same care as someone that you really like.”

This echoes the findings of earlier research, described above on p. 8, about the “invisible labour” care workers do in building and maintaining relationships with the people they care for. This can be quite emotionally draining, as is described in more detail in the section below.

The emotional impact of being a care worker 

All the care workers I interviewed described how one of the more difficult parts of their job was accepting that some of their clients, whom they might see over a long period of time and form a personal relationship with, would die due to old age or illness. Comments on this included: 

“Care worker: ‘Yes, I’ve found somebody dead before.’” 

Interviewer: ‘It must be quite tough sometimes, if you get to know them over a few years.’ 

Care worker: ‘Oh yes, definitely.’” 

“I know it sounds heartless, but I’ve stopped going to funerals because I felt like a professional mourner.”

“It seems awful, but we lose one, we’ve done everything we can, and then we have to move on to somebody else.” 

“That’s the tough part of the job.”

“You do harden, compared to when I first started. I think when I first started I got maybe too involved, but I was obviously naïve, and new to the job. I’ve been doing it for ten years now, I’ve seen it all I suppose.”

Again, this illustrates the “invisible labour” aspect of being a care worker, and how it is a job which clearly requires a considerable amount of mental strength and resilience. The continual tension between being genuinely concerned for a person’s wellbeing, and the need to set limitations on that concern in the interests of protecting one’s own emotional wellbeing – as illustrated in the quote above about feeling like a “professional mourner” – is not always easy to see, but it is clearly a major part of what is required to be an effective care worker. 

Dealing with the unpredictable 

One aspect of being a care worker which all the people I interviewed described was the unpredictability of their daily work. This was partly due to the fact that for workers on the mainstream team, they could be asked to cover for other people at short notice; one worker commented that: “The phone could ring at any time”. It was also due to the fact that their clients’ needs could vary on different days; one worker said that: “Some mornings the ladies [her clients] all want breakfast, some mornings they’ve already had it.” 

Another aspect of this was that there was always the possibility that they might have to cope with an emergency situation, such as finding someone seriously injured or ill. All the care workers I spoke to mentioned the scenario of finding someone injured or unconscious on the floor: 

 “I’ve been at work until one o’clock in the morning with people …I couldn’t honestly leave somebody who’s got MS, who couldn’t open the door to anybody, I couldn’t honestly walk out and leave anybody in that position, so that’s something that you have to think about.” 

 “With this, every day is different. You don’t know what you’re going to be faced with every day.”  

“We’re not supposed to start til six o’clock on a night-time, but we had a phone call yesterday, to say that wor youngest one [client] wasn’t very well, could we go in? And so we went out at half past four to put her to bed. We finished at half nine, nine o’clock, but we’re still out, when you come in at half past two and we’re back out at half past four. It’s a long day. But it’s all right, because it’s swings and roundabouts, like I say, sometimes you get finished earlier.”

“Many times we’ve gone in and you know somebody’s really ill, and you ring the doctor, and the doctor says: “Well, what’s wrong with her?” [You say] “She’s just really poorly”, and you know. When you see somebody every day, you know there’s something not right.” 

This led us to discuss the topic of what makes a good care worker. 

What makes a good care worker? 

I asked care workers to describe what qualities a good care worker needed. Their answers were as follows: 

“Interviewer: ‘It’s not an easy job by any means, is it?’ 

Care worker: ‘No. And I don’t think anyone can do it. I know for a fact I couldn’t have done it when I was twenty.’”

“Interviewer: ‘What sort of things do you think do make a good care worker?’ 

Care worker: ‘To be honest, reliable and trustworthy, to have a sense of humour, to be quite a strong person.’”

“You’ve got to be able to read people in this job, and you get pretty good at it.” 

“You’ve got to like old people. I like old people.” 

“You’ve got to be interested, and if you are interested in elderly people, they know you are. They know you’re not just there for the money.”

“A lot of people have started [working providing care], and they don’t last very long, they can’t take it.” 

I find the comments made here by care workers interesting because they focus upon “intangible” qualities such as honesty, empathy, good judgement and the ability to build relationships (“you’ve got to like old people”). As discussed earlier, there is a strong emotional component to the work done by care workers, and I find it interesting that none of them mentioned, for example, being physically fit, or liking doing tasks such as bathing or dressing people, but instead focussed upon the personality traits necessary for their job. 

Gender issues 

I asked care workers what experiences they had had when caring for clients of the opposite sex. Some of them said that their older female clients were sometimes less willing to accept help in their home than older men, because it meant giving up some of the traditional housekeeping role that they had performed throughout their lives, whereas men were sometimes more willing to accept home care: 

“You’ve got to remember you’re going into someone else’s home, and up to a degree, they tell you what they want. Because it’s another woman coming into your kitchen, you know?”

“With a man, I don’t know if it’s because they’ve always been looked after by a woman, they seem to accept it easier, that you’ll cook them a meal, and that you’ll wash them and stuff like that, they just seem to accept it.”

 “On our rota, we used to have a male we worked with, but the women didn’t mind, because they were always asked. We have had people where they’ve refused, which is fine, I don’t know whether personally I would like to be done [cared for] by a male. But I wouldn’t know that situation until I came into it.” 

“One of the ladies who we do personal care for wouldn’t like male carers going in. Which is understandable, because you know, we shower her and do a lot of personal care, undress and dress her. …I think I would feel the same if I was ever in her position.” 

“There’s very few males are happy with a male [care worker]. They prefer a female.” 

I did not receive any comments about this topic from the older people I interviewed. Two comments about this from the most recent Older Home Care Users survey were: 

“I prefer not to have male care workers at morning call.”

“I am not at ease with male carers, so I requested that no male carers should be allocated to me.”

It is interesting to note from these comments that the focus tends to be on whether home care users want to have male care workers. The implication seems to be that many older women and men prefer female care workers. However, I did not interview any male care workers or older men who receive home care due to time constraints, and this is an area which would benefit from further research. 

Changes in the home care service over time

Several of the longer-serving care workers described changes they had noticed occurring during their careers, both in the nature of the care they were providing and the type of people they were providing care to. The two trends identified were a) a trend away from providing help in the home towards providing personal care, and b) that older people are living for longer. Their comments are on the next page.

“There are a lot of older people who are living a lot longer, and not all [of them] necessarily want care, because they’re determined that they’re going to try and do as much as they can for themselves.”

“I’ve had some people who’ve agreed to a package and then once the care workers came out to them, they’ve decided, “Oh well, this isn’t really for me, I don’t really need you for what you can offer”. Most of the reason is because they want domestic cleaning and we don’t really do that.”

 “When I first started, it wasn’t like Care at Home, we were actually home helps, which is completely different to what it is now ...We really only had personal care if you went in and your service user was not well that particular day.”

“They’re old people looking after old people [discussing care being provided to older people by their partners and retired children].” 

“Now, you live forever, and medical care, things like [better] food and hygiene, people don’t die of TB and things like that any more, not even cancer, well up to a certain degree, because most of it can be treated.” 

“I think there’s a lot of people now living a lot longer. We’ve got a lady [living] at the back of us, she’s 94, she goes and does all her own shopping.”

Older people who had been using home care for some time had also noticed changes in the service, for example: 

“I have seen many changes in the way it works, because of course when it first began it was not at all professional care and things like that.”

She went on to comment that when she began to receive home care, personal care was provided by junior nurses, not home care workers (who tended to do more housework), but that this had changed over the years. 

Views on private sector agencies

Most of the care workers I interviewed believed that staff working for Care at Home received better training than staff in the private sector. Comments included:

“I think Social Services do look after the staff.” 

“The terms and conditions are better, the salary’s better, [In] the private sector, you’re talking minimum wage.” 

“They’re pretty good, the Council, with training. They do a lot more training than some of the private sector.” 

“With the private sector you don’t always know how much training people have had.” 

These comments suggest that Care at Home staff may view Care at Home as a better employer to work for than the private sector, with the proviso that, as described earlier, there are some aspects of their working conditions which they feel could be improved. They also indicate the extent to which the care workers I interviewed viewed their work as being a skilled job, requiring dedication and specialist training. These comments, and the views people expressed on being asked what makes a good care worker (see above, p.42) gave me the impression that for all my interviewees, working providing home care was very much a deliberate career choice, their chosen profession, not simply something they were doing to “fill in time” or “pay the bills”. 

Care workers’ comments on how care is funded

Care workers made the following comments about the current system of funding home care and its effects on their working conditions: 

“You do hear gripes [from clients] about paying for it, and me, green as I was when I started, I thought everyone got it for free.” 

“You’ve got twenty minutes to do that job, and you can’t go over the twenty minutes. And it’s become more difficult, everyone has to pay, because they’re charged for every minute that you’re there.” 

“And at one time, if you had free time, you used to phone up the office and say, “Well, I’ve got an hour’s free time”. Now, I’ve got an hour’s free time, and I go and sit in Harehills [Resource Centre].” 

“That’s the way a lot of the carers feel, it’s all about money.” 

“I think a lot of people now just take it [for granted] that they have to pay for care.”

This can sometimes increase stress for care workers:

“Interviewer: ‘It must be quite emotionally draining, if you’ve got to see somebody, and you know they maybe need more help that they’re getting, but there’s only so much time you’ve got to give them, does that happen?’ 

Care worker: ‘That’s very frustrating, yes. I don’t think there’s enough money spent. 

Girls go off with stress, and the simple reason is that they just can’t do the job that they want to do.’” 

The following section of this report presents my conclusions on the implications of my findings for the provision of home care in Newcastle, and for care workers’ training. 

11. Conclusions

By doing this research, I have begun to explore how dignity is preserved when the site where care is received is the older person’s own home. Earlier research has identified issues such as the importance of the home setting to maintaining the older person’s identity, the difficulties faced by home care workers who struggle to balance the need to maintain their personal relationships with clients with the limited time they have to spend with them, and that dignity is reciprocal, involving mutual respect. 

By exploring these ideas in interviews, it is possible to understand, for example, that someone’s dignity can be respected through an action as apparently simple as remembering to ask someone before putting a load of washing in the machine, and that considerable “invisible labour” on the part of the care worker goes into this; not slipping into a mechanical routine, respecting that you are in someone’s house, and respecting their right to decide what happens in it. 

This concluding chapter draws out the implications of my findings for the following topics: 

· Definitions of dignity 

· The Care at Home service 

· Training for care workers 

Definitions of dignity

Both the older people and the care workers whom I interviewed broadly agree with notions of ‘dignity as empathy’ and ‘dignity as autonomy’ (although they do not phrase it in that way themselves). This is a positive finding from the point of view of whether policy papers such as the SCIE Practice Guide 9 and the Putting People First ministerial concordat are using concepts of dignity which concur with what people who give and receive care understand it to mean. As noted earlier on p.12, the SCIE Practice Guide, ‘Dignity in Care: Adult Services Practice Guide 9’, defines dignity as: 

“A state, quality or manner worthy of esteem or respect; and (by extension), self-respect. Dignity in care, therefore, means the kind of care, in any setting, which supports and promotes, and does not undermine, a person’s self-respect regardless of any difference.” 
I would suggest that it would be worthwhile for Members and officers at Newcastle City Council to consider whether this might be employed as a working definition of dignity where one is required, as it is broad enough to cover the various situations in which care is required. It might also be advisable to accompany this with explanatory text about how this works in practice, for example: 

“This means, among other things, supporting people with the same respect that you would want to be shown to a member of your own family, and always aiming to consider their point of view and respect their right to make choices about their lives.”

This text could be based upon the wording shown in the dignity challenges. Though all 10 challenges are relevant in the context of providing home care, I would suggest, based on my findings, that challenges 2-4 are especially salient because they emphasise the importance of empathy and autonomy: 

2. Support people with the same respect you would want for yourself or a member of your family. 

3. Treat each person as an individual by offering a personalised service. 

4. Enable people to maintain the maximum possible level of independence, choice and control. 

As shown in my interview findings, these were very important to maintaining the dignity of older people who receive home care. 

The Care at Home service 

As became apparent to me when I analysed my findings about what people thought about how the care at home service could be improved, the dominant theme when this question is asked is that both older people and care workers would like it if care workers could spend longer with their clients, both to enable them to complete a wider variety of tasks, and to spend time talking to their clients and building a good relationship with them. This is followed closely in order of importance by ensuring that older people receive care from several known and trusted care workers, with whom they have been able to build a good relationship and who are aware of their particular requirements. 

At present, both older home care users and care workers are very aware of the limitations on what mainstream care workers are able to do and the amount of time they have available with each person. As noted earlier, one approach some of the care workers I talked to have adopted towards this situation is to set clear boundaries, preferring to stick to the tasks listed in their clients’ Care Plans unless they are faced with an emergency situation, such as someone not having basic groceries in their home, or being seriously ill and needing company whilst awaiting medical attention. This means that they are not generally able to “personalise” the care they provide to their clients by adapting to their clients’ needs at the time of their visits. 

This sense of pressure on care workers’ time is not a new finding, as it has also emerged in previous research, such as the Newcastle Older Home Care Users survey, and in the 2006 CSCI “Time to Care” report. As several of my interviewees also acknowledged, this is likely to be an ongoing challenge faced by those whose responsibility it is to provide home care to older people using the resources available. The length of care workers’ visits will necessarily be affected by factors such as the number of people needing care, and the resources available with which to provide care hours. 

Can this situation be resolved without a considerable increase in the resources available with which to provide care? I would suggest that a possible way forward would be to aim to identify the major needs of older people, both emotional and physical, and then to consider which needs home care is, and is not, aiming to meet. For example, many of my interviewees stressed the importance in terms of providing social contact of care workers’ visits to older people who might not see another person all day. Would this need perhaps be better met, not by longer visits from care workers, by the provision of befriending services, as recommended by the Joseph Rowntree Foundation’s “Older People’s Inquiry”? Indeed, some of the care workers I interviewed said that their working conditions and their clients’ quality of life would be improved if other services, such as laundry and gardening, could be made available to their clients. 

This relates to another important topic, that of providing information in a suitable format to people about the services available to them. As the findings from my research and the Newcastle Older Home Care Users surveys show, awareness of options such as Direct Payments is relatively low among older people. This may require careful consideration about the role of care workers in terms of providing information to older people. 

Of course, as described above, care workers do need to spend time with their clients to build up relationships with them and get to know their special needs. As one of my interviewees mentioned, her regular care workers were able to provide better care to her because they had learnt how best to provide personal care (i.e. making up her bed) in a way which did not cause her pain or discomfort. This need obviously cannot be met by other services. 

To conclude, it appears that achieving the personalisation agenda’s goal of giving people “maximum choice, control and power over their support services” means that services for older people in future will have to pay due attention to their “intangible” needs, such as company and meaningful (and mutually dignified) relationships. It thus seems likely that home care will continue to be vitally important, but that it must be seen as one piece of a “jigsaw” of care services, each meeting a different need for each person. However, good relationships between older people and care workers will continue to be important, and, as much as possible, care provision needs to allow sufficient time for these to develop. 

Training for care workers

One finding which I consider particularly significant with regard to training for care workers is that, based upon my interviewees’ responses, they tend to think about dignity in terms of its practical implications, such as whether an older person is properly covered when bathing. In contrast, as a researcher, I tended to think of it as an abstract concept. I would suggest therefore that, to be effective, future training on dignity for care workers needs to reflect the extent to which, as they themselves see it, providing dignified care involves an ongoing process of fine judgements in response to existing situations, not the application of rigid rules. 

As described earlier, many care workers are already practising “dignity as empathy” and respect for autonomy (though they may not use these terms themselves). I would argue that training for care workers about dignity must acknowledge and build upon their existing good practice. It should also acknowledge the value which they place upon good judgement as a quality which marks a good care worker. This is essential to their successfully performing their jobs, as they must be prepared to respond immediately and appropriately to an unexpected situation. Several described having to handle situations in which they found a client to be severely ill or injured or, conversely, having to deal with abuse from some clients or their relatives. 

Many care workers therefore see good judgement as fundamental to care work – one care worker commented: 

“You can train as much as you like, but if you haven’t got the nous, there’s not much you can do.” 

I would therefore conclude that any future training for care workers about dignity will be most effective if it builds upon this existing level of knowledge and works with the practical, task-orientated approach which many care workers adopt to their work. Perhaps one way of doing this would be to have training sessions looking at the ten Dignity Challenges (see appendix 4), in which care workers could discuss situations in which they thought one of the Challenges might apply, and how they would use their judgement to handle them. 

For example, a training session on challenge no. 9, “Assist people to maintain confidence and a positive self-esteem” could begin by looking at situations around bathing and dressing, and could then be broadened out into looking at other, non- personal care-related situations in which this might apply. An example of this was provided to me by a care worker who described how her team tried to encourage their clients to use their walking aids to keep mobile and to clean their own teeth, with the aim of “letting them have their own dignity of what they can actually do”. In this way, care workers could share good practice as well as being able to explore the broader implications of what dignity means and how their work affects it. Generally speaking, care workers agreed that training was highly important, and were positive about the training they had received from the Newcastle Care at Home service, saying that they felt their training was good and that it helped them to provide a good service to their clients. 

In conclusion, I believe the findings outlined above represent a a useful contribution to a topic I consider to be very important. With the advent of the ‘personalisation’ agenda, and the move towards supporting people to live in their homes for as long as possible, I believe that what I have found out about both older people and care workers’ attitudes towards dignity as empathy and as autonomy has the potential to be useful when considering how care services can be provided in a way which maintains and enhances older people’s dignity. 

It is, however, beyond the scope of my research to speculate upon whether the resources available with which to provide care at home will enable services to be modified to the extent that older people, care workers, and policy-makers in this field might consider ideal. Policy-makers at all levels will no doubt continue to wrestle with these and other related issues in the foreseeable future, but it is my hope that, through discovering more about the perspectives of people giving and receiving home care, it may be possible to better understand the implications of such decisions for older people’s – and their care workers’ – health, well-being, and dignity. 
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Appendix 1 – What this project does and does not cover   

My research did not directly look at the experiences of any of the following groups: 

· older men receiving home care, 

· male care workers, 

· older people and care workers from a BME background, 

· older people receiving care from private sector agencies, 

· older people with: 

· severe sensory impairments, 

· learning disabilities, 

· mental health problems, 

· dementia, or Alzheimer’s Disease. 

This is not to say that my findings are not relevant to the some of the needs of these groups. However, I would expect that there are aspects of their experiences which more information is needed about in order to promote dignified care at home for these groups, which I have not been able to explore. This needs to be borne in mind; I would suggest that further research on these topics would be helpful if resources are available to do this. 

I also did not research the topic of dignity and residential care, or dignity and nutrition, although I am able to provide details of literature on these topics which I came across during my project if this is required. 

I also did not ask questions about the area of home care, dignity, and reporting abuse. This is not because I do not consider this to be a significant area for research, but because I considered that it is such a sensitive topic that, as with researching the needs of older people with dementia, if it is to be researched, it should be the main focus of the research project. I was also concerned that, given that I only met each of my interviewees once for a short period of time and thus did not have time to build a personal relationship with them, if issues of abuse were raised during an interview with myself – a relative stranger – this could be very distressing and potentially harmful for the person involved. 

Appendix 2 – Interview Schedule for Older People Receiving Care at Home  

Introduction

· Introducing myself: 

· “Hello. My name’s Louise Reeve, and you are <give name>. 

· Thank you very much for agreeing to talk to me like this. 

· I’d like to start by just quickly going over what I want to talk about, and what I’m going to do with what I find out from having these discussions with people. 

· I’ll then go on to ask you some questions about the home care you get from Newcastle City Council. There are no right or wrong answers to the questions, I’m just interested to hear about what you have experienced and what you think. 

· If you want to ask me questions about this discussion at any time, please do ask and I’ll do my best to answer! 

· Goal: “I want to find out about what older people getting home care think about the home care they receive, about how they are treated by their care workers and whether they feel that they are respected. I’m doing this by asking older people who get home care, and workers who care for people in their homes, questions about what they think about the service.” 

· Why: “I’m doing this because I want to find out more about how the way home care is provided to older people in Newcastle makes people feel. I hope that I can find out more about how people want to be treated, and what they think about how we might be able to improve home care. Hopefully, this could then be used to help make home care services better.”  

· Who am I? “I do work for the Council, but not for Social Services. I’m a part-time student at Newcastle University studying for a Masters degree, and I’m doing this as part of my work towards my degree.” 

· Ethics: “There are a couple of things I need to tell you before we start talking, and I’d like to ask you to sign a form to say that you agree to taking part in the interview.” 

· Firstly, I need to assure you that anything you say to me, I will keep confidential. No-one will be able to find out what you said. 

· When I write up a report on what I find out from talking to people about home care, I will make sure that I don’t include any details about what people have told that could be used to identify who someone who talked to me is. I might quote what someone said, but I won’t attach their name to it. 

· No-one but me will know “who said what”. 

· I have no connection to the people who provide you with home care services. Nothing you say to me will have any effect upon the services you receive. If you say that you want to stop at any point in the interview, this also won’t have any effect on the services you get. 

· Whilst we are talking, you can stop at any time if you want to. If I’ve said something that isn’t clear to you, please tell me and I’ll try to explain it more clearly. If you want to not answer a question, or you want me to turn the tape-recorder off, that’s fine and you don’t have to explain why. 

· As you can see, I’ve got some notes on what I want to talk about with me, and a tape-recorder. I would like to tape record our discussion, so that I can get all the details of what you tell me. Are you happy for me to do this? 

· I will keep the tapes in a locked box. Neither the tapes nor any transcripts I do of them will be accessible to anyone but me, and I will label them with false names: “Mrs A”, “Miss B”, and so on. 

· I’m going to keep the tapes until about a year after I’ve finished researching what people have to tell me about home care, just in case I need to refer back to them. After that I’ll destroy them. 

· If you are happy with everything I’ve told you and you want to go ahead, please could I ask you to sign this form to say that you agree to having this discussion, to me tape-recording the interview, and to my using what I find out from it to help me write a report on what people think about home care in Newcastle. 

CONSENT FORM 

· Introducing the questions: 

· “Firstly I’d like to talk to you about the care you get and what you think about it. I’d then like to talk about some issues that other people who get care think are important, and see what you think about them. Towards the end I would like to discuss what being treated with respect means to you and what you think about how care can affect this.” 

A. Getting started

(What do your care workers do for you? What’s it like getting home care?)

1. “Could you tell me about what your care workers do for you?”

a. What days?

b. What times?

c. What tasks?  

2. “About how long have you been getting care at home?”

3. “Have you had a lot of different care workers?” 

B. Being treated with respect – how does home care affect it? 

4. Care workers taking the time to get to know people (practice guide p.14): “I’d like to ask you about the sort of relationship you have with your care workers – do you feel that they know you well and talk to you?” 

a. Remind if necessary: “Please do feel free to be honest – I don’t have any connection with the home care service, and nothing you say will get back to anyone.” 

5. Seeing things from the person getting care’s perspective (practice guide p.14):  “Some people have suggested that one way for care workers to check that they are providing good-quality care is to think about whether they are caring for someone in the same way that they would want a member of their family to be cared for. Do you think that people who provide you with care stop and think about how the care they give you feels to you, about your point of view?” 

6. Having your wishes respected i.e. cultural sensitivity, calling people by the name they want to be called by (practice guide p.15): “When other people who receive care have been asked about how they want to be treated, they have said that it is very important for them to be asked what they want to be called. Do people ask you what you want to be called, and have you ever had any experiences where someone giving you care didn’t ask that?” 

7. Being involved in decision-making about care (practice guide p.14 & 15): 

a. “Do people keep you informed about your care service and about other services that might be helpful to you?” 

b. “If you wanted to change anything about your care services, such as what your care workers do for you, or what times they come, do you feel that you would be able to do this?” 

8. The right to complain (practice guide p. 136): “If you were being treated in a way which you thought wasn’t respectful or that you weren’t happy about, do you feel that you could change this?”  

a. “Would you feel you could complain about it?” 

C. Thinking about dignity and respect (what does “dignity” mean?)

Bridge text: “Now that we have talked about ways in which care can affect people’s feelings of being respected, I’d like to talk a bit more about being treated with respect and dignity itself and what you think about what this means.” 

9. “If you think about what it means to be treated with respect, what does that mean to you?” 

a. Prompt: “What sort of things do people do – or could people do – that would make you feel respected? 

b. Prompt: What sort of things do people do – or could people do – that would make you not feel respected? 

10. “Most of what I’ve talked about with you is based on what other people who get care said when they were asked about what it means to be treated with dignity and respect. If I were to ask you about what you think dignity means, what would you tell me?” 

a. What does it mean to you? 

11. “Can I ask if you have experienced any situations where you felt that your dignity was being affected (for better or worse) by the home care you were getting?”

a. Prompt: “What was it?”

b. Prompt: “How did you handle it?”

D. How could home care change to be more “dignified”?

Bridge text: “Before we finish, I’d like to talk about some possible changes that could be made to home care services, and see what you think about them.” 

12. “If you were someone who worked giving care to other people, what sort of things might you do differently?” 

13. Other types of services: “If you think about the following different types of care: 

a. cleaning around the house, 

b. listening to people, 

c. doing shopping, 

d. gardening, 

e. DIY, 

f. helping people keep clean

g. helping people with their finances

which ones do you think are the most important?” 

14. Control over finances (Direct Payments and Individual Budgets): 

“Some people have said that they would prefer it if the council gave them cash instead of sending care workers, so that they could arrange for people they knew to come in and care for them [direct payments]. Alternatively, the council could look after the money on people’s behalf and they could choose whether to take it as cash or as services provided, or a mixture [individual budgets].” 

a. “What do you think about that?”

b. “Would it make you feel as though you had more control over who comes into your home, and what they do for you?”  

(take direct payments leaflet.) 

Conclusion 

15. “That’s all! Thank you very much for having this discussion with me. Again, I’d just like to say that I will keep everything you’ve told me private, and no-one will know what you told me or be able to trace it back to you.” 

(Check that I take everything with me and leave them a copy of the confidentiality guarantee!) 

Appendix 3 – Interview Schedule for Home Care Workers 

· Introduction: 

· “Hello. My name’s Louise Reeve, and you are <name of participant>. 

· Thank you very much for agreeing to talk to me like this. 

· I’d like to start by just quickly going over what I want to talk about, and what I’m going to do with what I find out from doing these interviews with older people and care workers.  

· I’ll then go on to ask you some questions about your work providing home care. There are no right or wrong answers to the questions, I’m just interested to hear about what you have experienced and what you think about care work. 

· If you want to ask me questions about this discussion at any time, please do ask and I’ll do my best to answer! 

· Goal: “I want to find out about what workers who provide care at home to older people home care think about their work, about the services they provide and what sort of changes they think might be a good idea. I’m doing this by asking workers who care for people in their homes, questions about what they think about the service, and I’m also discussing this with older people, so that I can ‘see from both sides’.”

· Why: “I’m doing this because I want to find out more about how the way home care is provided to older people in Newcastle. I hope that I can find out more about how people want to be treated, and what they think about how we might be able to improve home care. Hopefully, this could then be used to help make home care services better.”  

· Who am I? “I do work for the Council, but not for Social Services. I’m a part-time student at Newcastle University studying for a Masters degree, and I’m doing this as part of my work towards my degree.”  

· Ethics: “There are a couple of things I need to tell you before we start talking, and I’d like to ask you to sign a form to say that you agree to taking part in the interview.” 

· Firstly, I need to assure you that anything you say to me, I will keep confidential. No-one will be able to find out what you said. 

· When I write up a report on what I find out from talking to people about home care, I will make sure that I don’t include any details about what people have told that could be used to identify who someone who talked to me is. I might quote what someone said, but I won’t attach their name to it. 

· No-one but me will know “who said what”. 

· I have no connection to the people who employ you. Nothing you say to me will have any effect upon your standing with them. If you say that you want to stop at any point in the interview, this also won’t have any effect on your standing at work. 

· Whilst we are talking, you can stop at any time if you want to. If I’ve said something that isn’t clear to you, please tell me and I’ll try to explain it more clearly. If you want to not answer a question, or you want me to turn the tape-recorder off, that’s fine and you don’t have to explain why. 

· As you can see, I’ve got some notes on what I want to talk about with me, and a tape-recorder. I would like to tape record our discussion, so that I can get all the details of what you tell me. Are you happy for me to do this? 

· I will keep the tapes in a locked box. Neither the tapes nor any transcripts I do of them will be accessible to anyone but me, and I will label them with false names: “Mrs A”, “Miss B”, and so on. 

· I’m going to keep the tapes until about a year after I’ve finished researching what people have to tell me about home care, just in case I need to refer back to them. After that I’ll destroy them. 

· If you are happy with everything I’ve told you and you want to go ahead, please could I ask you to sign this form to say that you agree to having this discussion, to me tape-recording the interview, and to my using what I find out from it to help me write a report on what people think about home care in Newcastle.  

· CONSENT FORM 

A. What is care work like?  

1. “What is a typical day during the week like for you, from start to finish?” 

a. “About how many older people do you care for?”

b. “How long do you spend with them?”

c. “What sort of work do you do for them?” 

d. “How long (i.e. weeks, months, years) do you spend providing care for the same older person?” 

B. Thinking about dignity – how does home care affect it? 

2. Taking time to get to know people (practice guide p.14): 

a. “I’d like to ask you about the sort of relationship you have with the older people you provide care for – do you feel that they know you well and talk to you?” 

b. “Would you like to have more time to talk to the people you provide care for and get to know them?” 

c. “Some care workers in other authorities, when interviewed about their work, have said that they feel as though they are sometimes under pressure to complete all their tasks in a short period of time, when they might like to have more freedom to get to know the people they care for. Have you ever experienced a situation like that? Please do remember, I don’t work for Social Services, and I’ll keep anything you say confidential.” 

3. Personalising services (practice guide p.17):

a. “One way in which the government has suggested that care services could be improved is to personalise the services each person receives. For example, this involves checking about people’s preferences about how they want to be addressed, what sort of food they want to eat, how they like to be dressed and how they like their house to be tidied and cleaned. What do you think about this?” 

i) Prompt: “Do you think that it would be possible?”

ii) Prompt: “If they wanted to do something “extra” for a client that was not in the care plan, do they feel that management would support them?”

(1) Prompt: “For example, if you arrived to help someone with their lunch, and they said: “I’ve made myself a sandwich, could you take me for a walk instead?”, what do you think you would do in that situation?”  

4. Seeing things from the cared-for person’s perspective (practice guide p.14):  “Some people have suggested that one way for care workers to check that they are providing good-quality care is to think about whether they are caring for someone in the same way that they would want a member of their family to be cared for. What do you think about this?” 

a. Prompt: “Has anyone ever suggested this idea to you?”

b. Prompt: “Do you think you would have time to do it?” 

c. Prompt: “Do they feel that your work gives you an understanding of what it is like to be an older person getting home care?”     

5. Training: “I’m also interested in what sort of training care workers receive. Have you had any training about dignity and care?” 

a. Prompt: “For example, has anyone talked to you about it, or about the things we have talked about today?” 

b. Prompt: “Would you find having more training on it useful, or is there something else [i.e. more time spent with each person] that would be useful?” 

C. Thinking about dignity - what does “dignity” mean to them?

Bridge text: “Now that we have talked about ways in which care can affect people’s dignity, I’d like to talk a bit more about dignity itself and what you think about it.” 

6. “If you think about what it means to have dignity, what does that mean to you, personally?” 

a. Prompt: “Some people have said that it involves the following things (from the Practice Guide) – being treated with respect, having your freedom to make choices respected, being in control of your life, and having people communicate with your in a way that is appropriate.”

b. Prompts: “On the other hand, what is not being treated with respect and dignity like? Have you come across any situations in your work where this was happening to someone?” 

c. Prompt: “What do you think about dignity and their own work – are your working conditions “dignified”?”   

7. “Have you experienced any incidents yourself, or maybe something which happened to another care worker you know, where you felt that an older person’s dignity was being badly affected by the home care they were getting?” 

a. Prompt: “What was it?”

b. Prompt: “How did you handle it?” 

D. How could home care change to be more “dignified”?

Bridge text: “Before we finish, I’d like to talk about some possible changes that could be made to home care services, and see what you think about them.” 

8. Control over finances (Direct Payments and Individual Budgets): 

a. “There is an argument that, instead of sending care workers to older people, councils should give them cash, so that they could arrange for people they knew to come in and care for them [Direct Payments]. Alternatively, the council could look after the money on their behalf and they could choose whether to take it as cash or as services provided, or a mixture [individual budgets].” 

i) Prompt: “What do you think about this idea?”

ii) Prompt: “Do you think that it would work for the older people you care for, or you have cared for in the past?” 

9. Other types of services: 

a. “Are there any services that people ask you for which you can’t do, or which you know that the council doesn’t provide?” (i.e. gardening.) 

i) Prompt: “If so, how do you handle that situation, and how does it make you feel?” 

b. “Can you think of other services or changes to the care service that might make older people feel more respected?” 

Conclusion 

16. “That’s all! Thank you very much for having this discussion with me. Again, I’d just like to say that I will keep everything you’ve told me private, and no-one will know what you told me or be able to trace it back to you.” 

(Check that I take everything with me and leave them a copy of the confidentiality guarantee!) 

Appendix 4 – The Dignity Challenges

“High quality care services that respect people's dignity should:

5. Have a zero tolerance of all forms of abuse. 

6. Support people with the same respect you would want for yourself or a member of your family. 

7. Treat each person as an individual by offering a personalised service. 

8. Enable people to maintain the maximum possible level of independence, choice and control. 

9. Listen and support people to express their needs and wants. 

10. Respect people’s right to privacy. 

11. Ensure people feel able to complain without fear of retribution. 

12. Engage with family members and carers as care partners. 

13. Assist people to maintain confidence and a positive self-esteem. 

14. Act to alleviate people’s loneliness and isolation.”

Available online at: 

http://www.scie.org.uk/publications/practiceguides/practiceguide09/challenge/index.asp 

“If I was going to go from the bedroom to the bathroom with a carer, then I think I would like to be covered up because you never know who’s going to come in …you’ve got that bit of dignity.” (Care worker)


“They treat you as I think they would want to be treated.” (Older person)








“I don’t want my family coming round and I’ve got my night attire on.” (Older person) 


“There is a lady we go to, she’s still got her dignity, she still takes pride [in her appearance]… I tend to put her make-up on for her in the morning.” (Care worker)





“It is impossible to assess how far services are succeeding in maintaining and promoting dignity if there is a lack of consensus on what the word means.” (Help the Aged, 2007)





“…Not overstepping the boundaries by just sort of doing things. You have to remember to give them the choice: ‘Do you want this washing put in today, or do you want it put in tomorrow?’ Just simple things like that.” (Care worker.)


“They’ve said ‘It’s not essential to do housework, housework doesn’t matter’, but it does matter when you’ve always been used to it.” (Older person)





“You shouldn’t be running in and running out of people’s homes, we should be giving them more quality time.” (Care worker)


“You go into a person’s home, and you do what you have to do, and you come out of that person’s home.  And that is as far as your care goes now. Which you miss when you’ve had the other kind of care.” (Older person)








“But they [relief carers] still don’t mean as much the two carers that looked after me in the normal way… In the situation I have, my condition, it can be very uncomfortable, so there’s certain ways of doing things that helps. They are very good, they’re very nice, and they do make a difference to me.” (Older person)





“…I said [to a client]: “I’m sorry, I can’t do that, it’s not in the Care Plan”. It’s drummed into us in training.” (Care worker)


 “We can give them a certain amount of time, but then we’ve got to go.” (Care worker)





“You come out and you feel awful, but if we did it [extra work] for everybody, then we would be in from half-past seven in the morning, and we never would get a break, because we would be out all night”. (Care worker)








� Joseph Rowntree Foundation Older People’s Inquiry, “That little bit of help”, 2005 (also known as the “Baker’s Dozen” report). Accessible online at: � HYPERLINK "http://www.jrf.org.uk/bookshop/ebooks/briefing03.pdf" ��http://www.jrf.org.uk/bookshop/ebooks/briefing03.pdf� (last accessed 24/10/08).


� I have referred to Care at Home employees throughout as “care workers” not “carers”, to distinguish between them and people who provide unpaid care, such as family members.
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