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1 Executive Summary 

In 2012, Carers Federation, a carer-led charity, was awarded a six-month contract to 

examine ways to improve information gathering and sharing, and patient care through the 

use of technological solutions. This time-limited qualitative research project formed part of 

a larger Community Programme funded initiative intended to test whether some 

admissions to hospital, particularly for frail older people, are avoidable.  The initiative sat 

within the Community Programme's Information Bundle and was carried out in partnership 

with Nottingham University Hospitals NHS Trust and Cisco. 

As part of a larger data-set, via the project steering group, this project aimed to contribute 

to answering whether: 

a more structured and protocol based system of information collection and      

sharing for the frail elderly patient could reduce the number of avoidable      

admissions for that patient group? 

To answer this question, Carers Federation held a Carers' Focus Group through which it 

sought the opinion of carers looking after frail elderly relatives and neighbours. The five 

main themes produced by the Carers' Focus Group were: Anxiety, Legitimacy, Poor 

Communication, Professional Carer, and Resistance to being labelled. 

This was followed by in-depth semi-structured interviews with 20 older patients residing in 

Nottingham and Nottinghamshire. 

Many issues were raised by participants, including: 

 Dissatisfaction with pharmacists - variance was highlighted in service level and 

prescribing practice. 

 Good source of accurate/useful information - carers, specialist cancer nurses 

and voluntary sector support agencies were said to be a more accurate sources of 

health and social care-related information. 

 Impenetrable medical language – physicians verbal communication was cited as 

impossible to understand for patients and carers.   

 Inability to access services - the ability to access primary care, mental health and 

acute healthcare was argued to be very difficult. 

 Lack of awareness of individuals - a general lack of awareness on the part of 

both health and social care professionals that patient / carer’s health had 

deteriorated was cited. 

 Lack of clinical awareness of home circumstances - hospital clinicians 

appeared to have little awareness of frail older patients home and support 

circumstances. 
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 Legal right to be heard - people who had established Lasting Power of Attorney 

(or other legally recognised arrangements) appeared better able to navigate and 

communicate within the health and social care system.  Most, however, had only 

established these following a previous health crisis. 

 Poor information awareness - on the part of patients, carers and professionals 

regarding where information is held and how it can be accessed. 

 Proactive attempts of obtain treatment - a profound belief that unless patients/ 

carers took steps to gain information/support themselves, it would not be 

forthcoming. 

 Record storage variance - patient/carers belief that general practice had 

computerised systems but hospitals locally had to rely instead on paper or no 

records. 

 Unreliable information - given by some older participants (particularly those with 

cognitive impairment) to health and social care professionals.  
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2 Methods 

In the initial phase of this work a Carers' Focus Group was held.  Several participants 

cared for a number of relatives simultaneously. Thus, carers provided insight into the 

complexity of their caring responsibilities and allowed thematic analysis and further 

development of the survey questions prior to the involvement of patient participants. The 

Carers' Focus Group was followed by the recruitment of 20 participants fitting the 

geographical criteria of Nottingham/Nottinghamshire and who could be considered to be 

elderly and/or frail. Participants were interviewed and the transcripts of those discussions 

are included in this report.  

A qualitative, constructivist approach within the wider interpretative methodology was 

employed.  Data was initially transcribed from tape recording and the researcher’s own 

field notes taken at the Carers’ Focus Group and patient interviews.  These were stored 

under headings in Microsoft Word format for later coding using Nvivo 10 software. 

 

2.1 Inclusion criteria 

The Carers' Focus Group comprised of people who cared for, or had until recently cared 

for, frail elderly friends or relatives residing in Nottingham City, Broxtowe, Gedling or 

Rushcliffe. 

The interview participant results are also specific to this criteria. 

"Well I realise they have got a lot of people but I do not think their records are very good 

and terribly up-to-date and so quite often you think oh for goodness sake. You do get 

irritated with them and it can be dangerous if they don't know something and I think it is 

important, especially with my husband, because he is on the edge of dementia, he can't 

remember so he won't be able to tell them what is happening and it means he could be 

treated wrongly. It is important"  

View professed by a carer participant 
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3 Carers' Focus Group 

Figure 1 graphically representing the complex data collected 
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The graphic on the previous page is presented in a manner that Carers Federation 

believes can be readily understood and accessed by others. Some of the themes 

identified directly echoed those of the patient participants who later took part in this work.   

Although this study talks much of doctors and allied health professionals, it was not within 

its remit to gather data from clinicians. The views expressed, therefore, are entirely those 

of carers who had in-depth knowledge of frail patient care and its associated difficulties. 

Data must be viewed mindful of these limitations.  It is for the wider work streams within 

this programme to identify and incorporate clinical perspectives.  

The Carers' Focus Group took the form of a semi-structured discussion and was held at 

the Carers Federation's Head Office, 21-23 Pelham Road, Nottingham. Participants spoke 

freely about their concerns and experiences, supported by occasional questions or 

prompts from the researchers present.  

 

4 Five Carer Themes 

The experience of carer participants was diverse with some currently still caring and 

others having cared for an older person until recently.  A number of carers cared for 

multiple family members and neighbours simultaneously. From this work, five initial 

themes emerged.   

 

 

Figure 2 Screenshot showing Carer Themes taken from Nvivo 10 database 

 

4.1 Anxiety  

Anxiety was a prominent theme within the Carers' Focus Group. Indeed, it was present in 

all areas of the discussion. The expression of concern was complex and multi-factorial.   

Carers said that they were anxious about passing on information to professionals.  They 



10 
 

were particularly worried about the content of what they were sharing and what others 

might do with this.  

Carers were also concerned about data protection.  They felt ill-informed about what they 

could legitimately see about the cared-for, and with whom (if anyone) they were permitted 

to share this. Anxiety about being judged by others, particularly when ‘do not attempt 

resuscitation’ was an instruction on the patient's file, was also highlighted. Where such an 

instruction existed, carers expressed concern that healthcare professionals (whom they 

considered to be ill-informed about the patient’s own wishes) would think poorly of them. 

The principal anxiety expressed was for the wellbeing of the person they cared for. They 

were particularly concerned about the quality of the care their loved one received and 

whether there was better, or more appropriate care available.  

Carers also said that the person they cared for would, at times, deliberately miss 

healthcare appointments or treatment.  In some cases, this was because they refused to 

leave a pet alone while they went to hospital. 

Carers' Focus Group participants were all highly experienced carers of long-standing. 

They said that if future difficulties arose, they would know where to seek services and 

support.  They were concerned, however, that less experienced, or new carers, would not 

be able to do so as effectively as themselves.  

 

4.2 Legitimacy 

This theme relates to a general level of confusion throughout the health and social care 

system about what / who are legitimate information sources. 

Where the patient has dementia or other cognitive impairment, the carer did not believe 

the patient was a legitimate source of information. Carers claimed that they were often 

ignored or excluded by clinicians.  A number of carers felt that medical professionals did 

not give their information the respect it deserved. This could take a number of forms e.g.  

doctors appearing suspiciously towards them, failing to take action when needed, or 

confirming the information with external sources before acting.  

Carer participants, however, acknowledged and understood their own limitations. They 

recognized that they could not prescribe medication and that the doctor may have to 

confirm treatment / care with another professional before they are able to act on their 

wishes.  

Contrastingly, on some occasions they found themselves having to explain complex 

issues to medical professions about matters on which they felt ill-informed / confident 

themselves. One carer recounted a hospital consultant reviewing the patient’s notes 

before turning to her with a baffled expression and asking “Well I have no idea, what 

would you do?”  She said that asking her to express a clinical opinion about someone she 
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loved dearly (and was on the palliative spectrum) presented her with an impossible 

dilemma. 

In contrast, one carer felt that her pleas for an oncologist to treat a patient, who was 

admitted to a separate part of the hospital, were ignored.  She remained convinced that 

this had hastened the death of the patient.  

Within this theme, carers also raised the issue of a lack of accessible and affordable 

training, particularly in relation to their legal rights. Some carers felt there were actions that 

could be taken to improve the situation, such as arranging Lasting Power of Attorney or 

becoming qualified to administer certain medications. The consensus was that if there 

were some form of legal backing, they would be viewed as “legitimate” in the eyes of 

medics and other professionals. They argued that too few carers knew about this. 

 

4.3 Poor communication 

"Well it is bad organisation I think because obviously the person is worried all the time, 

whoever it is. The other thing is I have had scans and things and they have never let me 

know how it went, the results. It's always on me to say what has happened. There are no 

results or anything. I do feel, and it is the same as my daughter feels, they send him out of 

hospital when he had his leg off and they just sent him at home and that was it. There was 

no communication.  They were going to send him to some centre or somewhere. 

Rehabilitation place so he could transfer to a wheelchair but he did it in such a short time, 

he is a strong man and that was it, send him home, and that was it. Just get on with it. 

Nobody came to see us or anything. I have real issues with the after-care". 

View professed by a carer participant 

Participants argued that there was a need for improved information gathering. They felt 

that doctors understood little of carers'/patients' lives beyond their medical condition. 

Patients were more, the carers said, than simply a collection of symptoms. 

Carer participants also said that patients often have a network of people around them, so 

their circumstances should be viewed holistically if treatment and care are to be effective. 

They went on to stress that not all of these wider network relationships were positive and 

many patients remained vulnerable to abuse and ill-treatment.  

The dilemma about who doctors should listen to when family and friends disagree about 

the patient was acknowledged. One participant said that there were cultural issues to be 

considered when communicating with a patient and their family and a need for sensitivity. 

Poor communication was described as having a “terrible impact”.  The benefits, whenever 

someone gets it right, were also expressed.  

Effective communication, the Carers' Focus Group argued, extended beyond asking a 

patient how they liked to be addressed.  It constituted services sharing information and 
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understanding the damage that could be inflicted if this was done incorrectly. This was 

particularly considered to be the case where medication instruction (such as side effects) 

was erroneous.  

Patients too, it was felt, could communicate badly, either deliberately or otherwise. If a 

patient had dementia then there was question about how their wishes should / would be 

communicated. 

 

4.4 Professional carers 
 
Carers' Focus Group participants used the term 'Professional Carer' often. This referred to 

the carers belief that they took on numerous professional roles e.g. nurse, doctor, social 

worker etc. Were it not for the carer, these participants were of the firm belief that the 

patient's medical journey would “fall apart”. 

 
In their view, carers were fundamental to effective care.  They had, for example, to 

organise care, contact services, administer personal and healthcare and take 

responsibility for personal health/social care budget, described by one participant as 

keeping the plates spinning.  

There was strong emphasis on repeating the same information to different services or 

professionals and the frustration this could cause. Participants also saw it as the role of 

the carer to decide what information a professional needed and when it was required. It 

was understood that not all services needed every aspect of a patients’ information. It was 

also said, that over time, the information needs within a service may change. The carer, 

therefore, actively decided what information to share and what to withhold. Carers said 

that they make these judgements entirely based on their experience and their belief about 

what information is required by doctors and other professionals. 

Concluding this theme, participants asserted that in order to move through the care 

system, you must fit into a box i.e. category which made sense to the service, or meets its 

eligibility criteria. If a patient’s care needs were complex (which the participants stated was 

often the case) there was a real anxiety that patients could “slip through the system” and 

not receive the care they needed. 

 

4.5 Resistance to being labelled frail, elderly or old 

 

Some carer participants said that there was an inherent difficulty in labelling some patients 

as frail, elderly or old. The Carers' Focus Group discussed how their fail elderly relatives 

would not refer to themselves as such.  Some, it was said, would take serious offence at 

hearing themselves described in these terms.  
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This important insight helped to shape the language and approach taken in the patient 

interviews which followed. Carers suggested that questions about being elderly or frail 

could instead be phrased to those who could be considered one or the other, rather than 

saying you are elderly or you are frail.  

This more passive tone was successful and meant that later participants did not express 

concern about how they were addressed by the researcher.  

Patients, carers argued, were also adept at labelling themselves, but often did so 

incorrectly e.g. fit and well. The Carers' Focus Group discussed incidents of cared-for 

relatives being up all night in acute pain caused by illnesses such as cancer, and yet 

summoning all their strength in the morning to tell the doctor they were “fine”.  

The carers expressed concern that if all the doctor sees are these few minutes of strength 

and lucidity they were getting a “distorted view” of the patients true condition. On the 

occasion cited, the carer felt it had been necessary to explain the previous night's events 

to the doctor.  Another carer participant concurred and said about her father: 

 He used to put on what I called his doctor face.  It used to make me so angry! 

The five main themes elicited from the Carers' Focus Group; Anxiety, Legitimacy, Poor 

Communication, Professional Carer, and Resistance to Labelling provided context for the 

research questions which followed.   

This report highlights that there is considerable agreement between the Carers' Focus 

Group and the interview participant responses. This should perhaps be expected, 

however, as the prior is a group shared information about the latter.  

A number of new findings also emerged.  These will be discussed in the patient interview 

section to follow.  

 

5 Patient Interviews 

And I phoned yesterday and I said you still haven't sent me an appointment, because I 
thought Christ it will be the year after next, you know. She said the doctor has left and it 

will be ages before you get an appointment so I am not very happy about that situation. It 
is like me, this colostomy reversal should have been done. We are nearly two years down 

the line and I am still waiting. I don't think the health authorities up here coping at the 
moment. That is what it seems like to me". 

 
View professed by carer participant 

 

5.1 Ethical considerations 

Patient participants were informed about their ethical and other rights in relation to this 

study, and their ability to refuse consent should they wish to do so.  On one occasion, a 
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participant initially consented to participate then later chose not to take part.  Another 

participant meeting the research criteria took this place.  Thus, the requirement of 20 face-

to-face, in-depth interviews was conducted. 

Some participants chose to have others present at the interview. In all but two instances, 

the additional person was a partner/spouse who often took on the role of carer or cared-

for. 

During interviews 19 and 20 (see appendices for transcripts), present in the room were the 

participant, their partner and also several extended family members. Although these 

individuals did not contribute directly to the interview, it must be acknowledged that their 

presence may have influenced the participants’ responses. It is unknown what impact this 

may have had on these findings, and must be considered unusual aspect to these two 

interviews.  

Where applicable, all participants were asked the same questions.  Those participants 

who did not have a carer were not asked those questions directly relating to carers. The 

interviews were semi-structured and participants were encouraged to express their views 

as they felt comfortable and able to do so.  Some participants answered in great detail, 

whilst others gave closed, short answers.  

It was not felt necessary to withhold information about the nature of this study from 

participants other than in the following example.  Mindful of the Carers' Focus Group 

advice, the term ‘frail elderly’ was not always used to avoid causing offence or distress to 

participants. 

 

Figure 3 Screenshot showing Patient Themes taken from Nvivo 10 database 
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5.2 Patient interview themes  

Via transcript review, a recurrent theme emerged. This was the occurrence of participants' 

responses continually being contradicted by carers or others present. 

This is both of relevance and concern to this study as it is primarily concerned with the 

importance of information gathering.  It must be questioned whether much of the patient 

information healthcare professionals receive is accurate, reliable or valid.  

Further, there were repeated instances of different answers being given to the same 

question by the same participant.  Few of these declared a formal diagnosis of dementia. 

It creates uncertainty about which answers, if any, were truly accurate.   

 

5.3 Complex health and lack of provision 

Sometimes participants were aware they needed care and knew of the service they 

required but were unable to obtain it without first following procedures. Within the Carers' 

Focus Group there was a belief that services were withheld due to a patient not fitting into 

a clearly defined category. 

Interview participant 20 was adamant that he needed replacement knees and feels he was 

subjected to useless treatments which delayed his required surgery. This participant felt 

he would have been much better off if he had received the surgery straight away rather 

than having to move between several services.  

This is a situation where poor communication was not an issue. Both patient and 

professionals were aware of the problems and available solutions. The participant was not 

treated as a legitimate information source when it came to his assertion that he needed 

the surgery straight away.  He was only granted it after other avenues had been explored. 

This process may have been clinically necessary but this was not how the participant 

understood it. 

 

5.4 Contradiction 

Four distinct types of contradiction emerged from the data, these were: 

 5.4.1 Disagreement - Where someone close to the participant gave a different 

view, stating that the participant is wrong. The participant's answer does not 

necessarily change. 

 5.4.2 Omission through recall - where an answer changes through the 

prompting of someone close to the participant. The participant accepts the new 

answer saying that they did not recall it in the first place. 

 5.4.3 Omission through reluctance - where an answer changes through the 
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prompting of someone close to the participant. Participant accepts answer but 

chose not to give it initially. 

 5.4.4 Self-conflicting - where the participant changes their own answer without 

having been prompted by someone close to them.  

With regard to Omission through Recall, there were occasions when the participant was 

questioned by their carer about the accuracy of their response (which is not classed as a 

contradiction within this definition). Whilst dates and times were often a source of 

disagreement between the participant and their partner / carer, an omission through recall 

is only recognised if the participant changed their view and went on to contradict their 

initial answer. 

Self-conflicting answers almost exclusively came in two forms. The first was where a 

participant changed their answer based on remembering something. In these instances, 

participants were aware that they were contradicting themselves. Thus, they discarded 

their initial response in favour of the newly recalled one. These answers were often 

prompted by the interviewer. Often participants, on hearing an example given, would then 

change their response.  An example included here to illustrate this phenomena is 

participant five initially stating only her podiatrist had asked her questions, but later 

recalling a hospital visit where other professionals had asked about similar matters.  

Hence, this is not classed as an Omission through Recall as no one contradicted the 

participant's view. It was the participant who, upon hearing another option, recalled an 

answer and discarded their initial response. This distinction of choosing to change their 

answer without it first being implied they were wrong is the crucial difference between 

Omission through Recall and Self-conflicting. 

The second type of Self-conflicting answer relates to where the participant contradicted an 

earlier answer with no apparent awareness that their view had changed. They provided 

each answer with the same conviction and demonstrated no apparent awareness of this. 

Here, the researcher was presented with two contradictory answers and had no way of 

determining which could be considered more valid. This type of contradiction was more 

common among participants with mental health concerns, such as those with Alzheimer's 

Disease, however, it was present in some who had no acknowledged medical diagnosis of 

cognitive impairment. It is possible also that some of these contradictions came from not 

initially understanding the question. Participant 1, in particular, displayed this type of 

contradiction. 

The basis of this study is to examine information gathering with a view to improving it, 

however, such participants show how often straightforward yes/no questions (such as 

participant 1 having never visited hospital since having given birth (despite her husband 

and daughter both disagreeing) can be answered differently depending on who is spoken 

to. 
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5.5 Emergency information gathering difficulties 

Responses being contradicted in the various forms here highlighted, presents an inherent 

problem for medical professionals. If clinicians are gathering this data in an emergency 

situation, there may not be time to confirm whether the patient's responses are in fact 

correct. This may be particularly so in cases where the carer is not present. Of concern, 

this could present significant clinical risk. 

Some participant’s answers were contradicted by a carer/family member such as when 

participant 9 disagreed with her husband. On first sight, this may seem a inconsequential 

matter regarding how a patient became hospitalised. Examined more closely, however, 

the participant is stating that doctors never confirmed her preferences and her husband 

stating they do. If she was indeed correct, doctors not checking the wishes of their patients 

could have wider implications.  

Both participant groups provided information they felt was important to be shared between 

themselves and medical services.  

Participants felt there were situations where it would be useful if their information could be 

held in a single, external storage point.  This was particularly so if it could be accessed by 

different services/staff members.  It would remove the need for often busy personnel to 

communicate directly with each other and allow those patients access to their own care 

records without the need to contact their doctor. Several commented that they could see a 

value in an Emergency Room doctor having access to this information as the patient is 

unable to give it if they have severe dementia or are unconscious. It is, therefore, 

important to establish what could go into such a repository of information, where it should 

be held and how it should be stored. Further, it is vital to note that what a patient or carer 

believes is important information might not be what a medical professional prioritises.  

Amongst the interview participants in particular, there were strong feelings about what 

should be made available. The majority did not mind, however, whether they had access 

to their medical records or not. There was a level of trust expressed by many of the 

interviewees towards their doctors.  

 

5.6 Hand-held paper records and their limitations 

One participant said that not only may a patient be unable to share information that a 

medical professional may find useful, but they may also not do so because they do not 

see its relevance. He went on to saw that patients are not generally medically trained and 

may not understand what is important to a doctor.  

Participant 3, like a number of others who took part, had extensive medical records. 

These, he demonstrated, were organised paper files detailing conditions, medications, 

important dates and appointments. Despite its usefulness, this material had also never 
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been shown to a medical professional. The participant, however, had no objections to 

appropriate people seeing it if it was of use but, to date, it had not been requested.  

Such a resource may prove invaluable to clinicians in forming their opinion.  

 

5.7 Impenetrable medical language 

For some, the complex medical language used by some professionals was impenetrable: 

"Well you see an Oncologist and he tells you but he talks in oncology terms, not what I 

could understand… I was in some kind of, I tell you I thought I was dying, I never felt so ill 

in my life. They just said you just are not strong enough to go through with it but he didn't 

explain it, it was a houseman that explained it to me. He said if you have this thing in your 

arm it gives you 15%. If you have just the chemo they give you once a week for six 

months, that is 10%. I didn't have it at all, none of it. So when I saw a Housman he 

explained it, he just said if you have got cancer still there it just gives you a 10% chance of 

killing it off. You might not have got it there, thank goodness it doesn't look like I did but he 

said it in terms I could understand but the big man talked in terms of ratios and things I 

didn't understand so it was quite nice to speak to somebody in English, ordinary terms". 

View professed by a patient participant 

 

5.8 Information storage and retrieval 

Of relevance to this research is the question of where information is collected and how it is 

used. Patient participants appeared to have much less knowledge about this than those 

who had previously taken part in the Carers' Focus Group. There was a high level of 

understanding about existing services, legislation and planned changes in future of care 

provision amongst carers. For patients, this awareness was less apparent. 

Some interview participants had some limited understanding of a number of services. A 

few had knowledge and experience of care homes, social services, organising care and 

communicating with more than one service.  

The majority of interview participants, however, had little knowledge of what services were 

available, especially if they themselves did not yet need them. Some literally depended on 

what information came through the front door. Participant 17, for example, cited having 

received a leaflet through the door concerning at home eye tests. The participant did not 

know how the optician had obtained her details. 

The interview participants reported that information was almost exclusively gathered 

verbally by medical professionals. The majority of data collection was either in person or 

over the phone. Many participants had little interest in both where the information went 
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and how it was used. There was an underlying attitude of this was fine so long as the 

doctor knew what s/he was doing.  

There were exceptions to this, notably participant 13 who referenced many prior severe 

illnesses of herself and her partner. This participant expressed great interest in how her 

information was collected, stored and shared between services. Those who had enjoyed 

good health to date did not express the same level of interest.  

Some participants were aware that their GP had computer-held records. Participants 

assumed that departments spoke to each other but did not know how this was achieved.  

 

5.9 Lack of awareness/pro-active support for the vulnerable/infirm  

One participant had also been unaware that she could receive the influenza vaccination at 

home. She complained that it was only after informing her surgery that she was too unwell 

to visit the practice that a nurse informed her they could visit her at home. This participant 

went on to say that the nurse said if patients did not tell the professionals they were infirm, 

we can’t help them.  

Thus, in such cases, the patient is in need of a service but unaware the service exists. The 

nurse knew of the existence of the service but relied on patients requesting it.  

On a related point, the participant below argued that GP's services should provide pro-

active home-based support to the elderly and frail: 

"I'm surprised that surgeries don't have for people like me, elderly people, who are 

housebound, physical things wrong with them, that a doctor doesn't perhaps occasionally 

just, when they are on their rounds, sort of call occasionally to see how this person is 

getting on... Yes, what they can't seem to understand is when you are say younger, like 

yourself or my daughter, something wrong with you, you straight away get an appointment 

and you go see the doctor. You go. You're up to it. When you are older and the pain is 

killing to get in and out of the taxi to get there..." 

View professed by a patient participant 

 

5.10 Lack of carer/social information 

During the Carers' Focus Group, participants placed great importance on social 

information. There were concerns raised about what a patient's home circumstances were. 

The participants of the Carers' Focus Group often felt that doctors were not checking often 

enough if a patient had someone dependant on them at home. In a number of cases, 

participants and their carers expressed that in a caring relationship, the caring dynamic 

can be fluid. In many cases, the person feeling most able took on the caring role for the 

day.  
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"I went in on my birthday for a couple of hours. I went for a blood test on [date], the day 

before my birthday. I got a call at about 6 o'clock from a woman from the hospital. She told 

me I need to get to the hospital as soon as possible as I could have a fatal heart attack at 

any moment. That's how she came out with it. It was my potassium levels apparently but I 

knew I was all right. I said I can't leave the wife, I had to look after her. I'll come tomorrow. 

Well of course I went to bed and I couldn't sleep, you wouldn't, would you? It is enough to 

give you a heart attack. I got up early, phoned a taxi, I got to the hospital on my birthday, 

at about six in the morning and I told them why I was there. They wired me all up. Four 

hours later they let me go, they said I was keen. Second blood test and everything was 

ok". 

View professed by a carer participant 

The issue of adult dependants, such as older children with learning difficulties, was also 

raised. The Carers' Focus Group participants felt there was not enough information 

available on this matter. The perception was that medical professionals were not asking 

for these details, and simply focussed instead on the illness in front of them. Thus, carers 

often found themselves responsible for informing professionals.  As a result, if the patient 

was admitted to hospital overnight, a relative or pet may suffer.  

Several interview participants had pets or a partner who depended on them for care.  

None could cite a doctor establishing if this was the case. Participant 13 stated that, due to 

an ongoing relationship with medical services, they were aware of her situation at home.  

The participant, however, said she had to constantly repeat the information to the 

professionals herself. She was confident if she did not tell the doctors they would not know 

that her very sick husband at home depended on her for care.  

There is a concern that if a carer is admitted to hospital and is unable to communicate, 

doctors would be unaware of their home obligations. It is possible that an external 

information source could provide medical professionals with the knowledge of who was 

dependant on a patient if the patient was incapacitated. Where appropriate, this person 

would be recognised as the legitimate carer and voice for the patient. 

During the interviews, it was argued that this important social information was not 

gathered.  

"I wasn't particularly well looked after and I managed to get to the loo at one time and 
really I think I should have had someone to help me get there and actually I collapsed and 
fell right backwards. It was a hard floor and I was very lucky actually, that I did not damage 

my hip replacements actually, I thought. I don't know how long I was there but I gather it 
was another patient that managed to get a nurse and I didn't even know about getting me 

back to bed and I felt really, really dreadful. I think it was the next day, the doctor came 
around with his thing and he said to me yes I think you will be alright to go home tomorrow 
and I said I'm sorry I am not. You know I am on my own when I get home and he looked 
quite taken aback actually, but I knew I wasn't fit to go home so there is the difference".  

 
View professed by a patient participant 
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5.11 Legal recognition 

In some cases, participants had taken steps to prevent relatives/others from involvement 

with the care of the patient.  In one case, this view had been expressed to clinicians at the 

point of treatment and the daughter was barred from any influence in the care. In this 

situation the participant had been very well versed in the legality of care preferences. The 

participant had both Lasting Power of Attorney and Living Wills in place.  

Thus, medical professionals had a very clear information source with which they could 

establish the patient's care wishes. Importantly, this was a source with legal backing 

allowing the participant to make decisions (such as excluding a daughter from knowledge 

or interference) about her father's care.  

Patient's unhappiness at being labelled elderly or frail, an issue raised by thel Carers' 

Focus Group, was corroborated in the answers given by participants. For example, 

participant 17's disclosure of having discussed Lasting Power of Attorney with her 

daughter but not believing it was the right time to register despite multiple hospital 

admissions on her part. She gave no indication as to what would constitute being ready.  

One theme that emerged from the interviews was that participants who mentioned 

previous medical problems (which had been highly stressful or difficult) were much more 

likely to show an interest in their care. Those who made reference to themselves, or loved 

ones, as having been distressed, or having died, hinted at seeing first hand what problems 

can arise if matters are not in hand. It is unlikely to be a coincidence, therefore, that they 

had gone on to establish Lasting Power of Attorney following these experiences.  

Further, they were also more likely to want to have access to their medical records and to 

have expressed their care wishes ahead of time. Conversely, the participants who did not 

mention a previously poor medical history, were passive in these matters and in most 

cases did not have Lasting Power of Attorney in place. They also had poor understanding 

of how their records were kept and showed little interest in changing this. In some cases, 

their care plan consisted of banging on a wall to alert their neighbour if they became 

unwell.  

Most of this group said they had not discussed their care needs with the person/s they 

would depend on to look after them. There were few, if any, firm plans in place to ensure 

their ongoing care was provided according to their wishes. This relationship suggests that 

people are unlikely to organise their care before they have been ill. As previously raised in 

the Carers' Focus Group, this could leave people exposed legally, and not allow their 

wishes to be communicated, recognised or implemented.   

This information may indicate a lack of knowledge about how forward planning can help in 

the event of an emergency. Participants admitted that discussing matters of death, living 

Wills and care wishes such as Do Not Resuscitate were very difficult conversations to 

have with their loved ones. When considered in tandem with individuals being labelled as 
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elderly or frail, this could go some way towards explaining why people delay such plans, 

despite the benefits they could bring in the event of ill health.  

 

5.12 Legitimate information sources 

This issue is closely related to the Carers Focus Group's concern regarding who is a 

legitimate source of information? Also, how clinicians can be made aware of this? It must 

be asked how emergency room staff can be sure that the information they are receiving is 

valid and to whom should they speak to obtain the information they require?  

Some participants said they had more than one family member who disagreed with each 

other regarding a care issue. In the case of participant 13, the main care giver was the 

wife and according to the participant, the daughter had little contact or understanding with 

her father's day-to-day care needs.  

 

5.13 Reluctance to involve Social Services 

Some participants objected to being associated with particular services. What is not clear 

in the transcripts, but was observed by the researcher, was that participants appeared 

uncomfortable with being associated with Social Services. They were visibly ill-at-ease at 

the prospect of such a connection.   

Clearly, being known as elderly or frail can influence a person's behaviour. It can evoke an 

emotional response which may be counter-productive to providing services to those who 

most need them. Participant 9 mentioned her great reluctance to visit a doctor. This 

participant said that she must be very ill indeed before consulting someone. She went on 

to say that she will never go in an ambulance voluntarily. This habit of delaying treatment 

may work to the detriment of health and highlights how an attitude can affect a person's 

interface with a health care service. 

 

5.14 Pharmacy concerns 

Ancillary services such as pharmacy and transport were discussed in the Carers' Focus 

Group.  These services were, however, more of a concern to the interview participants. 

Participant 17, for example, depended on her hairdresser as an informal carer. The 

hairdresser’s weekly visit would often lead to her taking the participant to do her shopping 

or providing help in other ways. Clearly, these are services not typically associated with a 

hairdresser but are excellent example of informal community care networks in action and 

the associated benefit to frail older patients.  

Participant 12 discussed pharmacists highlighting problems with repeat prescriptions. 

There are a range of other services which the participants depended upon that were not 
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initially considered. The participants had to share their information with many people and 

not all of these services communicated with each other. 

The interview participants had their own ways of understanding and complying with 

instruction from medical professionals. Several mentioned using labels on medication to 

dictate doses. The Carers' Focus Group specifically said some labels are incomplete in 

their information such as dosage and side effects. If there were side effects or implications 

of taking a medication that were poorly communicated, this could clearly be dangerous. 

Participant 12's pharmacist, he said, had questioned a new tablet on his prescription. This 

is an example of vigilance on the part of the pharmacist which may have been more easily 

resolved had the pharmacist had access to the information about why the tablet had been 

prescribed in the first place.  

 

5.15 Poor information flows 

Participant 4 is blind and regularly attends hospital for dialysis. She felt that the doctor had 

a good level of information about her circumstances. Indeed, it was the doctor who had 

arranged for transport to-and-from the hospital. The doctor was aware that she was blind 

and that this could present her with difficulty when travelling. The participant stated that 

the doctor had informed the transport service of this but that the message was not getting 

through. Drivers would frequently arrive and sound their car horn expecting her to be able 

to get to the car. This was despite the transport company being repeatedly told of her 

visual impairment. Thus, there is some evidence that even when appropriate medical 

information flows between services, communication fractures to a level where care is 

being affected. This also supports the Carers' Focus Group's anxiety that information is 

poorly/improperly used.  

The Carers' Focus Group raised the concern that if they were not facilitating care for their 

loved one, they may fall through the net. Participant 14 was treated for bowel cancer and 

fitted with a colostomy bag. This participant felt very much forgotten about. It was through 

her enquiry regarding a follow up scan that she discovered she would not be checked for 

any remaining cancer for a long time. Her concern was that it may be too late to prevent a 

further spread of cancer if the scan was not done sooner. She had to ask for the body 

scan which the medical professionals provided much sooner than intended. On this 

occasion, the participant was treated as a legitimate information source. Her concerns for 

delayed treatment were seen to be well founded and the doctors acted.  

In both the Carers' Focus Group and interviews, patient and carers were the driving force 

in information sharing in order to access services. Action may not have been taken without 

the intervention of non-medical personnel. These communication failures were echoed in 

both groups. 
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There is a question about who can provide legitimate information about a patient. 

Interview responses given by a patient in this study were frequently challenged. 

Participant 10 has Alzheimer's disease. He is aware that he has this illness and 

understood the limitations of his memory. When asked a question he would often look to 

his wife to respond. He depended on her nodding or giving information on his behalf and 

appeared happy with this arrangement. Participant 1 had the same condition but was at a 

very different stage of the illness (or it presented differently). Participant 1 had little 

understanding that she was ill and no apparent appreciation of the limits of her memory.  

Outside of the interview, which took place in January, this participant mentioned how she 

was looking forward to Christmas and had no awareness that Christmas had recently 

passed. Such memory lapses have wider implications and present additional challenges to 

those seeking accurate patient information. In this instance, and aware of the date, it was 

comparatively easy to identify the inaccuracy of this statement but the participant had 

delivered it with the same conviction she did with every other answer. On the surface, 

participant 1 appeared lucid and aware of her environment. Despite this, two relatives of 

the participant directly contradicted the information she gave. This suggests that 

facilitating an external information source and enabling input from legitimate information 

sources other than the patients themselves could have significant benefits to its 

validity/accuracy. 

 

6 Conclusions 

This study was commissioned to elicit information from a narrow group of patients and 

their carers residing with Nottingham/shire.  It was intended to illuminate the complex 

matter of information flows within the local health system.  As such, its wider applicability 

to other areas and patient populations may be limited. 

Within this context, the qualitative semi-structured approach taken here proved successful.  

Indeed, a far greater quantity of patient/carer information than had been anticipated was 

elicited by the methods employed.  This data is presented in full at the end of this report to 

enable further analysis where valuable. 

6.1 The use of information 

The interviews presented here suggest that an external information source of some kind 

may be useful. How people could use such a resource was investigated in the interviews. 

When asked how a person would most like to access their own records there was a 

variety of answers with no overwhelming majority view. Some preferred using the 

computer, calling their doctor, having an appointment to check the doctor’s records or 

receiving their own paper copy. 

As the interviewees presented little interest in their own records, they were unclear what 

they would potentially want to see in it. At times, participants stated what a doctor should 
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know.  At other times there was an assumption that services already shared information. 

There is the issue of no obvious place to store social information such as a person's home 

situation.  

When a new department or service already held a patient's information in advance, or a 

doctor checked notes, the participants were positive about this experience. If this external 

source of information held the contact details of who they wished to act on their behalf, 

then a paramedic or other such treating professional would know who needed to be 

informed.  

Those participants who did not have Lasting Power of Attorney but did have a specific 

person in mind of who they assumed would look after their affairs could also include 

details of this person within their information. 

As some participants displayed disinterest in having their records, this study suggests that 

in order to get more people engaged in such a system, there may be need for education 

about its potential benefits. Indeed, it is also important for patients and their carers to 

understand the risks posed by not having an accessible information repository.  

Importantly, an externally held information source would enable access to a patient's 

information. Such access should only be granted with the patient's prior permission. 

Any system solution should support the flow of inter-service information and help to 

prevent the loss or repetition of patient's circumstances. If held on the internet, it could be 

accessed remotely and instantly updated. If medications, treatment or diagnosing changed 

then the many complex variety of services a person uses could be informed. The security 

of such data would, however, require careful thought. 

Doctors admitting someone to hospital could also use this avenue to check if social or 

other welfare information exists, for example, does the patient have a carer and is the 

carer fit and able to continue to care for them?  

It may also be possible to store details of patient's preferred next of kin or other 

representative. Storage of individual wishes such as Do Not Resuscitate or who, if 

anyone, holds Lasting Power of Attorney? Importantly, with the patient/carer’s permission 

this could also be made available to clinicians/professionals. A patient could even check 

dates in their own records, to remember an appointment or simply to tell their travel 

insurance. 

As previously stated, this research is specific in its age group and the fact there are no 

medical professionals included. It could be of great benefit to see what a doctor or nurse 

may find useful to have available to them. Further research may, therefore, be required. 

This study is part of a wider work stream that has the goal of a technological solution to 

improve information gathering and sharing. The participants are exclusively patients within 

the healthcare system and the need to communicate sensitively with them is of paramount 

importance. 
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6.2 The need for an information repository for frail older people 

Participants in this study were opposed to being labelled frail/vulnerable/elderly.  They 

also objected to being associated with certain care providers, Social Services in particular. 

Great sensitivity is required when communicating with this population if the quest for 

improved information flows is going to be successful. 

To facilitate sensitive communication regarding the need to make appropriate care 

arrangements and ensure relevant information is accessible, the metaphor of a picnic is 

proposed. Thus, rather than ask a patient what they would do if they were seriously ill and 

unable to communicate their wishes, or if in the event of a stroke, who should handle their 

financial affairs, we propose to develop this metaphor which asks: 

If you were going on a picnic, what do you want in your basket? 

Here, the picnic graphic created for this study represents the patient's health and social 

care journey. The basket presented is the proposed external information source. The 

contents of the picnic represent the patient’s own information. It is perhaps easier to 

understand why you would make sure you had filled your basket before leaving for a 

picnic, than to understand why you might want to arrange Lasting Power of Attorney 

before you became ill.  

This metaphor aptly enables a patient to grasp who they might wish to access to their 

information. Thus, if they 'invite' someone to the picnic, they allow someone to have 

access to the contents of the basket. For example a patient may have someone who cares 

for them. The patient wants this individual to be able to make decisions regarding their 

care, know what medications they need and have say into what treatment is permitted.  

This person is invited to the picnic. They can look in the basket, put items in or take them 

out. There are times when a patient may want someone to have access to their 

information but not allow them to change it. An example could be a pharmacist who might 

find use in seeing what medication an individual is on (such as participant 12's blood 

pressure tablets) but the patient is unlikely to want a pharmacist to have access to wider 

information as they would their husband.  

The pharmacist could, however, be granted a temporary invite to the picnic. They can look 

in the basket (see the patient’s information) but not take anything in or out (i.e. they can't 

make changes to a patient's wishes). Further distinctions can be made as to the types of 

information that can be changed and what cannot. 
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Picnic Figure 4 showing effective arrangements and permissions in place 

In the above graphic, food in the picnic hamper represents treatment, services or 

information. It can be anything, such as surgery, medication or physiotherapy. A doctor 

who is invited to the picnic can change the contents of the food. Wishes such as Lasting 

Power of Attorney or Do Not Resuscitate are represented by an umbrella. The carer 

decides when the umbrella comes out when the weather turns bad e.g. the patient loses 

capacity.  

This example demonstrates aptly the versatility of this metaphor. A patient can also decide 

who is coming along on their picnic. This represents the people they see, both medical 

and otherwise. They can decide who has access to their information and who can change 

it e.g. who looks in the basket and who can put things in or take them out.  
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Alteration to treatment is represented by doctors changing items of food in the basket. It is 

inevitable that some picnics can be upset when unforeseen circumstances arise, e.g. it 

starts to rain.  In this case, the carer (or other nominated person) can decide to put up the 

umbrella.  In this format the patient has a metaphor for making their wishes known. The 

umbrella represents making these arrangements in advance before they get ill e.g. starts 

to rain and what they want people to do should those circumstances arise. Thus, rather 

than being faced with the unpleasant conversation if a patient has a stroke or suddenly 

becomes ill, patients are advised to made advanced directives to cover all eventualities. 

This concept of a patient having their own picnic basket is a way of explaining the need to 

plan ahead to share information with healthcare professionals. It is a less-harsh image for 

what are often difficult or upsetting concepts. The potential impact of not having such 

arrangements in place is, however, follows. 
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Picnic Figure 5 showing the absence of effective arrangements and permissions  

This study presents a limited number of participant and carer’s views.  As previously 

stated, it excludes those of the practitioner. The use of food to represent treatment and an 

umbrella to represent legal powers are purely examples to illustrate the complex data 

highlighted here.  
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Many other items could be included, for example:   

 carer's details  

 current medication 

 dietary preferences 

 family members authorised to speak 

 legal  

 religious 

 treatment a person wants/does not want 

 

Information that is not medical in nature, such as they can't stay in hospital overnight 

without care being arranged for someone/something at home can also be included. 

Further research is recommended to better understand what the contents might be, 

particularly what information professionals would find useful to see. With the concept of 

the basket representing an external information source, and those invited to the picnic 

able to access it, the metaphor is flexible to having its contents labelled as required.  

This leads into the practical application of such a metaphor. How to physically represent 

and communicate information requirements to patients and their families? The picnic 

metaphor is offered as a useful tool. In reality, it could also take the form of a small book 

the patient carries with them. It could be a paperless records programme within which the 

patient is uniquely identified by number or otherwise.  

Here, it is concluded that there are significant benefits in having such information 

available, whatever form it may eventually take. It is the view of this study that it would 

help to overcome many of the information difficulties and disconnects highlighted in this 

report and we hope that these important issues are now taken forward and addressed. 

The following recommendations are made in light of the issues identified by carers and 

older patient participants about the need for improved collection and sharing of information 

in order to improve patient and carer safety and experience: 

 

7 Recommendations 

1. The clinical and other risks arising from the inaccurate/non-existent frail older 

patient information highlighted in this report should be given urgent consideration 

by local commissioners and providers. 

2. A patient information strategy and work-plan should be created to mitigate ongoing 

risk to patient safety/wellbeing.  Frail older patients and their carers should be 

involved in this process. 

3. Carers should be recognised as a key source of patient information and should be 

respected as such. 
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4. Urgent consideration should be given to the creation of a local patient/carer-held 

repository for both heath and social care information. 

5. Patients and carers should be informed widely about the importance of making their 

future care wishes known through such mechanisms as Lasting Power of Attorney 

and Living Wills. 
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Appendices 

Appendix 1 

Interview 1 transcript 
 
Context 
 
 
People present were the interviewer, participant and the participant’s Husband/carer. The 
participant’s daughter had also been spoken to earlier and had been a Carers' Focus 
Group participant. 
 
The participant has dementia and a separate diagnosis of Paranoid Schizophrenia. There 
were several occasions where the answers given were contradicted by both her Husband 
(carer) and her daughter. For example, on declaring the last time she had been 
hospitalised was to give birth, the daughter and Husband both asserted she has had 
various accidents, surgeries and falls since then.  
 
The participant’s memory is poor and she believed that it would soon be Christmas, 
however, the interview took place in January.  
 
When asked about Power of Attorney, the participant had no real recollection or 
knowledge of having set this up. Family members confirmed outside of interview that this 
had been arranged very recently.  
 
These contradictions between participants, and at times, the participant contradicting 
herself, made subsequent analysis challenging. Another factor to consider is that the carer 
was very vocal.  On each occasion, his account of the facts differed from that of the 
participant. He regularly added information or openly contradicted the participant. At one 
point he left to wander the house returning later. During his absence, the participant did 
not change in the manner of her responses. The researcher concluded that this 
participant's responses were not dependant on the carers input, and she did not actively 
seek him to correct her.  This perhaps suggests that she believed her recollections to be 
entirely accurate.  
 
Interview   
 
Researcher – Ok so that’s switched on now, so that will just record away while I ask you 
these questions 
 
Participant – Yep 
 
Researcher – Ok so….we’ve cleared that, can you tell me which medical and social care 
services currently look after you? 
 
P – Uh, we’re at X Street 
 
Carer – X's medical practice 
 



33 
 

P – Yeah 
 
Researcher – Ok and is that a GP? 
 
Carer – Yes 
 
P – Yeah, a GP. There’s a number of GP’s there 
 
Researcher – Ok, so more than one 
 
P – Yeah so there’s a choice of doctors but we have our own particular doctor 
 
Carer – I’m not there anymore but that’s not important 
 
P – No but….[carer] don’t. He, uh…well {laughs} 
 
Researcher – Do you see anyone other than a GP? So, like a podiatrist or any other… 
 
P – Oh no 
 
Researcher – Just your GP 
 
Carer – Only the occasional blood-letting nurse 
 
P – Yeah the uh blood samples. That type of thing, yeah 
 
Researcher – Fine, and that’s on a periodic basis? 
 
Carer – Yes 
 
P – Yeah, just to check my blood is right 
 
Researcher – Ok, do you frequently see the same medical professionals, so is it the same 
doctor you see each time? 
 
Carer – She tries to see a female doctor. A young lady by the name of Doctor X 
 
Researcher – Dr X 
 
P – Yes, [slowly spells name] 
 
Carer – But it’s noticeable that whenever she submits a repeat prescription, it’s all signed 
by a different doctor. It’s always the same doctor who seems to do them all. 
 
Researcher – Ok that’s interesting 
 
P – Dr X is not there anymore 
 
Carer – No he retired 
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P – It’s X who I used to go to, but he retired 
 
Researcher – And…are there any other people involved in supporting you or looking after 
you… 
 
P – No, no 
 
Researcher – As you’ve mentioned previous to this, your Husband [Carer] looks after you 
 
P – Yes, yes 
 
Researcher – Is there anyone other than that? 
 
P – No, no 
 
Researcher – Friends or family? 
 
P – No 
 
Researcher – That’s fine. Ok and do you act as a carer for anyone? So do you look after 
anyone? 
 
P – No, nope, no 
 
Researcher - Ok so I just want some information on how the information on you is 
gathered. 
 
P – Yep 
 
Researcher – Can you tell me who asks for the information about your health and living 
conditions in the past year or so and what information do they ask for 
 
P – Nobody. Nobody. Yep 
 
Researcher – Ok 
 
Carer – Well she went for, uh 
 
P – Did I see the psychiatrist? I went to see the psychiatrist 
 
Carer – You did. When would it be? It would be about November I think was the last visit. 
 
P – Yeah, yeah. I remember that 
 
Carer – Dr X was the man. He was from X up at X Mental Health Trust. 
 
Researcher – And do you remember what sort of questions they would ask you for? What 
sort of information? 
 
P – Well there was different, uh, sort of a lot of the…questions…were what had been 
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asked before. Where do I live and that sort of thing. Had I got…can I give my address, and 
I could! Right up to me [States postcode] and those sort of questions 
 
Researcher – Ok then. You mentioned a GP and seeing nurses. 
 
P – Yeah 
 
Researcher – Do they ask you questions… 
 
P – I see the nurse because I have a blood problem 
 
Researcher – Ok 
 
Carer – Cholesterol 
 
P – Yeah, it’s blood. I go to see the nurse about 
 
Researcher – Alright. Will she ask you information about why you’re there or has she 
already got the information? 
 
P – No, no she’s got it. 
 
Carer – Usually she’ll go to see the GP who will fill out a form and say take that to the 
blood-letting person 
 
P – Yes, it’s for blood 
 
Carer – And you go to there, give her the note and she will go [Mimes drawing blood and 
waving goodbye] and see you 
 
Researcher – Ok, so you don’t need to volunteer the information, you already know what 
you have to tell them 
 
P – Oh yes. Yes. No problem 
 
Researcher – Ok that’s fine 
 
P – Yep 
 
Researcher – When you mention with your psychiatrist and also the doctors, how do they 
collect the information they need from you, such as where you live etc. Do they ask you to 
fill out a form or do they ask you questions? 
 
P – Ask, yeah they do originally 
 
Researcher – Ok so it’s form first? 
 
P – Yes for your address with your postal code and all those sort of things 
 
Carer – You don’t have to write it down, they just ask you, don’t they? 



36 
 

 
P – That’s right 
 
Researcher – Ok, so there is a combination with that 
 
P – Yeah 
 
Researcher – And who collects that information? So could it be the doctors themselves? 
Does a receptionist ever take it off you? 
 
P – Not a receptionist. Doesn’t take it off us. We give it to the doctor 
 
Carer – The psychiatrist 
 
P – What she does with it afterwards uh, we don’t know 
 
Researcher - Ok so no- 
 
P – No  
 
Researcher – No awareness there? 
 
P – No, that’s right 
 
Researcher – Ok you’ve hinted at this already but my next question is do you have any 
experience of having to repeat information you’re giving or any examples of that? 
 
P – Yeah, yeah I do. On occasions. Yep…I do repeat…what’s been said 
 
Researcher – Alright and does that make you feel anything from having to repeat 
yourself? Do you have any kind of response to that? 
 
P – Not really. It don’t cause me any stress 
 
Researcher – So you don’t mind that 
 
P – No, no 
 
Researcher – That’s fine. Ok and you’ve already mentioned you’ve not much of an 
awareness of what happens to your information once you’ve given it to them. 
 
P – No, that’s right 
 
Researcher – So do you have any idea of how your information is stored? 
 
P – No 
 
Researcher – No 
 
P – No. Must be in their records, I suppose. They’ll have records, won’t they? 
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Researcher – But they don’t give you much information on that? 
 
P – No 
 
Researcher – That’s fine, and do you have any awareness of how they keep that 
information up to date? So do they ever double check with you that your address is the 
same? 
 
P – No 
 
Researcher – Or do they just expect you to tell them? 
 
P – No. That’s it, they expect you to tell them 
 
Researcher – Now have your records ever been shared with you? So do you see them? 
 
P – No 
 
Researcher – Have you ever asked to? 
 
P – No uh, no. Not to read them 
 
Researcher – No, so you’ve not asked to and they’ve not been shown to you either 
 
P – No. They just sort of type it down while you’re there and that’s it 
 
Researcher – Would you like to have access to your records? Is it something you think 
would be beneficial? 
 
P – Well it’s no worrying me unduly, but…yeah 
 
Researcher – So it’s something that hasn’t really concerned you 
 
P – Yeah. No, as long as I’m alright now, sort of thing, I’m not too worried about what they 
do with what’s in the past 
 
Researcher – Ok so you’re happy for them to have the information and not yourself 
 
P – Yeah, yeah 
 
Researcher – Do you keep any records yourself? At home? 
 
P – No 
 
Researcher – Do you know if [Carer] does? 
 
P – Do you? 
 
Carer – Well the only thing we have here is the repeat prescription form and she normally 
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has her medication morning and night before she goes to bed. 
 
Researcher – Ok so how do you keep that plan? Do you just keep a note of it? Do you 
remember it? 
 
Carer – Well uh, all I do is because [P] is inclined to be a worrier, she’ll say when she gets 
down to the least box of a particular pill, that she wants a repeat prescription. 
 
P – Yeah, yep 
 
Carer – So what we do is look on the label [gets up and collects a medication box] that will 
say for example…and I took them all in this morning…see that one is called Olanzapine, 
and they give you 56 which is…I asked for two months supply  
 
Researcher – Ok 
 
P – Yes because it was going down every fortnight and it was ridiculous, really was  
 
Carer – That’s right, that’s right. So I look on there and it’ll say, 56 days on from that 
should be…I think it’s about the 10th of December or something like that… 
 
P – [Takes box] Some of them have been used though… 
 
Carer – Yes well that’s right, that’s not important, but she worries as soon as she gets 
down to anything… 
 
P – Yes, as I say [taking pills out of box] quite a lot of them 
 
Carer - …I know, I know. Yes, well you’ve had me take the thing to X Street today 
 
P – Well that’s fine 
 
Carer – That’s what I’m saying 
 
Researcher – So your label actually has a lot of your records on it, so you don’t need to 
keep… 
 
Carer – All you need to know is 56 days is on the calendar from the last issue which is 
15th of the 11th might’ve been…it’s going to be the 10th of January obviously 
 
P – Yeah 
 
Researcher – So do you write it down on the calendar? 
 
Carer – No, no. All I do, when she starts to get concerned that she’s down to her last box I 
go and I say, oh that’s the 10th of January and uh, this morning we took in…I made out 
the, ticked off all the items on the list to take to X Street and I took it in, and I explained to 
the lady who does the repeat prescriptions. I said one of them, you will find, isn’t due ‘til 
the 25th of January but would you please get it filled in and we won’t offer it to the 
pharmacy until the day it’s due. Then at least she’ll be satisfied the fact she’s not going to 
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run out 
 
Researcher – So it’s reassuring knowing it’s already in place for you 
 
P – Yes, yeah 
 
Carer – That’s right 
 
Researcher- That’s good then. So um, you’ve almost answered the next question in a 
way, of with these records you keep yourself. Which seem to be [Carer] looking after your 
repeat prescription, who do you share that information with in terms of your records? 
 
P – Nobody 
 
Researcher – So you just tell the pharmacist when you’re ready? 
 
P – Yes. That’s right. Oh yeah 
 
Researcher – Now can you tell me if anyone asks you about your care preference? So this 
is things like how you like to be addressed. So do you like to be called [first name], do you 
like to be called Mrs [surname], does anyone ask you? 
 
[Carer leaves room] 
 
P – [Gives abbreviation of first name] if it’s a friend 
 
Carer – The doctor always calls her Mrs 
 
P – The doctor, yes, I’m called Mrs [surname} 
 
Researcher – Ok and did the doctor check that‘s how you like to be called? Or did the 
doctor assume? 
 
P – Well he assumed it, but I wouldn’t want to, them to use a personal name anyway, 
Researcher, so I’m quite happy with Mrs [surname]. He’s got my full name and everything 
 
Researcher – That’s fine then, so whether or not the doctor has checked, he is addressing 
you in the way you would like to be called anyway 
 
P – Yeah, yep 
 
Researcher – Now, has anyone ever asked about your wider family in terms of who should 
be contacted if you were to be taken very poorly? 
 
P – Well my eldest brother 
 
Researcher – Your eldest brother 
 
P  - [Brother X] I would expect to be contacted. Umm, [Sister X] is the middle one and 
[Brother-in-Law X], but [Brother X] is the eldest one. 
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Researcher – Ok so that’s who you’d like to be contacted 
 
P – Yeah, I would really 
 
Researcher – Ok, so has your doctor or psychiatrist or any of the nurses checked with you 
that that is who should be contacted? 
 
P – Um, no. Not really, no 
 
Researcher – So they don’t know? 
 
P – No, yeah, so this is it. He’s the eldest in the family, though [Sister X] is closer than 
[Brother X] 
 
Researcher – Now I don’t believe you have any pets yourself, but they’ve never checked if 
you have pets or anyone dependent on you to look after? 
 
P – No, no 
 
Researcher – That’s fine. So does anyone regularly check up on your situation at 
home…so how well you’re coping keeping the house clean, getting yourself dressed, and 
day-to-day chores? 
 
P – No…no I just, yeah, yeah…no I just don’t seems to have any problems with that. 
 
Researcher – Ok so you don’t have problems 
 
P – That’s right, yeah. Uh [Carer] does most of the cleaning. He tends to do Sunday clean 
on Sundays and uh, I leave him to it [laughs] he’s always done it so I think…right, that’s 
fine. I could tell you where the dusters are, that’s for sure. I could show you now. Yeah, 
yeah. 
 
Researcher – And do any of the doctors ever make sure that you’re still ok, or do they just 
assume you’re ok? 
 
P – No, no. I suppose they assume I’m ok. They don’t get…no… 
 
Researcher – They don’t ask? 
 
P – No 
 
Researcher – Now have you made any arrangements for anyone to speak on your behalf 
if you get ill? So has anyone got Lasting Power of Attorney, for example? 
 
P – No…uhh…only [Carer] 
 
Researcher – Only [Carer] 
 
P – Yeah, he’s the only one 
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Researcher – So he’s got Lasting Power of Attorney 
  
P – Couldn’t very well ask [Brother-in-Law X] and um, them sort of people 
 
Researcher – Ok then, and does anyone know that you Husband, [Carer]’s got Lasting 
Power of Attorney? Have you told anyone? 
 
P – No I haven’t told [Sister X] or anybody like that…don’t see the point 
 
Researcher – Ok and have you told any medical professionals? 
 
P – No, no…no. That’s it 
 
Researcher – Ok, now if this were an ideal world, so all your information about how you’re 
looked after, Lasting Power of Attorney, things like that…would you like to share that sort 
of information and who would you like to share it with? So who would you feel better 
knowing knew that about you? 
 
P – Well [Sister X] better than [Brother X] 
 
Researcher – Ok then specifically a family member? 
 
P – Ah yeah 
 
Researcher – And would you feel better knowing a doctor knew that information or are you 
happy for family to know that? 
 
P – Well I’m um, happy for family to know that really. Do you think we ought to let the 
Doctor know? 
 
Researcher – Well it’s not whether it’s right or wrong, it’s just who you feel comfortable 
knowing how you need to be looked after 
 
P – Yeah 
 
Researcher – How your medicine is taken 
 
P – Well if there is anybody else other than [Carer] it would be [Sister X] and [Brother-in-
Law X] 
 
Researcher – Ok then 
 
P – Because they are closer anyway and I see them on a regular basis, so [Sister K] and 
[Brother-in-Law X]…yep 
 
Researcher – That’s who you would be happy with knowing 
 
P – Yeah, yep 
 



42 
 

Researcher – Right, so we’re going to have a look at some different situations now. So 
when doctors ask you your questions, who you are, where you live. Things like that, we’re 
going to see if it changes. Have you ever had to go into hospital for an unplanned visit? So 
suddenly had to go into A & E or anything? 
 
P – Oh no…no. Nothing like that 
 
Researcher – Well that’s good then 
 
P – Only giving birth [laughs] 
 
Researcher – So I’m assuming that’s not in the last year or so 
 
P – [Laughs] No, oh no. They cut me in half. Well I was having problems giving birth to 
[daughter] 
 
Researcher – Oh dear 
 
P – They about cut me in half before they’d finished. MidWife came and we finished up 
with an ambulance so I was a bit frightened there. 
 
Researcher – But firmly not in the last year? 
 
P – [Laughs] No thank you 
 
Researcher – In the past year or so, has your care had to change at all, which meant that 
you had to see a new professional? Someone come help you? 
 
P – No. Not in the last year. 
 
Researcher – Ok so you’ve not had a new psychiatrist or GP or anything like that? 
 
P – No…no 
 
Researcher – And is there anyone else that helps you? For example do you get meals-on-
wheels? I mentioned a podiatrist earlier… 
 
P – Yeah…No, no one 
 
Researcher - No one helps, so it’s just you and your Husband? 
 
P – Yep 
 
Researcher – Now when people are asking you questions about your health, and how well 
you’re living and looking after things, how does it make you feel? 
 
P – Oh it’s…uh…it’s alright. I haven’t got any problem with it. I’ve got no problem 
whatsoever. As long as I’m alright, I’m not worried 
 
Researcher – That’s fine, and do you feel people really take you seriously and listen to 
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what you’re saying? 
 
P – Oh yes. Yeah, I’ve got a good group of friends 
 
Researcher – That’s good then 
 
P – Yep 
 
Researcher – And how do professionals react to information, say, that other people give 
them? Say, if [Carer] were to offer them information about you. Do they take him as 
seriously as they would an answer from you? 
 
P – Yes, oh I would think so. Yeah…yeah, there’s only sort of…people at the pool really 
and [Brother-in-Law X], and those sort of people. Oh yeah…yeah, yeah 
 
Researcher – Ok so they listen to you both equally 
 
P – Yes, oh yes. Yeah no problem with that 
 
Researcher – Now you’ve mentioned already your Husband being your carer… 
 
P – Yeah 
 
Researcher – So with your GP, is he aware that [Carer] is looking after you? 
 
P – I…don’t think so. I don’t know. To tell you the truth 
 
Researcher – Ok, so from that, the GP doesn’t have an awareness then of perhaps what 
your Husband's limits are or his strengths? Does he know that he can look after you, look 
after the house? 
 
P – Not as far as I know. 
 
Researcher – Ok and do you know if the GP has ever asked, or any professional? 
 
P – I don’t know. I don’t think so 
 
Researcher – That’s fine. Ok so if [Carer] was to become unwell is there any plan for 
making sure you’re well looked after? 
 
P – …I don’t know. Got no idea 
 
Researcher – That’s fine, so if [Carer] were poorly for a bit and couldn’t look after you for a 
week, you don’t know if there is a plan or not to make sure that everything is fine with you? 
 
P – No. I don’t know. No…no 
 
Researcher – Ok…now when you give your information to your medical professionals, so 
when you tell your GP or your nurse or psychiatrist, do you know if they’re paying attention 
to that information? Is it being effectively used, in your view? 
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P – They seem to be…you know…taking notice 
 
Researcher – Ok so you’re making…I say making…they are recording it correctly so 
you’re not having to correct them on anything? 
 
P – Yes, yes. Yeah I’ve got no problem with that 
 
Researcher – And the same group of people, so the medical professionals, what 
awareness do they have regarding your confidentiality? So you’ve said you’re ok with your 
sister having information about you, and your eldest brother, so do the professionals know 
that you’re ok…that they could talk to [Sister X] or to [Brother X]? 
 
P – No, they don’t know that. I’ve just told you that. 
 
Researcher – They don’t know that. Have they ever asked? 
 
P – No they haven’t asked…no, they haven’t asked 
 
Researcher – Ok and is there anything else you want to add that you think is particularly 
relevant? 
 
P – I can’t think of anything else, Researcher. [directed at Carer as he re-enters room] 
We’ve been talking about [Sister X] and [Brother-in-Law X]…would I mind if they had…sort 
of had information and that sort of thing 
 
Carer – You can always ring them [gives phone number] 
 
Researcher – Ok I might get that off you in a minute 
 
P – And that’s [Sister X’s] number 
 
Researcher – Ok so that’s the sum total of the questions I’ve got for you right now so I’m 
just going to switch off the recording 
 
 
-Recording ends 
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Appendix 2 

Interview 2 transcript 

Context 

 
People present were the interviewer and the participant. The participant’s daughter and 
Wife (who he cares for) were also spoken to, outside of the interview. 
 
The participant appeared confident and consistent when answering. The participant 

expressed a concern that the doctors had washed their hands of his Wife after her 

diagnosis of Alzheimer’s and were no longer pursuing treatment.  

I spoke with the participant’s daughter, who had also been present during the interview, 

regarding this. Her impression of the meeting had been wholly different. In her mind the 

doctor had explained that there was no further treatment to give her Mother at that point.  

The psychiatrist had explained that her Mother had a degenerative condition and was 

currently on the best medication.  He had commented that nothing else could be done until 

the cared-for deteriorated as she undoubtedly would. At this point, Memory clinics, Day 

Centres or Long Term care would be options and these could be accessed via a GP 

referral. 

The participant, however, interpreted this as treatment being available but actively 

withheld from them 

Interview 
 
Researcher – Ok so we’re starting 
 
P – Ok 
 
Researcher – So can you tell me which medical and social care services currently look 
after you? 
 
P – Umm, Xl it’s at X, X I think it’s called 
 
Researcher – X Medical Practice? 
 
P – Yep 
 
Researcher – Ok, and that’s a GP? 
 
P – Yep. Dr X if you want the name, it’s an Indian…XXXXXXX [spells name] 
Researcher – Ok and there’s no one else you see on a regular basis? 
 
P – Nope, except she might say blood test and go to see the Nurse, gives you a note to 
say what they’re looking for 
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Researcher – Alright so Nurses and GP’s are who you generally see? 
 
P – That’s right 
 
Researcher – And do you frequently meet the same professionals or- 
 
P – Usually, yes 
 
Researcher – Usually it’s the same people 
 
P – Well I’ve never seen anyone other than her, you see? Because I went there a couple 
of years ago when our Doctor retired at X street and [Daughter X] said why don’t you 
come to our doctors which is at X so I did but [Wife] has been there much much longer 
than I have and she was reluctant to move, “They know me”. 
 
Researcher – And is there anyone else involved in supporting you, so family, friends or 
neighbours?  
 
P – Well I mean I’ve only got family who at the moment I’m…thankfully I don’t need any 
particular support, do I? 
 
Researcher – Ok, and do you act as a carer for anyone? 
 
P – Yes, I do, don’t I? 
 
Researcher – Yep, and that’s your Wife, as you mentioned earlier? 
 
P - That’s correct, yes 
 
Researcher – Ok so we’re going to look at how some of the information about you is 
gathered so can you tell me who has asked for information about your health and living 
conditions in the past or so, and what information they asked for? 
 
P – Well the only question is that we’ve had these psychiatrists who I’ve taken [Wife] along 
and, you know, it’s more about her way of life, as opposed to mine. 
 
Researcher – Ok so they’ve not asked you directly regarding your own health. 
 
P – No, no. Fortunately I suffer from reasonable good health so I can’t complain. 
 
Researcher – Ok and do you ever volunteer information for them? 
 
P – Well they never ask, that’s the top and bottom, isn’t it? 
 
Researcher – Ok, now the information about you, your health and the information with the 
GP’s, how do they collect it? Do they ask you verbally, do you fill in forms? 
 
P – Umm, no the only form I filled in, very small thing, was the fact it’s going to go on to 
online ordering of, you know, repeat prescriptions and I went to the chemist, the 
pharmacist a few months ago and they said “It’s going to come through, would you mind if 
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we become your…” and it’s ideal ‘cause it’s only down the road at this side of X…and 
that’s the only form I’ve needed to fill in for quite some time. 
 
Researcher – That’s fine, and whenever you’ve been asked for information, who tends to 
collect it from you? So does it tend to be a GP or receptionist? 
 
P – Well no body, cause as I say they don’t ask, do they. They just uh…you go along and 
as I say Dr X, when I first turned up at her surgery, she said well that…Ramipril I think was 
the one um, she said that’s unusually small dose, but you see I do a bit of jogging and I do 
walking and things like that but theoretically I shouldn’t have a high blood pressure, 
hypertension, but it’s there for whatever reason. Maybe I should have a scan and they’ll 
say ‘Oh there’s a, some sort of restriction just there and we’ll nip you in for half a day, and 
it’ll be gone.’ 
 
Researcher – Ok so this information regarding your lifestyle and- 
 
P – No she said I know you try to keep yourself fit 
 
Researcher – So she speaks to you about it? That’s how she finds out? 
 
P – Oh yes. Yes 
 
Researcher – That’s fine, and do you have any experience of repeating the same 
information to the people providing the service to you and do you have any examples? 
 
P – I don’t think so. No 
 
Researcher – So you don’t experience- 
 
P – No normally I’ll go along twice a year for her to check my blood pressure and she’ll 
say that’s ok usually, and I have a machine in here which I do it myself about once a 
week. When I can get round to it, and they’ve all been reasonable, of late. Well for as long 
as I can remember, but that’s because I have two different tablets each morning 
 
Researcher – Ok and the information on you, so what’s at the GP’s and Nurses, do you 
know how the information is kept? 
 
P – No. They used to have a card inside a sort of, an evelope-ey thing and they would pull 
it out and say, oh well he came here, and read and say what have you come for this time 
and that was it but I’ve never seen one of them in years 
 
Researcher – So they’re not using the card system but you don’t know what they’ve 
replaced it with? 
 
P – No, no. I imagine it’s going to be a PC thing, isn’t it. 
 
Researcher – Ok so on computer as far as you know but you’re not sure. That’s fine 
 
P – Yep 
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Researcher – Now, are you aware of how they keep that information up to date? So do the 
staff ever review it with you? Or do they expect you to- 
 
P – They, they…they can look back and they could say oh he was here two months ago 
because he wanted whatever, but they don’t say…they don’t talk to you about it. They just 
look and make their judgement, you know, what…I’m not one of these who goes to the 
doctors every other day and says I want I’ve got…so as I say. I’ve always tried to look 
after myself physically which has paid dividends as far as I know. I’ve got friends much 
younger than I am who’ve had heart attacks and had strokes and other funny things, 
which thankfully I’ve managed to avoid so far. 
 
Researcher – That’s good. So if anything changed with your personal details or your 
health, they would depend on you telling them, they would never prompt you to see if 
anything has changed? 
 
P – Oh that’s right. It would only be…I’d have to go along and say oh I’ve got belly ache or 
whatever and they would prod me with a fork or whatever, let some of the gas out, or 
whatever they’d do and that would be it. 
 
Researcher – Ok, so are any of your records or files shared with you? 
 
P – No 
 
Researcher – And have you ever asked to see them? 
 
P – No, I’ve never asked because I’ve never seen a need. It’s not that I’ve got some awful 
thing hanging over my head and I’d say how much longer have I got. I’m just grateful that I 
am as I am. That’s really the important…the important thing is to do as much as you can 
for as long as you can and not say oh I won’t do that anymore, and next week say oh and I 
wont do that anymore. Gradually you go down and down until you can do nothing. 
 
Researcher – And regarding your records, would you like to have access to that or are 
you, as you say, not so bothered? 
 
P – Well, I’m more concerned that anybody shouldn’t be allowed to access your thing 
because then if they’re in the selling game because they can come along and say you’ve 
got so and so, we sell that to cure it or to make it a bit better 
 
Researcher – Ok so confidentiality is more important to you than access? 
 
P – Of course it is, yes, I have to rely on the ability of the GP 
 
Researcher – Absolutely. Ok, so regarding your health, do you keep any records yourself? 
 
[Participant gets up from table to collect something] 
 
P – I weigh myself every time I go in the bath 
 
Researcher – Ok  
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P – And it tends to be, by and large, pretty good.  
 
Researcher – Ok and do you record that anywhere? Do you write it down or do you just 
keep it in mind? 
 
P – No, I just look and see well that’s about what it was last time 
 
Researcher – See if the numbers are the same 
 
P – That’s my blood pressure check, see 
 
[Hands over list of readings] 
 
Researcher – Ah right, and this is a record you’ve made? 
 
P – That’s right, yes 
 
Researcher – Dated with blood pressure levels 
 
P – That’s right 
 
Researcher – That’s fine. So you don’t tend to keep it on computer or anywhere else? You 
keep that one written down 
 
P – No. Well I don’t need to. That’s in there, isn’t it 
 
Researcher – That’s fine, and the weight aspect you keep in your head. 
 
P – That’s right 
 
Researcher – Ok now do you share those records with anyone? Have you ever shared it 
with a GP? 
 
P – I did take that along to Dr X because she said ooh you haven’t had your blood 
pressure taken for however long and I said well that’s because I don’t really see a need 
 
Researcher – Ok and did she welcome seeing that record? 
 
P – Well she looked through it and she seemed quite satisfied with what I’d done 
 
Researcher – Ok so she accepted that information 
 
P – She didn’t say you mustn’t do that anymore, that’s for sure 
 
Researcher – Ok and regarding healthcare professionals, has anyone ever asked about 
your preferences on how you wish to be treated, so dietary needs, whether you like to be 
addressed as Mr? 
 
P – No, nope. I haven’t got any particular problems in that respect. I eat everything that’s 
put before me because I burn it off. One way or another, I’m happy to say I am as I am 
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Researcher – Ok and do they ever check how you want to be addressed? Whether it’s Mr 
[Surname] or… 
 
P – Well they’re normally polite and would call you Mr [Surname] 
 
Researcher – Ok so it’s never arisen as an issue because they’ve always called you how 
you would like to be called? 
 
P – That’s right. Yes, that’s right. 
 
Researcher – That’s fine. Ok and can you tell me, has any medical professional or 
otherwise asked about your wider family or pets, or people dependant on you? 
 
 P – No. I can’t recall that. Apart from when we’ve had um, an appointment at the hospital 
for [Wife]’s psychiatrist. I mean obviously then it comes down to me who does this, who 
does that, and I answer 
 
Researcher – So you have experience of it, just not with your own health needs? 
 
P – That’s right  
 
Researcher – But with the person you care for? 
 
P – Yep 
 
Researcher – Ok and does anyone ever regularly check up on the situation at home, so 
that you’re coping- 
 
P – No, no. This is something I am concerned about. My Wife has been going, either 
having visit, unusually by a psychiatrist, came to our house, because of [Daughter]’s 
involvement in the NHS, and she came in. She said it’s very unusual for the psychiatrist to 
come and to see the patient. She said normally you come to the clinic at the QMC or 
Duncan MacMillan or St Francis and that’s it…but it’s been going on for a number of years 
now and it…it has been sort of six-monthly until the last one which was what…three or 
four months ago? I think it was November, and the doctor’s diagnosis confirmed [Wife] has 
Alzheimer’s and two other problems as well, you see. Which is paranoid schizophrenia 
and the other one is this restless leg syndrome, which she insists is getting better 
 
Researcher – Ok and with…just to pick up on the point that the psychiatrist actually visited 
you at home, do you know if the questions asked differed in any way to how they’re 
normally asked? 
 
P – No, well it was a new thing to us. In that she went down with paranoia. This was a 
problem. She was extremely worked up about things. People had got it in for her or 
whatever and it was [Daughter] who actually said , you know, I’m going to bring her in to 
see…what she makes 
 
Researcher – Ok and in terms of when the psychiatrist visited you, were the questions 
asked fairly medical and not so much about the care side? 
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P – Yeah, I mean really it was just mostly questions to [Wife] you see. That was the 
problem and where there was a need, I would say my little bit 
 
Researcher – Ok, so there were no questions in terms of cooking and cleaning and 
looking after the house and how well you coped? 
 
P – One of them, that was a Dr…X I think his name was, …X, X who was…we saw last 
August at Queens Med. He was Egyptian and he was very thoughtful. I thought he was 
very good and I would have liked her to have continued to see him, because since Dr X, 
was an Indian a, was going to retire I think at the beginning of last year…we’ve been kept 
saying we’re going to get Dr X who resides at Mapperly, at Duncan MacMillan and uh, 
each time there would be another letter would arrive to say he’s still on long term sick and 
so you’re going to see doctor whoever it was, and Dr X was the one. I think it was last 
August and I really did think he was very, very good. He said I am not satisfied with the 
diagnosis so I’d hope to see him again but he disappeared off the radar. 
 
Researcher – Ok…talking more about your health specifically, have you made any 
arrangements for anyone to speak on your behalf if you were to become very ill? 
 
P – Yes I have, yes…I’ve got [Daughter] is down, and also [Friend X] who is next-door 
neighbour. She’s signed up as Lasting Power of Attorney. 
 
Researcher – Right and for [Daughter] as well? For both of them? 
 
P – Yes, that’s right, yes. 
 
Researcher – Ok and- 
 
P – She is a non-family member, that’s what I was asked to find. 
 
Researcher – And do you know if that information is recorded anywhere? 
 
P – Yes, [Daughter] has got it all on those lists and I’ve got that file down at the side of that 
chair in that bag. 
 
Researcher – And does any medical professional have that information? 
 
P – Well it goes back to whoever deals with Lasting Power of Attorney in that case. 
[Daughter] would know more about the other thing because she’s got all the other papers. 
She’ll know where that goes 
 
Researcher – Ok so in an ideal world, so your best-case scenario, who would you like to 
know had that information? So out of GP’s, Nurses, professionals, friends, family etc 
 
P – I can’t see the point in sharing it with a thousand social services or whatever 
department because it’s just clutter as far as I’m…I mean if you multiply me by 60 million 
times, which is what potentially we’re talking about, there’s no point in that. Anybody who 
needs to know should go to your GP and say is he, has he, will he, won’t he and you tell 
me. The GP would then decide if it was right to give that information 
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Researcher – Ok so the GP knowing would be a possibility for you? 
 
P – Oh I’m sure, yeah I’m sure it would. Well…well what would be the point of…who would 
really benefit by having it unless there was a specific reason to do so, ‘cause you’re not 
just talking about me. You’re talking about a whole load of other people 
 
Researcher – Ok…so I just want to look at a few different healthcare situations…so in the 
past year or so have you had an unplanned hospital visit, so A & E or anything like that? 
 
P – No  
 
Researcher – Nothing at all? 
 
P – No 
 
Researcher – That’s fine. In terms of your healthcare in the past year, have you had any 
changes to the way you need to be cared for or any care plan, which has meant a new 
member of staff being introduced to you? 
 
P – No 
 
Researcher – That’s fine, and you’ve touched on this already, but in terms of other people 
who help you, so I believe you’re not in contact with meals-on-wheels or podiatrists or 
anything… 
 
P – No 
 
Researcher – No social services, it’s just your GP as and when 
 
P – That’s right. Yep. 
 
Researcher – Now I want to ask a bit about how you feel when people ask you questions 
about your health or how you live. So in terms of whether you feel listened to, whether 
they take what you’re suggesting on board. 
 
P – Yep, well nobody’s been in a position to want to ask me that, of late, and I try to keep 
myself as well as I can so therefore there’s no point in going along with what I want to talk 
to you about unless I have a reason to do so...and thankfully it’s a long time since I had a 
need. 
 
Researcher – Ok so the one example could be when your GP specifically spoke about 
your blood pressure, you offered the information about your records, but other than that, 
it’s more of a not needing to say if it doesn’t need to be said. 
 
P – Yes, yes well that’s right. Thankfully as I say…I’ve lost a lot of people I went to school 
with have died already. Some of the ones who are still alive are not at all well so I’m 
grateful that I am as I am. 
 
Researcher – Well that’s good. Ok so you don’t have a carer so we don’t need that 
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question. Now the information you have given, so the example would be your records of 
blood pressure and also anything the doctors do ask you for, do you feel the information is 
effectively used? So are staff aware- 
 
P – Well it’s difficult to know because if I go every six months and have my blood pressure 
taken, that’s fine…what’s the point? 
 
Researcher – Ok so if you’re healthy, nothing happens and that’s all you need to know? 
 
P – That’s right. If she says ah, it’s gone up by too much we have to do something. We 
have to increase your dosage of whatever. 
 
Researcher – Ok then, but at the moment that has not needed to be done? 
 
P – No, and it has been like that for a long time 
 
Researcher – Ok and you’ve already made mention that confidentiality is important-  
 
P – Well it should be important, shouldn’t it? 
 
Researcher – Now what awareness do you have…um…of professionals regarding your 
confidentiality? So say you were happy with particular family members having your 
information but other people perhaps you didn’t want them to have your information…how 
aware is your GP of who they can talk to? 
 
P – Well  they’ve never asked me who is my…I mean obviously it would be [Daughter] 
because [Son] is so far away that by the time they got in touch with him, it would be no 
point. That’s how it would become…uh…I do not recall whether or not we have 
[Daughter]’s name down and her address on the records. It’s something we’d have to find 
out, I suppose 
 
Researcher – So is it generally on a one-to-one basis, that your doctors only talk to you 
alone and you’re ok with that. 
 
P – That’s right, yes. Oh yes 
 
Researcher – Ok and is there anything that you would like to add? 
 
P – Is that the end of the interview then? 
 
Researcher – Almost, this is just if there is anything burning that you think is relevant for 
me to know 
 
P – For my…for my money it should be this Matron in all hospitals regardless of the cost, 
which will be chicken feed compared with the millions or the billions that are poured in 
a…well it’s like throwing fivers into a furnace, isn’t it? 
 
Researcher – So to touch on how you said you’ve not much awareness on how your 
records are kept- 
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P – That’s right  
 
Researcher – Nor are you particularly bothered so long as they are safe, you see a lot of 
value on the professional’s side, as to having a Matron perhaps as a focal point. That they 
are looking after it for you. 
 
P – Yes, well the difference is, the point is that a Matron is a very senior nurse. Not a 
highly qualified nobody, as far as I’m concerned, who is brilliant with figures but 
absolutely…if they were in a…in a ward where a patient had a stroke or a heart attack or a 
whatever, they would be less than useless, wouldn’t they. Right so you would have a 
Matron there who’ll say Nurse do that and get on with it, and she would probably be able 
to join in as well to stabilise the patient and to me that would be far more useful than 
having another ten managers for this, manager for that, manager for the other. ‘Cause 
they all put money on the cost but in reality they do very little to create a satisfactory 
health service. 
 
Researcher – Right so you would place a lot more value on a Matron- 
 
P – Yes a Matron rather than any sort of a manager 
 
Researcher – Or rather than a manager, say for your personal health needs and records, 
in terms of allergies, your health care, your medication, rather than having a records 
yourself you could access or take with you, you’d rather leave it in the hands of a 
professional you trusted? 
 
P – Yes, yes…that’s right, I would. Why do I need to know that, that’s the point. I’m not 
expecting to pop off at any minute and I’m not saying I’ve got something hanging over me 
that could strike me down any day now. A Matron, for my money, is the biggest single unit 
that could improve the NHS. 
 
Researcher – Ok then. Well thank you very much. Is there anything else you want to add 
on top of that or does that cover it? 
 
P – No, I don’t think so 
 
Researcher – Right so thank you very much for your time 
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Appendix 3 

Interview 3 transcript 

Context 

 
Present were the interviewer, the participant and his Wife. The participant and Wife are 
classed as carers for each other, however on a personal basis they agree the participant 
does the majority of care for the both of them. 
 
The participant has no mental issues or diagnosis which he spoke of. He has had 
extensive health problems from stokes, allergies and falls. Overall he is confident in his 
answering but was unsure of events which happened more than a year ago. He was 
confident in the medical profession and comfortable in trusting his care to others. It was 
observed that this participant had made remarkably detailed records for himself and his 
Wife regarding their health care.  
 
Each had an A4 ring binder with information of appointments, medication and treatment. 
Also the participant had a list of his current medications which he carried with him at all 
times. This level of organisation, he said, took time and effort but the participant could not 
think of an instance where it had actually been used.  
 
Interview  
 
Researcher - Okay [carer] can you start by telling me which medical and social care 
services currently look after you? 
 
Participant - Only my doctors and have to go to hospital every now and again for scans 
and different things. 
 
Researcher - Okay so your GP and doctors generally, so no other regular contact like 
podiatrists? 
 
Participant - No 
 
Researcher - Anything? No that's fine and even frequently meet the same medical 
professionals and staff or do they regularly change? 
 
Participant - Regular ones. 
 
Researcher - Okay so you have the same GP? 
 
Participant - Well I have physiotherapy, don't I. On the shoulder. 
 
Participant Wife - Oh yes you have that. 
 
Researcher - Oh right okay. So you see a physiotherapist. 
 
Participant - Well I fell down last year. I did my shoulder on the ice, have been at 
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physiotherapy with it ever since. It's still not right. 
 
Researcher - Right, and is at the same physiotherapist you see each time? 
 
Participant - Yes, yes. 
 
Researcher - Okay. 
 
Participant - I believe he's got a base, I think the base is X, I'm not sure but it comes to our 
surgery every Friday. 
 
Researcher - Right so he doesn't come to you directly, he comes to your GP surgery? 
 
Participant - Yes we go to the doctors and see him in there. I think he uses the room 
alternately with the one from the hospital who does the blood tests. 
 
Researcher - Okay and are there any other people involved in supporting, looking after 
you. So do you have a carer? 
 
Participant - No not really. [Daughter] does a bit of ironing for us and she gets a Sunday 
dinner ready and all, that's about it. I do just about everything. 
 
Researcher - Okay so family come in and help occasionally but you don't have a formal 
care plan with anyone? 
 
Participant - No. 
 
Researcher - And do you act as a carer for anyone? 
 
Participant - Well we have both got carers granted to each other but there was no money 
involved because we were over 60 when we went but it leads to other things like pension 
credit, which that, that's more or less gone anyway. Council Tax and things like that. 
Hearing or teeth or glasses but we've never had it. We've always paid for ourselves. 
 
Researcher - So you do qualify for having a carer? Or do you mean that you are carers for 
each other? 
 
Participant - We are carers for each other, yes. It was granted, yes 
 
Researcher - Okay and by the same merits, so, you act as a carer for your Wife and she 
acts as a carer for you? 
 
Participant - Yes 
 
Researcher - So I just want to look at how information about you is gathered. So can you 
tell me who has asked for information about your health and living conditions in the past 
year or so and what information did they ask for? 
 
Participant - For me? Umm well I was sent, they asked for me, now they sent me a letter 
didn't they saying if you've got over so much money you must tell us because I worried 
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about it. So I went down to see them and they said don't worry about it, just forget it 
[laughs] because I haven't got much 
 
Researcher - And do you know who it was who asked about that? 
 
Participant - It was, it was at the library, it was to do with the Council. 
 
Researcher - Was it linked with the benefit? 
 
Participant - Yes. 
 
Researcher - Ah, and you were asked by letter to go in and they said don't worry about it. 
 
Participant - Yes. 
 
Researcher - Okay and has your GP ever asked for information about you? This can be 
anything from how you're feeling, BP, to right up to name and address is still the same? 
 
Participant - Oh yes well we have health check every now and again with the nurse and 
then, at the surgery. We just get a letter don't we? 
 
Participant Wife - Yes we've got a good doctor. 
 
Researcher - Okay and how is that information generally collected? So you've made 
mention of sending you letters. How do they get the information off you? Do they ask you 
questions do you fill in forms? 
 
Participant - They ask us how we are, and they go through medication with us. I have an 
inhaler so they want to see how you use it and they get me to do a breath test because 
I've got chronic obstructive pulmonary disease as well and I have my inhalers. So they like 
to see you using them properly and things like that 
 
Researcher - Okay so the way they get the information is generally face-to-face? 
 
Participant - Yes 
 
Researcher - Okay and to collect the information so does a receptionist ever gather it off 
you? 
 
Participant - It's a nurse, it's a nurse. I think her name is X [laughs] 
 
Researcher - That's all right, so when you're answering questions to doctors and nurses, 
physiotherapist, do you find yourself repeating the same information to different people? 
 
Participant - No more or less seem to see the same people. There's only three nurses and 
we see either one or the other. 
 
Researcher - And generally they have got access to the information already? Do you know 
how the information is kept, so do they have a computer? A file? 
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Participant - They've got a computer, I know that much 
 
Researcher - Okay but you don't have much knowledge on how the records are kept, 
other than that? 
 
Participant - No, I have no idea what they do with it. I assume that you send it to the 
doctor, they just put it on his computer. 
 
Researcher - Okay and are you aware of how this information is kept up-to-date, so do 
they have a ring and double-check to ask if anything has changed? Or do they expect you 
to tell them? 
 
Participant - Not really, it's just an annual thing, annual. 
 
Researcher - So they do actually double-check that they and you have got all the 
information correct? 
 
Participant - Yes 
 
Researcher - Fab, and your records or files ever shared with you? Have you ever seen 
them? 
 
Participant - She's often, the doctors often shown them to me on the computer. She sits 
there with it and says oh yes [points] if I've been for a scan or anything. She will soon fetch 
it up if there is a report from the hospital or anything. 
 
Researcher - And have you ever asked to see it? 
 
Participant - No 
 
Researcher - So they just offer, that's fine, and in terms of accessing it do you have a 
preference for what is easier? So do you prefer just being sat in the office and looking at 
it? On the computer? Would you rather be able to see it on a home computer? Is there 
any other way that you would like to see your records are you satisfied with how you see 
them now? 
 
Participant - It's fine how it is. 
 
Researcher - Okay, regarding your health care specifically, do you keep any record 
yourself in terms of your history? 
 
Participant - I've got everything. 
 
Researcher - You've got everything [laughs] 
 
Participant - Yes I've got everything, if I fetch my file down, you'll be here all night. 
 
Researcher - So you keep this record in a file, is that sort of, writing in records of 
appointments, healthcare, medication? 
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Participant - Yes, yes all of that. You can have a look at it if you want. 
 
Researcher - And do you share the records with anyone? 
 
Participant - No. 
 
Researcher - So it's purely for your benefit, and they quite comprehensive records? 
 
Participant - Yes, they are like, well, I went to my ultrasound on Friday, that Friday. Well 
took some papers with me that said I've got [unknown] disease and I had this hernia that is 
stuck open and they asked me to lay down and thought I wonder if they know, so I took 
with me and they didn't know. She was doing the scan and said: it's a bit gassy, and said 
well did you know I've got this hernia that is stuck open and also I've got [unknown] 
disease? She said that might be causing it. I thought they might have known, but they 
didn't.  
 
Researcher - Right so you have actually volunteered the information and they have found 
that very useful? 
 
Participant - Well I think they did, yes. It explained what was going off I thought. 
 
Researcher - Okay now can you tell me if any medical professional has asked about your 
care preferences? Now this can be anything from diet and allergies to being addressed 
either by your first name or by your title and surname? Has anyone ever checked with you 
how you prefer- 
 
Participant - How I would prefer? 
 
Researcher - How you would prefer, for example, how you would like to be addressed or if 
you have any dietary needs? 
 
Participant - I'm, um, I'm allergic to a lot of things [laughs] I'm allergic to aspirin in fact. 
 
Researcher - Ah right and have any professionals ever checked that? 
 
Participant - They know, they ask, and I tell them when I go. 
 
Researcher - And in terms of, sort of on a cultural or courtesy basis, do they ever check 
whether you like to be called [participant] or do you prefer your title and your surname? 
 
Participant - No they never, they just call you, say good morning, it's fine. 
 
Researcher - Okay so they never check, but you are happy with how the address you, so 
is it not an issue? 
 
Participant - No. Even the receptionist, they say are you all right duck? Just take a seat 
here. 
 
Participant Wife - We're there that much, they know us [laughs] 
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Participant - In fact Dr X went, before he finished, went to a meeting then and said what 
are you doing here. We said well we've come to see you a bit early because we come to 
see the nurse and he went to the reception and said what you prefer coffee or tea? Before 
we knew there we were with a cuppa each [laughs] 
 
Researcher - So they definitely look after you. So can you tell me if professionals of ever 
asked about your wider family or pets, checking if anyone is dependent on you? 
 
Participant - Well they have. They have asked, the rest of the hospital as well when I said 
my mother and father were dead before I was 10 and they asked me how and why and 
was anyone else in the family, had they gone the same way. No, I said no. 
 
Researcher - Okay and can you tell me if any of the professionals ever regularly check up 
on the situation at home or how well you can keep the house clean make sure the 
shopping is done? How you do with day-to-day tasks? 
 
Participant - No I don't think so. 
 
Researcher - No one checks? 
 
Participant - No. I do all the shopping all the cleaning. 
 
Participant Wife - He used to have to help me in and out of the bath. 
 
Participant - Oh yes, but they have put us a wet room in so I don't have to lift, there's no 
helping her in or out. 
 
Researcher - That's good to have. Have you made any arrangements for anybody to 
speak on your behalf if you get ill? For example Power of Attorney? 
 
Participant - No . 
 
Researcher - You haven't? 
 
Participant - No . 
 
Researcher - And do you know, the fact that you haven't had that done- 
 
Participant - Well I would imagine, see [son] is mentioned in my will as next of kin I 
suppose. As executor, they're both in, [daughter] and [son]. 
 
Researcher - They're both down as executor? Do you know if that information is recorded 
anywhere, so who knows that? That's they are executors? 
 
Participant - Well the solicitor, I've got copy of it upstairs. 
 
Researcher - So in terms of, your care preferences, if you were taken ill, the fact that they 
are executors of your will, in an ideal world who would you like to share that kind of 
information with, and how would you like them to know? 
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Participant - They already know. I think anyone who needs to know already knows. What 
we've done we see, is we've left half the house to [son] and half to [daughter] so there was 
a file for each with a copy of the will in both. It's got who to contact. 
 
Researcher - Okay in terms of medical preference and people knowing how you would like 
to be looked after if you were unable to communicate those sorts of wishes, does 
everyone who needs to know already know that information? 
 
Participant - I haven't even thought about that, if I'm honest with you. We haven't made 
any plans about that. 
 
Researcher - That's fine then, so I just want to look at different health care situations and 
how questions are asked of you. Have you had any unplanned hospital visits in the last 
year or so? So you mentioned your shoulder, any trips to A & E. 
 
Participant - Not really, they just x-rayed it, it wasn't broke so they just sent me home 
 
Researcher - Can you remember what sort of information you were asked for? 
 
Participant - What, at the x-ray place? 
 
Researcher - At the hospital in general, so from going into get it checked 
 
Participant - Oh it was the doctor who sent me, I went down to the doctors. 
 
Researcher - Okay and did you end up going into hospital to get it x-rayed? 
 
Participant - Yes at X. 
 
Researcher - And what sort of information did they ask for? So did they just ask strictly 
medical questions about the shoulder? 
 
Participant - They just asked me what I'd done and didn't ask me any more. 
 
Researcher - And did they confirm your name your address, anything like that? 
 
Participant - Oh yes, yes. 
 
Researcher - And did you feel the hospital staff had good information about you already 
from your GP or did you have to give them a lot of information? 
 
Participant - I just had a card and I took that with me and it's just a lot of gobbledygook if 
you ask me, to me, they knew [laughs] what was on it. 
 
Researcher - Ah, so the information came with you in the form of the card, so did that help 
the staff prepare for you? 
 
Participant - Yes, as far as I could tell. 
 
Researcher - Okay then, and did anyone go with you to the hospital? 
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Participant - [pause] no, I went on my own. 
 
Participant Wife - There was that time when you had to have that thing down your throat 
and [daughter] had to fetch you back. 
 
Participant - Yes, when I had colonoscopy [laughs] I had to think then. 
 
Researcher - In the past year or so, has your care needs change to the point where your 
care plan has needed to be altered, so you mentioned having to have physiotherapy. 
Have there been any other changes? 
 
Participant - Yes I've had to have acid reduction tablets, some tablets, because if I lay 
down flat the acid just comes up, there is no valve to stop it and it was burning my throat 
and all sorts. Yes, and I've had a new bed, it tilts and lifts to help my position. 
 
Researcher - In terms of new professionals, so take the example of your physiotherapist, 
did they have to ask for a lot of information off you initially? 
 
Participant - Well yes, yes. They ask quite a lot of questions and they asked what tablets I 
was on, what is medication, and he knew how I can't lie flat and all this, I told him that. 
 
Researcher - Okay then and did the physiotherapist already seem fairly well informed 
about you, or were you essentially starting from scratch? 
 
Participant - He gave me a self referral form, at the doctors, for me to contact them. Then 
you make the appointments. I went to X to see him, went there and then he said I'll see 
you in a month. I asked can you make it Friday's because that when you, I believe you go 
to my surgery and he's been there every time since I've seen him since. Every month. 
 
Researcher - So that's good. So did the physiotherapist ask anyone else for information 
about you? So did they go to your Wife at all? 
 
Participant - No, I don't think so, no. 
 
Researcher - Okay so we know you visit your GP, you have a physiotherapist, and you 
also see the nurse and hospital doctors on occasion. Is there anyone else that helps you, 
so transport services, meals on wheels, social services, anything like that? 
 
Participant - No 
 
Researcher - Okay and can you tell me a bit about how you feel when people ask you 
questions about your health and how you live so do you feel listen to? 
 
Participant - I think so, yes  
 
Researcher - And that people take you seriously? 
 
Participant - Yes, I should think so 
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Researcher - And how do professionals treat information from other people around you, so 
have they ever spoken to your Wife all the family members regarding your health? Do they 
treat that information- 
 
Participant - I'm not sure I understand 
 
Researcher - Sorry, um, okay have any professionals ever asked, for example your Wife, 
or anyone else questions about your health? 
 
Participant - No 
 
Researcher - Okay, it's an irrelevant question then. 
 
Participant - Well I suppose, they must have done. I've had three minor strokes as well 
[laughs] and I suppose everybody visited then. That was quite a while ago now though, 
but I don't know if they, what they asked anyone 
 
Researcher - That's okay, now you've mentioned this already, an example of this. The 
question is how readily do staff accept information from you as being valid and useful. You 
mentioned your scan where you volunteered information and actually they didn't know it, 
but accepted it. Has that been your experience generally or was that an exception? 
 
Participant - Yes, generally 
 
Researcher - Okay and if you're volunteering the information, do they treated the same as 
any information they have directly asked you for? 
 
Participant - You mean the doctors? Yes, yes 
 
Researcher - Okay, now this is in response to you having a carer, so [Wife] technically, do 
any professionals know of the abilities or limitations of your carer? What they can and 
can't do, what they can help you with etc? 
 
Participant - Yes, oh yes they do 
 
Participant Wife - Not a lot [laugh] 
 
Researcher - Now did they ask to check or did you volunteer the information? 
 
Participant - In the first place? Well somebody from X Street came, and there was a lady 
who came from the DHSS on the same day and said would you mind if I come in. She 
came in and sat in and she agreed with everything we were doing 
 
Researcher - Um so if your carer became unwell is there any process in advance to make 
sure that you are looked after, so that you can cope if you were to be on your own or do 
you feel you could cope on your own? 
 
Participant - Well I can cope on my own a lot of the time, it's like when [Wife] has her 
ambulance and goes off to the hospital, I tried taking her but I can't go and drop off at the 
door then go back to park because it's near enough a mile walk back. I can't find a parking 
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spot and then walk with her because it's too far for her to go, we can't go and walk all the 
way back, so now we have transport arranged for her. 
 
Researcher - So if [Wife] is unavailable, it's actually easier for you to let professionals look 
after her and you look after yourself, you're fine with that? 
 
Participant - Yes  
 
Researcher - Okay now the information you give to medical professionals, so information 
about your health your history, your circumstances at home, as far as you know do you 
believe that information is effectively used? So do the doctors take it on board? 
 
Participant - Yes I believe they do 
 
Researcher - And what awareness do professionals have regarding your confidentiality 
preferences? So whether you're okay with [Wife] having information, other family 
members? 
 
Participant - It wouldn't bother me 
 
Researcher - It wouldn't bother you. Do the professionals know it wouldn't bother you? 
 
Participant - I believe so 
 
Researcher - Have they ever checked? With you? 
 
Participant - No, no they haven't. We always tend to go together anyway, me and the Wife 
 
Researcher - Okay and finally is there anything you would like to add? Any points that you 
think would be relevant? 
 
Participant - No I think that's fine. That's fine with me. Is that fine with you? 
 
Researcher - That's fantastic with me 
 
Participant - Actually, I've got a little list here.[Gets list] I wasn't sure what you were going 
to ask me, that's what I have on me 
 
Researcher - Oh so you actually carry this with you, and this is your details, your current 
medical- 
 
Participant - Yes well imagine a doctor saying what's wrong with you? I've got it there 
already 
 
Participant Wife - Yes well if you passed out I wouldn't be able to tell them 
 
Researcher - So this is really relevant. So what you've got here is a list of medical 
conditions that you suffer from so if a professional ever needs to know what- 
 
Participant - If they ever need it, I just give it to them 
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Researcher - Have you ever used this? 
 
Participant - Yes I always hand it to them, same as, I have a list of all my medication, one 
for me and one for my Wife, and when they ask what I'm on I don't have to think, I just give 
it to them. 
 
Researcher - This is great, just for the benefit of the recording, you have a list of dates of 
when the list was last reviewed and adjusted for when things change. Your date of birth 
etc 
 
Participant - Well they always ask me that you see too, so it's on there. It's all ready for 
them 
 
Researcher - So this is an example of you keeping your own records, and being able to 
transfer them to medical professionals quickly. Is there anything you want to add on top of 
that or have we covered everything you want to? 
 
Participant - No that's everything 
 
Researcher - Okay I'll just switch the recorder off 
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Appendix 4 

Interview 4 transcript 

Context 

 
Present were the interviewer, the participant and her carer/Husband. 
 
The participant is blind and currently receiving dialysis treatment. Other than this, the 
participant has no major conditions. The participant and her Husband seemed to be very 
much of the same view when it came to recalling her history of healthcare. There was very 
little conflict other than perhaps discussing dates of occasions outside of the interview. 
The participant and her carer also expressed a very similar attitude towards healthcare. 
She was trusting, almost to the point of being passive in her care, readily accepting 
medical opinion without question. 
 
Interview  
 
Researcher - Okay so can you tell me which medical and social care services currently 
look after you? 
 
Participant - At the moment? Well under Dr X, my own doctor, when I need anything. 
Apart from my dialysis, under the dialysis unit at the hospital. 
 
Researcher - Okay and does anyone else look after you? 
 
Participant - No only my Husband. 
 
Researcher  - And do frequently meet the same members of staff? 
 
Participant - Well they are the same team but you see different nurses every time you go 
in. There is like a group of nurses and they all go between the bays. They work shifts, you 
see. But they all do the same treatment and they are all part of the same group but they 
work between seven in the morning and 12 midnight so they do different shifts to cover it. 
 
Researcher - And when you go to your GP do you generally see the same GP? 
 
Participant - Yes. 
 
Researcher - Okay then. And is there anyone else involved in looking after you, supporting 
you? 
 
Participant - No, only my Husband. 
 
Researcher - That's fine. And do you act as a carer for anyone? 
 
Participant - No not really. Well I'm supposed to, my name is down as a carer for him but 
am not sure what I can do really. It wasn't my suggestion it was the lady who came from 
the council. 
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Researcher - Okay so you're technically down as a carer for your Husband but generally- 
 
Participant - I can't do a lot. I do my best put it that way. 
 
Researcher - Okay and I just want to have a look at how information about you is 
gathered. Can you tell me who has asked for information about your health and living 
conditions in the past year also, and what is it they asked? 
 
Participant - Oh, we had one person come from the council and she suggested we had the 
bathroom done. That's all, I can't think of anyone else. 
 
Researcher - Okay and you mentioned outside of the interview, but just for the benefit of 
the recording, that you recently had your bathroom redone and changed to a wet room so 
you don't need help getting in and out of it. 
 
Participant - That's right. They put the shower in and my Husband did the rest. 
 
Researcher - Was speaking to this woman from the council what caused this to happen? 
 
Participant - Yes. 
 
Researcher - Okay so someone from the council spoke to you, which as a result means 
you have a shower so you don't need help bathing from your Husband? Okay that's a 
really good example. About your health, so have you had questions asked about how 
you're doing in that respect? By any professional? 
 
Participant - I don't think so. 
 
Researcher - Okay and when you visit your GP and go for your dialysis, things like that, do 
they ever ask you questions there or do they already have the information they want? 
 
Participant - While at the dialysis they always ask you how you feeling, when you go in, 
and if anyone is poorly they are very quick off the move. They soon have someone there 
to look after you. They are very good actually, at the dialysis unit. 
 
Researcher - And do you ever volunteer information to them, that they haven't necessarily 
asked for? 
 
Participant - No I don't think so, because I don't think about it to be honest [laughs]. 
 
Researcher - Right, so you just turn up and sort of do as you're told? 
 
Participant - Yes, that's right. I just get on with it, and leave it to them. 
 
Researcher - And how do they collect the information they need from you? So do they 
tend to ask you face-to-face? 
 
Participant - Well I go to the clinic, is it once a year, twice a year? And though they ask 
you different questions about how you're coping sort of thing, and I can't remember now, 
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I'm trying to think. They did send me for a chest x-ray last time I went and they are pretty 
good. 
 
Researcher - Okay, I know you are registered as blind, so has there ever been a form you 
have had to fill out but professionals have instead had to ask you the questions? Or have 
they always just asked you face-to-face? 
 
Participant - As soon as they know it's retinitis, they don't ask any more, they know they 
can't do anything. The last time I went about its was years ago. They just said there's not 
much point is there's not much they can do. 
 
Researcher - Okay and in terms of if you go to a new professional, and they need details 
like your address, things like that, how did they get that information off you? Do they just 
ask you for it? 
 
Participant - Yes they just ask. I have got a registered blind card. 
 
Researcher - Does that have your information on it or does it purely just tell them you are 
registered blind? 
 
Participant - I can't remember offhand [passes card]. 
 
Researcher - Okay so on one side it says you are severely sight impaired, registered 
blind. It has the contact details for the visually impaired website and your name, when you 
were registered with them, and your date of birth. 
 
Participant - Blimey, it knows more than I do. 
 
Researcher - Okay so whenever you were speaking to a medical professional and they 
are getting some information off you, so for example the dialysis people are asking how 
you are feeling or your GP is asking you any questions things like that, who is collecting 
the information? So does a receptionist ever do it, is it the doctors, is it the nurses? 
 
Participant - It's usually the doctor. 
 
Researcher - And you have any experience of repeating the same information to different 
professionals? So do you find yourself repeating the same answers to different people?  
 
Participant - Well yes because you have to tell your own doctor, and then when you go to 
the hospital you have to tell them. 
 
Researcher - And how does that make you feel? Having to repeat yourself. 
 
Participant - Well I just think, they should, once they've got, I suppose I don't think they 
ever read your records really. I don't mind, not really. Perhaps they do know but they still 
ask you. 
 
Researcher - Do you know how that information is kept, so your records at the hospital, 
with the doctor? Do you know if it is on computer, files? 
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Participant - Well I know my doctor has a computer but I have no idea what happens at 
the hospital. No idea. 
 
Researcher - No idea? That's fine. Now your information, are you aware of how it is kept 
up-to-date? So does anyone ever review with you your house and your home condition or 
do they just expect you to tell them? 
 
Participant - Well I get one once or twice a year at the hospital. When you go they always 
have the file there when you go to the clinic. The doctor though, she has it on the 
computer. It's good she always seems to know when I've been to the hospital without, 
before I've told her. 
 
Researcher - Okay so the doctors do double-check with you that everything is the same? 
 
Participant - Yes, I think that is what they are doing. 
 
Researcher - Your records, are they ever shared with you? 
 
Participant - No, nobody tells you things. 
 
Researcher - Have you ever asked to see them? 
 
Participant - No. 
 
Researcher - Okay in an ideal world, would you like to have access to that information? 
 
Participant - Well it wouldn't be much good to me, I wouldn't be able to see it anyway, 
unless my Husband wanted to look at them. 
 
Researcher - Okay so you have no strong desire to see the records they have to you, and 
for the benefit of the recording I have already seen some records, but do you keep any 
records yourself regarding your health? 
 
Participant - Not me, my Husband does. He keeps all the files. 
 
Researcher - Yes and I have seen those already. They are very comprehensive files, one 
for both of you, so you do have extensive records. Are you aware of if those records have 
ever been shared with anyone? 
 
Participant - No not as far as I'm aware. 
 
Researcher - That's fine, so you just have it for your own benefit. 
 
Participant - Yes. 
 
Researcher - And do any professionals ask about your care preferences, so how you like 
to be addressed, any dietary needs or cultural? 
 
Participant - No, no. They just call you by your name normally, it depends on how long 
you've known them. 
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Researcher - Okay so to your knowledge they have never checked, but in your mind they 
generally get it right? 
 
Participant - Yes, I have no objections. 
 
Researcher - And has anyone ever asked about your wider family for pets for example. 
Anyone dependent on you at home? 
 
Participant - No I don't think so. 
 
Researcher - Okay, and does anyone ever check up on your situation at home? How well 
everyone is getting on with cooking, getting dressed, keeping the house in order? 
 
Participant - No. 
 
Researcher - No one double checks? That's fine. And have you made any arrangements 
were anyone to speak on your behalf if you became ill? So Power of Attorney for 
example? 
 
Participant - I just take it my Husband will do it. He has Power of Attorney at the bank so I 
assume if anything happened he would just take charge. I don't know if it is the same 
thing. 
 
Researcher - Okay so you have not had it confirmed for definite he has it on a medical 
basis? 
 
Participant - No, I just take it for granted he would do it, because he has always done it. 
 
Researcher - Okay and do you know if that information is recorded anywhere? Does the 
hospital know? Does the bank know? 
 
Participant - I think it is just the bank. The bank has it on computer. 
 
Researcher - In an ideal world, who would you like to share that kind of information with? 
Is there anyone you would want to know that? 
 
Participant - Not particularly, if push came to shove the children know where the files are. 
They could find it. 
 
Researcher - Okay so you are happy for some other family members to know, to have that 
information. 
 
Participant - Only if my Husband couldn't do it [laughs] 
 
Researcher - Okay so primarily him, is who you would want to know that kind of thing. 
Okay so want to look at some different health care situations so have you had to go into 
hospital for an unplanned visit? For example to accident and emergency, or sent by your 
GP in the last year or so? 
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Participant - Would you count my bad leg? Going for that? 
 
Researcher - I'd like to know. 
 
Participant - Well I don't know what I have done to it. My ankle was hurting and it seemed 
to go right up to my thigh and I just couldn't put my foot to the floor. They told me to keep 
my foot up and sent me to have it x-rayed at the clinic. They were ever so good, they 
examined it, and they said they couldn't be sure but they thought it was circulation. They 
said keep off it, we even borrowed a wheelchair, and it has just gone. It's fine now. We 
don't never sure if it was circulation, or what it was, but it is okay now. 
 
Researcher - Okay so when you went to have your leg checked, what sort of information 
did they ask you for? So strictly medical information about the foot, whether any name and 
address type questions? 
 
Participant - Well they asked my name and address, the asked me what I'd done. I told 
them as far as I knew I hadn't done anything. 
 
Researcher - Okay and did they ask you about any of your wider care needs or was it 
strictly the leg? 
 
Participant - No, just my leg. 
 
Researcher - Okay, and do you feel the staff who looked after your leg, did they have 
good information about you already from your doctor? 
 
Participant - I don't know. They didn't tell me. They just had the letter that I had been given 
by my doctor. 
 
Researcher - Okay so you were sent with some information but you don't know what that 
letter contained. 
 
Participant - No, I got the letter from Dr X and at the clinic they seemed very good in there. 
 
Researcher - Did anyone go with you? 
 
Participant - Yes, my Husband. 
 
Researcher - And did they ask him any questions regarding your health or your care? 
 
Participant - I don't think so, I don't recall any. 
 
Researcher - Okay so the purely relied on your answers, and the information in the letter. 
Now in the past year or so has anything changed within your care plan, so your care 
needs, as a result of which you have started seeing a new professional? 
 
Participant - No. 
 
Researcher - That's fine. And is there anyone else that helps you? So you have mentioned 
your dialysis, mentioned your doctors. Are there any other services like transports, meals 
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on wheels, things like that, that help you? 
 
Participant - I just get the ordinary transport to the hospital and back, that's it. 
 
Researcher - Okay and is that arranged by the NHS? 
 
Participant - Yes. 
 
Researcher - Okay so that is arranged for you. Now do they need any information of view, 
the transport people, or is it a case that they just come and pick you up and drop you off? 
 
Participant - They just come and pick me up and drop me off. They know what they are, at 
the office, that I can't see. I'm capable of getting in and out of the car so long as they pull 
up and I know where the door is. So yeah, I don't think so. 
 
Researcher - So did the doctor lets them know in advance that you can't see so they were 
prepared when they came to pick you up, know to show you where the doors are, things 
like that? 
 
Participant - See it's the transport office that doesn't notify them all the time. The doctors 
know, the hospital know, they have told the transport office but the drivers don't always 
know. 
 
Researcher - So somewhere between the doctors and the drivers, the message is being 
lost that you can't see. 
 
Participant - And you have to be ready two hours before and sometimes you wait the full 
two hours to get there. The problem is the transport office doesn't always tell the drivers. 
 
Researcher - Right, so the doctors are doing all they can by informing the transport 
company, but within the company, you feel there is an issue? 
 
Participant - Well the nurses who book you are out, they get in touch to arrange to pick 
you up. It's queer really, because if a driver is coming past and they only have one in 
them, they can't take you home. They have to wait to be told to come pick you up. 
 
Researcher - And it can be up to 2 hours preparing to go and preparing to come back. Do 
you mind if I ask, how long is the actual journey? 
 
Participant - 20 minutes? I doubt it's even 20 minutes in a car. How long is the journey 
from here to the X Hospital? I know, it's a mile. I know because one of the drivers clocked 
it for me once. 
 
Researcher - So it is a total of four hours for the benefit of 2 miles of driving? 
 
Participant - Yes, sometimes. Anything from an hour to 2 hours, it just depends who picks 
you up. 
 
Researcher - Thank you. Okay so we going to move on to how you feel when people ask 
you questions about your health or how you live. So when professionals are asking you 
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questions about whether it's your address, or your leg, or how you live. So do you feel 
listen to? 
 
Participant - Yes I do. Can't say I've come across anybody who doesn't actually listen to 
you. They all seem pretty good, I can't fault them. 
 
Researcher - Okay and when you give them information do they take it seriously? 
 
Participant - They seem to, but then again what happens after you come out, you don't 
know [laughs] 
 
Researcher - And if you ever volunteer information, so if you think something is relevant 
and you want to tell them, but they haven't strictly asked you for it, do you feel they take 
that seriously as answers to questions?  
 
Participant - Well I assume they would do, but I've had no need to, to be honest. They 
always ask if you feel all right when they put you on the machine, they always take your 
blood pressure when you go on and when you come off. I can't fault the dialysis. 
 
Researcher - Okay and using your Husband is an example, if he gives them information, 
answers questions about your health, do they take that seriously, is valid, as the answer 
coming from you? 
 
Participant - They do as far as I can tell. I believe so. Of course sometimes I forget things 
and he will have to tell them. 
 
Researcher - Okay so regarding your Husband again, do the medical professionals who 
look after you know the abilities and limitations of him? 
 
Participant - No I don't think so. 
 
Researcher - Okay, you mentioned with your wet room as well that it means that 
[Husband] doesn't have to help you in and out of the bath. Had that become an issue 
before you had your assessment? 
 
Participant - Well I couldn't get out the bath. He had to come and help me get out the bath. 
I couldn't get out at all. 
 
Researcher - And how well was he able to do that? 
 
Participant - Well he struggled. He could do it but it was difficult. 
 
Researcher - The woman from the council who came to assess you and your needs, was 
she aware that it was difficult for [Husband] to help you? 
 
Participant - Yes, she was very nice. 
 
Researcher - Okay, so that's an example of someone asking you about how you're coping 
with your Husband helping you. Has your GP for example ever asked how well Colin can 
look after you? 
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Participant - No. 
 
Researcher - That's fine. If [Husband] were to become unwell, do you have a plan to make 
sure that you are looked after? 
 
Participant - Well I haven't got a plan or anything. I would just knock on the wall for my son 
if anything happened. 
 
Researcher - Am I right in thinking that your son lives next door? 
 
Participant - Yes, he is at work all week, we don't see that often. I think if he was in at 
night, I could get his attention. 
 
Researcher - Okay so if your Husband had to go into hospital for a couple of days, your 
intention would be to knock on the wall for your son? 
 
Participant - Yes 
 
Researcher - Okay, is anyone aware that that is what you would intend to do? So doctors 
for example? 
 
Participant - Oh no, no. It's just, just a thing that you do. 
 
Researcher - Okay so it's not necessarily a formal agreement, just an idea. You know 
what you want doing. Okay, now the information you give to medical professionals do you 
believe it is effectively used? 
 
Participant - I think so, you know the nurses I have come into contact with and the doctors 
at the surgery and the other doctors, yes I think so. 
 
Researcher - And regarding your confidentiality preferences, so there you are happy 
knowing your medical information, things like that, what awareness do professionals have 
regarding that? 
 
Participant - I have no idea, but they don't tell you. 
 
Researcher - That's fine. And just finally is there anything else you would like to add that 
you think is relevant? 
 
Participant - No, I think, the only thing is the transport getting home from the hospital. It's 
like I say, it's a private company and since it's gone to a private company, it's not the same 
as the hospital transport. It's not how they, the hospital drivers did it. 
 
Researcher - Okay would you say it was better or worse? 
 
Participant - Worse, it's better with the ambulance, with the hospital drivers. 
 
Researcher - And you feel the fact that the drivers don't always know in advance that you 
are blind causes issues for you? 
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Participant - Sometimes it does, yes. When you tell them they seem to be all right. When 
you tell them, but you have to tell them. 
 
Researcher - But the doctors are aware of it, but somewhere between the transport 
company and the drivers the message is being lost. 
 
Participant - Yes. 
 
Researcher - Right well thank you very much. 
 
Appendix 5 

Interview 5 transcript 

Context 

Present at interview was the interviewer and the participant. 
 
Regrettably, the recorder failed quite soon into a full interview, and the majority of 
questions had to be repeated. The participant was very willing and happy to repeat the 
exercise. The two versions, however, were not exact copies of each other. Some phrasing 
and answers were different but due to the short comings of memory, it is not possible to 
recall exactly what was said in the first interview.  
 
Also worthy of mention is the relevance of the information the participant gave about her 
father's treatment which was delivered a considerable time ago. The typical time frame for 
other participant accounts has been roughly within the past year, however the nature of 
the incident still renders it valuable to this study. Once again the participant was almost 
passive in the receipt of her own care, and very accepting the views of medical 
professionals. 
 
Interview 
 
Researcher:  Can you tell me which medical or social care services currently look after 
you, i.e.; GP’s, hospital’s, and podiatrists? 
 
Participant:  I am currently looked after by the X health centre, I did have Dr X but she has 
retired now.  Touch wood, I haven’t been to the doctors in a long while, I don’t go very 
often.  So I’m not under a doctor at the moment, you know what I mean? 
 
Researcher:  Okay, so you’re registered with a GP but you don’t see them regularly 
enough. 
 
Participant: I do go to the podiatrist and every 2 or 3 months.  I’ve been 3 time up to now. 
 
Researcher: Okay.  Are there any other services that you tend to use? 
 
Participant: No, I just go and have my feet done, that’s all.  I’ve also got a repeat 
prescription for Bunion Cream, which I just rub on my feet twice a day be cause they 
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become very dry. 
 
Researcher: When you go to the GP or the podiatrist, do you tend to meet the same staff 
or does it tend to be different each time? 
 
Participant:  When I first went it was a young lady, and then the last two times it was the 
same girl. 
 
Researcher:  Okay, so there is some regularity with it. 
 
Participant:  Yeah. 
 
Researcher: Is there anyone else involved in supporting you, so this could be someone 
taking form of a carer; i.e. friends, family members? 
 
Participant:  No. 
 
Researcher:  Self sufficient.  Do you act as a carer for anyone? 
 
Participant:  No.  I used to do for my dad, but I wasn’t a carer that used to look after him, I 
didn’t get paid, you know what I mean?  It more of he just lived across the road and so I 
just used to keep an eye on him and do his shopping. 
 
Researcher:  So you were a regular contact to make sure he was well. 
 
Participant:  Yes. 
 
Researcher:  I just want to look at information and how it’s gathered about you, so who 
has asked, if anyone for information about your health and living conditions in the past 
year or so? And what information they’ve asked for. 
 
Participant:  Well, nobody really (she laughs) not in authorities, is that what you mean?  
 
Researcher:  Well, generally medical health professionals but this could mean; anyone 
from the podiatrists, asking you for your name, dates of birth and address. 
 
Participant:  Well, it’s just the podiatrists, yeah, when I went last year. 
 
Researcher:  
So when you went to the podiatrist, what kind of questions did they ask you? 
 
Participant:  Not a lot really, because you have to be referred by your doctor, so I asked 
the doctor if I could be on the chiropodist’s list at the time because I didn’t know which one 
is better, ones had more exams I think and I’ve got...   
 
**End of recording - Recording restarted: 
 
Researcher:  Okay so just for the benefit for the recording, we’re going to go through again 
because the batteries had failed.  On the previous recording we had gotten up to how 
information was gathered about you, so who had asked about your health and living 
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conditions.  You had started talking about the podiatrist and may have mentioned 
previously that they were generally very well informed about you already and they already 
had your details.  Also, I believe you mentioned, that when you went in to hospital, you 
sometimes had to fill out forms as well as speaking face to face, so that’s generally how 
information has been gathered. 
 
Participant:  I just thought when I went for my hysterectomy for my pre-med, the time you 
have to go and see someone the week before to see if you’re okay before you have the 
operation, that lady filled everything in for me. 
 
 
Researcher:  So did she ask you for information and then filled it out for you? 
 
Participant:  Yeah, I just remembered that. 
 
Researcher:  That’s good then. 
 
Participant:  Yeah, and when I went for my p***, they filled it all in for me as well.  So... 
they asked me all the questions. 
 
Researcher: So it’s collected by, being asked face to face for forms or people are filling in 
the forms on your behalf? 
 
Participant:  Yeah. 
 
Researcher:  Okay, and who in general has collected your information?  So has it been 
receptionists, doctors, nurses? 
 
Participant:  Well it wasn’t the receptionist, it was like a, another nurse, one of them, I don’t 
know what they call her because she was just filling in all of the forms for everybody. 
 
Researcher:  Okay, and at GP’s offices and anywhere like that?  Who would you generally 
give your information to? 
 
Participant:  Just GP’s. 
 
Researcher:  Okay.  Do you have any, slightly ironic since the recording failed, do you 
have any experience in having to repeat any of this information to different people, 
providing care for you? 
 
Participant:  Just name and address and date of birth.  And my phone number. 
 
Researcher: And how does that make you feel? 
 
Participant: I don’t mind.   
 
Researcher:  Okay, that’s fine.  Do you know how this information is kept? Whether it’s on 
file or on computer at any of the offices. 
 
Participant:  I know it’s on files, because when I went for my hysterectomy, she had got my 
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big file out from way back, you know.   
 
Researcher:  Right, so still paper files. 
 
Participant:  Yeah, still paper files.  So whether they’ve got them on computers as well, I 
don’t know.   
 
Researcher:  That’s fine.  Are you aware of how the information is kept up to date?  So do 
they expect you to tell them if anything chances or do they ever review the information 
with you?  
 
Participant:  No they never review it.  I think you have to tell them when you go again if 
anything’s changed. It’s like when you go to the dentist’s and they ask you if anything has 
changed. 
 
Researcher:  Ahh alright, so at least at the dentist, they do prompt you to say, has 
anything changed...?  Okay, then... are your records and files ever shared with you? 
 
Participant:  No. 
 
Researcher:  So you’ve never seen them? 
 
Participant:  No. 
 
Researcher:  Have you ever asked to see them? 
 
Participant:  No. 
 
Researcher:  Would you like to have access to this information? 
 
Participant:  I don’t think it is necessary but it would be nice, if you would like to just, you 
know, just to check up on things, like if you want the insurance for the holidays and that, 
just to look back on things. 
 
Researcher:  If you did decide you did want to see it, for example, for the benefit of going 
on holiday and for the insurance, what would be the easiest way for you to access it?  So, 
a copy of official files, a book of the record you carried with you, a computer access that 
you could do from home? 
 
 
Participant:  Yeah, I think computer is the best. 
 
Researcher:  And that would suit you personally? 
 
Participant: That would suit me yes. 
 
Researcher:  Okay then, do you keep any records yourself? 
 
Participant:  Only for the insurance companies, that’s for my benefit that I’ve told the 
insurance company. 
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Researcher:  Okay, and what form are your records in? 
 
Participant:  We’ve got a filing cabinet, where we keep them all. 
 
Researcher:  And you keep them written down for the purposes of... 
 
Participant:  Yeah, it’s not a computer, its just a... with holiday records. 
 
Researcher:  Okay, and that’s your medical history? 
 
Participant:  Yeah. 
 
Researcher:  Now, you’ve already mentioned you share it with the insurance company.  
Do you share it with anyone else?  
 
Participant:  No. 
 
Researcher:  Okay.  Does anyone ever ask about your care preferences?  For example, 
how you like to be addressed, whether you have any dietary or cultural needs. 
 
Participant:  No. 
 
Researcher:  Just for the benefit of last time, you’ve never had an issue with how you’re 
addressed?   
 
Participant:  No 
 
Researcher:  So, although no one’s ever asked, you don’t have a problem with their 
behaviour? 
 
Participant:  No, I mean the doctor and the podiatrist calls me X, so, I think it’s to put you 
at ease really. 
 
Researcher:  Okay. Has anyone ever asked about your wider family or your pets for 
example?  So anyone who is dependent on you. 
 
Participant:  No. 
 
Researcher:  That’s fine.  Any does any one ever check up on your situation at home?  
So, you’ve explained previously that you’re fine at home; no one really comes to look after 
you.  You’ve got your daughters contact if you need it.  Does any one double check that 
you’re still okay? 
 
Participant:  No. 
 
Researcher:  That’s fine.  So, if you were unwell and unable to communicate how you 
wanted to be looked after or your preferences, have you arranged for anyone to speak on 
your behalf? 
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Participant: Yes.  My daughter and my son. 
 
Researcher:  Okay and is that full power of attorney? 
 
Participant:  Yes. 
 
Researcher:  Okay and is there anyone else authorised or is it just them?   
 
Participant:  No. 
 
Researcher:  Is that information recorded anywhere? 
 
Participant:  No. 
 
Researcher:  Okay and in an ideal world, how would you like to share this kind of 
information and who would you like to share it with? 
 
Participant:  Well, I don’t think it’s necessary to share it with anyone because it’s personal.  
I believe it’s personal and anyway as long as my son and daughter knows that’s fine. 
 
Researcher:  Okay, so your son and daughter know they have power of attorney.  Do they 
know where the information is kept? 
 
Participant: Yeah 
 
Researcher:  Okay, so they would be able to put it into affect, should they need to? 
 
Participant:  Yes. 
 
Researcher:  Okay fine.  So, a few different healthcare situations now; Have you had to go 
in to hospital for any unplanned visits?  So A & E, or anything like that? 
 
Participant:  I went A & E for my knee. 
 
Researcher:  Okay. 
 
Participant:  But I didn’t stay over night, because when I fell down, I had to have stitches 
and I had stitches in my knee and then I had to the health centre to have my stitches out 
and it was unbearable, because she told me I’ve probably got an infection in it, so I 
couldn’t bear to touch it.  So I went down, she sent me back to A & E and the person I saw 
there when you check in, I told her what the nurse said at X and I said that I’ve probably 
got an infection in it and she said, no you haven’t, there’s no infection there.  She told me 
to take a seat and wait and someone will be along to take them out for you.  Then this 
young nurse came and she was really good, but she didn’t freeze it for me and she put 
some sterile water on and it had done the trick because it didn’t even hurt me to have 
them out.  It still hurt but more bearable. 
 
Researcher:  Okay then, so on that occasion, you saw four different professionals... 
 
Participant:  Yes. 
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Researcher:  Initially, you had to go in to A & E to have the stitched put in, can you 
remember what sort of information you were asked about that point? 
 
Participant:  Yes.  Again, name, address, date of birth, "how did I do it..." 
 
Researcher:  And they say “What have you done?” (jokily) 
 
They both laugh. 
 
Researcher:  And was there any more other than, ‘what have you done’ or just strictly 
‘what have you done to your knee’? 
 
Participant:  Yes.  Yeah. 
 
Researcher:  Okay then.  Did the hospital have any information on you already at that 
point? 
 
Participant:  Not as far as I know. 
 
Researcher: Okay.  Did anyone go with you? 
 
Participant:  Yes.  My Husband. 
 
Researcher: Did they ask him any questions? 
 
Participant:  No. 
 
Researcher:  So he was there for support but not for information.  When you went to have 
your stitches removed, who made the appointment, did you call up the GP or did they 
arrange it? 
 
Participant:  I think I had to make an appointment... I can’t really remember that. 
 
Researcher:  That’s alright. 
 
Participant:  But I knew they were expecting me, when I went down. 
 
Researcher:  Right, so they already had information, when you arrived... 
 
Participant:  Yeah.   
 
Researcher:  ...to get them taken out when you arrived and they knew what they were to 
do. 
 
Participant:  That’s right yeah. 
 
Researcher:  Then you returned to the hospital, just as a walk-in visit to have them out 
there and this is where you encountered the professional who wasn’t as positive towards 
you? 
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Participant: That’s right, yes. 
 
Researcher:  Okay, I’ll ask you a few more questions about that in a moment and then the 
4th did actually remove the stitches and you were satisfied with that. 
 
Participant:  Yes. 
 
Researcher:  Okay then.  Now, in the past year or so, or longer if possible, have you had a 
chance in your care plan that’s meant you’ve encountered a new professional?  For 
example, we spoke about the podiatrist. 
 
Participant:  No, I say, I’ve just been to see the podiatrist, so don’t go to the doctors very 
often. 
 
Researcher:  Okay then.   So the only new person you’ve encountered is the podiatrist. 
 
Participant:  Yes. 
 
Researcher:  And when you arrived for the first time, did they ask you a lot of questions?  
 
Participant:  No.  She just checked my details to see if it was all right.   She had it all on 
computer, because she knew that I’ve got arthritis in my hand and she just said I’ll just 
check your details. 
 
 Researcher:  Okay, so your doctor had referred you and they made use of what the 
doctor had sent. 
 
Participant:  Yes. 
 
Researcher:  That’s good.  Have they asked anyone else about you, so for example your 
Husband? 
 
Participant:  No. 
 
Researcher:  No information, that’s fine.  And is there anyone else that helps you, so this 
could be on a more social basis, such as ‘Meals on Wheels’ or transport services, 
anything like that? 
 
Participant:  No. 
 
Researcher:  No, that’s fine.  Now, this is looking at any scenario you’ve been in, but 
we’ve talked a bit about when you’ve had your stitches out, how do you feel when people 
ask you about your health and where you live?  So do you feel listened to? 
 
Participant:  Yes.   
 
Researcher:  Okay and do you feel as though people take you seriously? 
 
Participant:  Well, yes. 
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Researcher:  Okay.  How do they treat other information from like your family? 
 
Participant:  Umm... 
 
Researcher:  Or have they never asked? 
 
Participant:  They’ve never asked about my family no. 
 
Researcher:  Okay. How readily do staff accept your information as valid and useful?  So, 
you’ve mentioned with this professional that assessed your knee after you failed to get the 
stitches out and said, ‘no that’s not infected’  so do you feel they were really taking on 
board what you were saying? 
 
Participant: No they wasn’t.   
 
Researcher:  Okay. 
 
Participant:  I thought she was the nurse and I was the patient, and what she said goes. 
 
Researcher:  Right and how did that make you feel? 
 
 
Participant:  Well I wasn’t comfortable at all, because I took her word for it you see.  I’d got 
an infection because it was all scabbed over and I thought that’s why it was hurting so 
much, but when I saw the young nurse who came and took the stitches out she said it was 
infected. 
 
Researcher:  Okay, so with the other professionals in that instance, were your feelings the 
same or did you feel you were treated better?   
 
Participant:  I felt better, treated a lot nicer.  She was lovely. 
 
Researcher:  That’s good then.  Okay, so if you’ve ever volunteered information to a 
professional?  For example; telling them that the nurse at the health centre, said it might 
be infected verses answering a question, did you feel they take with equal validity your 
answers?  So if they prompt you for information? 
 
Participant:  Well, I just told her what she said and she just said no, so she didn’t take my 
word for it. 
 
Researcher:  So, if it wasn’t something she hadn’t directly asked for, it wasn’t something 
she was interested in. 
 
Participant:  No, it was irrelevant to her. 
 
Researcher: Okay, and is it like that with all professionals generally or was that an 
exception? 
 
Participant:  That was an exception, a part from when my Dad was in hospital. 
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Researcher:  Okay, can you tell me about that situation for the benefit of the recording? 
 
Participant:  Yeah, when my Dad was in hospital he would have to have a steroid 
everyday, you could see his moods changing and I asked the doctor or the nurse if he was 
having steroid?  And they said no, and I said well he’s on a steroid everyday, the doctor 
said he must have one but because it wasn’t on his records, they wouldn’t give him one.  
So I said, would you mind checking up with the doctor and getting confirmation of what 
I’ve just said, which they did and then put him on one.  But my Dad didn’t know what day it 
was or anything because you’re supposed to wean yourself off these but he just had one a 
day. 
 
Researcher:  Okay, so he’s supposed to take it everyday and how long between being 
admitted to starting to get the steroids was it? 
 
Participant: It was two, three days. 
 
Researcher:  Okay, so there was a gap. 
 
Participant:  Yes. 
 
Researcher:  So even though they didn’t or they couldn’t prescribe it based on your word, 
did you feel they listened to you and took action? 
 
Participant:  Well, they did in the end, because the phoned the doctor up or they contacted 
the doctor, because this information about the steroid wasn’t their computer, so they 
wouldn’t give him one. 
 
Researcher:  Okay, so they couldn’t accept your information. 
 
Participant:  No 
 
Researcher:  Sort of exactly, but they did follow it up. 
 
Participant:  They did yeah. 
 
Researcher:  Okay, so did you feel they took you seriously at that point? 
 
Participant:  Yeah. 
 
Researcher:  That’s good.  Now, we’ll skip a few questions be cause you don’t have a 
carer.  Okay so, it relates to the answer you’ve just given me and some other situation and 
so, do you believe the information you give to the professionals, is effectively used, so 
you’ve got a good and bad examples of that? 
 
Participant:  Yeah it is usually yes. 
 
Researcher: What awareness do professionals have against your confidentiality 
preferences, so say; you were happy with your Husband, son and daughter knowing your 
medical information, how aware are the doctors that you would be okay with that 
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scenario?  
 
Participant:  I don’t think they know...  
 
Researcher:  Have they ever checked?  
 
Participant:   
No. 
 
Researcher:   
Okay.  And just finally is there anything else you would like to add? That you think is 
relevant? 
 
Participant:  No, I don’t think so. 
 
Researcher:  Okay, well thank you very much. 
 
Participant:  Are you’re trying to save money on the NHS? 
 
Researcher:  Yeah, I think that’s what they’re all trying to do... 
 
Participant:  I don’t know if it’s any relevance to you or not, but my Husband, I keep saying 
my Husband, I mean X, he has a repeat prescription and has it from X.  He has cream, 
and he’s got blood pressure tablets and cholesterol tablets, but when he goes for a repeat 
prescription, he doesn’t always need everything that is on that prescription but X insist that 
they give him every thing as a whole and he got two big tubes of cream, like this (gestures 
to their size). 
 
Researcher:  That is relevant actually, whether they know it or not, they are perhaps over 
prescribing.  
 
Participant:  They are, and there’s no wonder the NHS is in a mess because they just 
they’re just giving him tablets when they’re not needed. 
 
Researcher:  Okay and has the pharmacist been told that about that?   
 
Participant:  We’ve told him yeah. 
 
Researcher: And they’ve not acted. 
 
Participant:  No, I mean he went in last time and they gave him cream and he said didn’t 
want this.  They said, well it’s on your paper and we’ve done it for you.   
 
Researcher:  Okay, and have you ever spoken to the doctor about perhaps maybe 
splitting the prescription separately?  Or do they have to give it you all as one. 
 
 
Participant:  Well, it’s all on one.  
 
Researcher:  Okay, and have you raised the issue with the doctors? 
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Participant:  I don’t know if he’s ever raised it with the doctor but he has told them at X-in-
close** and he’s also told his MP about it.     
 
Researcher:  Right. 
 
Participant:  You know when they were talking, because my Husband used to be a local 
councillor, not for here but X.  And he didn’t seem all that interested. 
 
Researcher:  Right, okay.  As far as informing people; you’ve told the MP and you’ve told 
the pharmacist but they’ve not taken it on board? 
 
Participant:  No. 
 
Researcher:  For whatever reason... 
 
Participant:  They said this is what we do.  We all do it.  So if all of them chemists all over 
the country, if they’re all doing that, look how much is going to waste.  It all adds up. 
 
Researcher:  Absolutely, well, thank you very much for that is there anything else you 
would like to add? 
 
Participant:  No.  I think that’s all. 
 
Researcher:  Okay, well thank you. 
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Appendix 6 
 
Interview 6 transcript 
 
Context 
 
Present at interview was the interviewer, participant and her Husband, whom she cares 
for. 
 
Participant gave minimal answers. Much of the participant's experience of health care is 
primarily focused on the ill health of her Husband. The participant takes a personal, very 
practical approach and appears to keep communication with professionals to a minimum.  
 
Interview 
 
Researcher:  Can you tell me which medical or social care services currently look after 
you, i.e.; GP’s, hospital’s, and podiatrists? 
 
Participant: It would be GP and the X [local hospital] and that’s about it 
 
Researcher : Okay, and do you see them both regularly or just as and when you need to? 
 
Participant: As and when for me. 
 
Researcher: When you go in do you tend to meet the same staff or does it tend to be 
different each time? 
 
Participant: Same. 
 
Researcher: Okay.  Is anyone else involved in supporting you, such as; family, friends or a 
carer? 
 
Participant: No, no. 
 
Researcher: Do you act as a carer for anyone? 
 
Participant: For X [Husband]. 
 
Researcher: You act as a carer 
 
Participant: Yeah, yeah. 
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Researcher: Okay, so let’s look at information and how it is gathered about you.  Can you 
tell me who has asked about your health and living conditions in the past year or so? 
 
Participant: Nobody. 
 
Researcher: Nobody’s come to check up on how you’re doing?  You’ve not had a visit or 
anything? 
 
Participant: No 
 
Researcher: Okay.  Have you seen the GP in the past year or so? 
 
Participant: No 
 
Researcher: More historically, when ever you have spoke to healthcare professionals, 
have they ever asked you to confirm where you live, date of birth, how you’re feeling. 
 
Participant: I don’t think so, no... I can’t remember.  I haven’t been asked questions like 
that, no, no. 
 
Researcher: When ever you’ve seen medical professionals, do you have any experience 
of repeating the same information to people? 
 
Participant: No, I wouldn’t say that, no. 
 
Researcher: 
Okay.  So information on you specifically, so this is what the hospital knows about you, 
and do you know how your information is kept?  Have you any awareness whether they 
are in a file or on a computer? 
 
Participant: Well, it’s on computer, I should imagine.   
 
Researcher: Are you aware of how the information is kept up to date?  So, do they ever 
double check with you, you know, ‘Are your details still correct’ or do they generally just 
expect them to let you know? 
 
Participant: Just to let them know I think if there’s any change in when you move or what 
have you. 
 
Researcher: Okay, and now your medical files and records, have they ever been shared 
with you, have you ever seen them? 
 
Participant: I’ve never asked for them, I’ve never asked for them, so no. 
 
Researcher: Okay and you’ve never seen them either? 
 
Participant: No, no. 
 
Researcher: Okay, and would you like to have access to them? 



89 
 

 
 
Participant: Not really, there wouldn’t be much on it (both laugh) 
 
Researcher: You’ve just been healthy. 
 
Participant: Yeah there won’t be much on it. 
 
Researcher: Glad to hear it.  Okay, so regarding your medical history, do you keep any 
records yourself? 
 
Participant: No 
 
Researcher: And you can’t share them with anyone, so we’ll skip that question.  Whenever 
you’ve spoken to a health professional, have they ever asked you about your care 
preferences?  This can be anything simple from; would you like to be address by your first 
name or title and surname, whether you have dietary preferences? 
 
Participant: Never been asked. 
 
Researcher: You’ve never been asked. 
 
Participant: No 
 
Researcher: Has anyone every asked you about your wider family or pets? 
 
Participant: No 
 
Researcher: That’s fine.  Does anyone really check up on your situation at home? 
 
Participant: No 
 
Researcher: If you were to get ill, so couldn’t communicate how you needed to be looked 
after, have you made any arrangements for anyone to speak on your behalf? 
 
Participant: Well, yeah, both of my sisters, they would. 
 
Researcher: They would? 
 
Participant: Yes 
 
Researcher: Have you made any formal arrangements, such as power of attorney? 
 
Participant: Not at the moment, no, we’ve not done it officially, but it’s all down in writing 
with some friends that we’ve got.  But we are going to sort that out in the New Year.  A bit 
later on. 
 
Researcher: So you do have some plans to? 
 
Participant: Oh yeah, it’s all sorted, yeah. 
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Researcher: Okay, when you say it’s all written down, but you’ve not done it formally. 
 
Participant: Not formally, no.  Which is what we’re going to do, next job. 
 
Researcher: Okay, have you filled in any forms or just written it down on a... 
 
Participant: Written it down. 
 
Researcher: Okay and these are friends of yours, who are aware of this. 
 
Participant: Yeah, yeah, yeah. 
 
Researcher: Okay and you say you’re happy for your sisters to speak of your behalf, is 
this just a normal agreement you’ve got with them? 
 
Participant: Yeah, its word of mouth. 
 
Researcher: Okay, so you have some arrangements for people to speak on your behalf.  
In an ideal world, who would you like to know that information?  So to say that your sisters 
are okay to deal for you. 
 
Participant: I don’t know really, I’ve not thought about it.  I suppose it’s umm... I don’t really 
know.  Anybody that would come along to sort things out if we wasn’t here. 
 
Researcher: Okay, so you are open to the idea of people having access to that 
information, but you don’t have anyone particularly in mind? 
 
Participant: Not specifically no.   
 
Researcher: But you’re happy that your sisters and friends know. 
 
Participant: Oh yeah, yeah.   
 
Researcher: Okay.  So to look at some different health care locations, have you ever gone 
in to hospital for an unplanned visit?  So say, you had to go to A & E? 
 
Participant: Ohh not for years. 
 
Researcher: Not for years. 
 
Participant: Oh like, 30 years ago...  
 
Researcher: Really? (both laugh) 
 
Researcher: Can you remember, what kinds of questions you would get asked, when you 
would go in? 
 
Participant: I can’t to be honest, no 
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Researcher: That’s fine.  In the past year or so, have your care needs changed? From a 
medical perspective which has meant you’ve needed to see a new medical professional? 
 
Participant: No 
 
Researcher: And is there anyone else that helps you, so this can be services that aren’t 
strictly medical, such as; transport, podiatrists, or meals on wheels? 
 
Participant: No we don’t need anything like that do we X? No. 
 
Researcher: Okay.  Can you tell me a little bit about how you feel when people ask you 
questions about your health or where you live?  I know you haven’t had much experience 
in the past year, but when you’ve spoken to a doctor; do you generally feel like you’ve 
been listened to? 
 
Participant: I’ve not really taken any notice, I’ve just said what they’ve asked and that’s it.  
I’ve just gone along with what they’ve asked to be honest. 
 
Researcher: Okay, and have they ever taken any information from a friend or family 
member, so for instance have they every asked X about you? 
 
Participant: No 
 
Researcher: Ah, you don’t have a carer, so you skip a couple of questions here. 
 
Participant: No 
 
Researcher: Whenever you’ve given information to a professional, do you feel it’s been 
effectively used?  So they take on board what you’re saying? 
 
Participant: No really thought about it to be honest, I never been asked a lot of questions 
about my information so, not really no... 
 
Researcher: Okay, and what awareness do professionals have regarding your 
confidentiality preferences?  So say for example, who you would be comfortable with 
knowing your medical history or records?  Do doctors have much awareness of who they 
can talk to on your behalf? 
 
Participant: I don’t know, I’ve never thought about it.  I don’t know who’s... what do you 
think X?  Never really thought about it. 
 
Researcher: Its okay, that’s still very helpful information.  Is there anything you would like 
to add finally? 
 
Participant: No, can’t think of anything.  Can’t think of anything Researcher.  (Laughs)  I’m 
not being that much help to you there am I? (Laughs) 
 
Researcher: That’s actually, everything you’ve got to say is a big help. 
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Appendix 7 
 
Interview 7 transcript 
 
Context 
 
Present at interview were the interviewer, participant and participant's Wife/carer. 
 
The participant has had a tracheotomy and larynx removed which led to some challenges 
in communicating. The participant could, however, be understood easily. The participant 
was very confident in the ability of his health care professionals and had experienced 
instances of excellent care, and after care. He is happy with his family having access to 
his information but is unclear as to when they would ever need this. 
 
Interview 
 
Researcher:  Can you tell me which medical or social care services currently look after 
you, i.e.; GP’s, hospital’s, and podiatrists? 
 
Participant: My doctors and X [local hospital].  Dr X 
 
Researcher: And is that your GP or is that at the hospital? 
 
Participant: That’s my proper doctor at my GP’s 
 
Researcher: Do you frequently meet the same medical professionals or staff? 
 
Participant: Yeah, yeah, yeah I do on both. 
 
Researcher: Yeah you do on both, so you generally have a familiar face that you tend to 
see. 
 
Participant: Yes 
 
Researcher: Are there any other people involved in supporting you or looking after you? 
 
Participant: Just X [Wife], as I told you. 
 
Researcher: Okay, so you mentioned outside of the recording that your Wife X is your 
carer? 
 
Participant: Yeah 
 
Researcher: Alright, thank you.  Do you act as a carer for anyone? 
 
Participant: No 
 
Researcher: I want to look at how information is gathered about you, so when you go and 
see a professional who has asked for information about your health and living conditions? 
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Participant: Just the doctor and then the nurse. 
 
Researcher:  The doctor and the nurse?  
 
Participant: Yes first the doctor, then the nurse asks. 
 
Researcher:  What sort or questions would they tend to ask? 
 
Participant: Well they would ask how I’m getting on with this [his throat valve].  How I feel 
in myself and do I need any help with it?  Which I don’t, because I get it from the hospital. 
 
Researcher: So they give you a general review of how you’re doing. 
 
Participant: Yeah 
 
Researcher: Do you feel you have to volunteer any information that they don’t ask you for? 
 
Participant: When they ask me questions about this [gesturing to his throat valve], I tell 
them everything, what the doctors said that the hospital. 
 
Researcher: Okay, so you’re sharing the information between 
 
Participant: Well, they want to know between each other. 
 
Researcher: Okay then, and do they take that on board and find that useful? 
 
Participant: Yeah, they take that and put it on computer and everything. 
 
Researcher: Alright, that’s good, so they are actively recording what you’re telling them. 
 
Participant: Yeah, yeah. 
 
Researcher: That’s good.  How is the information generally collected? So do you tend to 
fill in forms, do you answer questions? 
 
Participant: Its questions. 
 
Researcher: Okay, so it’s face to face. 
 
Participant: Yeah, face to face. 
 
Researcher: Okay.  Who collects the information off you? So is it generally the doctor, 
receptionist...  
 
Participant: It’s the doctor, and the doctor at the X [local hospital trust]. 
 
Researcher: Okay. 
 
Participant:  My consultant. 
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Researcher: Okay, so you don’t deal with admin staff, it’s purely with the medical 
professional 
 
Participant: No, no, it’s just my doctor and my consultant. 
 
Researcher: 
Do you have any experience of repeating the same information to staff? 
 
Participant: Well, they ask me at the doctors every time I got for my tablets every so often, 
just to see if everything is alright.  And then when I go to hospital, they ask me if I’m 
swallowing alright, and if everything’s alright. 
 
Researcher: Okay, so its check up questions, rather than repeating your date of birth 
constantly. 
 
Participant: Yeah. 
 
Researcher: That’s good then.  So your information at the doctors and the hospital, you’ve 
mentioned the computer already.  Do you know how your information is kept? 
 
Participant: It’s kept on computer at both. 
 
Researcher: Okay, so they both have an independent record. 
 
Participant: Yeah. 
 
Researcher: Do you know if they ever share information? 
 
Participant: They do, between each other. 
 
Researcher: They do. 
 
Participant: Yeah  
 
Researcher: That’s good then.  And you’ve made a bit of a mention about this already, but 
have you any awareness of how they keep the information up to date?   
 
Participant: They ask me, if anything has changed since the last time. 
 
Researcher: 
Okay, so they prompt you? 
 
Participant: Yeah, they ask me if there is anything different or not. 
 
Researcher: Okay, so they don’t just ask you to tell them. 
 
Participant: No, no, they ask me. 
 
Researcher: Okay, that’s good then.   
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Participant: They both ask. 
 
Researcher: They both do.  Your medical records and files have they ever been shared 
with you?  
 
Participant: They were shared when they were paper, but since it’s all on the computer, 
they tell me what’s on there and ask me if I want to have a look. 
 
Researcher: Oh alright and have you ever had to ask for the information or has it always 
been volunteered? 
 
Participant: Yeah, they’ve always told me  
 
Researcher: Okay, do you like to have access to this information, is this something that... 
 
Participant: Well there isn’t much, only this.  Anything before that was nothing. 
 
Researcher: 
And do you feel that it’s beneficial being able to track the history? 
 
Participant: Well, yeah... in a way. 
 
Researcher: If you wanted to access it in the future, what would be the easiest way for you 
to see your records?  Would you prefer say, a book for you to carry around with you or 
being able to look on a computer yourself?  What would you find the easiest? 
 
Participant: Well, I find it easier to just phone the doctor and ask for that information from 
them, rather than carrying it about. 
 
Researcher: Okay, so you’re happy with them holding the information, so long as you can 
get in touch. 
 
Participant: Yeah. 
 
Researcher: Okay.   
 
Participant:  Well, anybody else can... family can ask. 
 
Researcher: Oh right, so not strictly yourself.   
 
Participant: Yeah, if family wanted to, they know where it is. 
 
Researcher: And you would be happy with that? 
 
Participant: Yeah. 
 
Researcher: Okay, that’s good.   Do you keep any records yourself? 
 
Participant: I only keep the records for the hospital appointments and what I take. 
 



96 
 

Researcher: Right so, just for appointments and medication.  Okay then.  Do you just tend 
to leave that written down or on a computer?  
 
Participant: It’s written down; I’ve got a book where it’s all written down.  They fill it in when 
I go. 
 
Researcher: Oh they fill it in. 
 
Participant: They fill it in and tell me, and I keep it. 
 
Researcher: Okay.  So you’ve sort of answered my next question of do you share those 
records with anyone...so brilliant.  Not only are you keeping these records, they’re actually 
finding it useful from them filling it out and it is co-operative. 
 
Participant:  Yeah, between us all.  We all know what’s going off. 
 
Researcher: That’s good then.  Has any professional asked about your care preferences?  
So, something simple like, how you like to be addressed? 
 
Participant: Well they’ve asked me ‘do you mind if I called you X [first name]?’ and I say 
no, because we call them be their first names as well.  So we’re on a first name basis.  
There’s no I’m up here, you’re down there... put it that way. 
 
Researcher: So, they have checked there from a courteous basis. 
 
Participant: Yeah.  We both have, its both ways.  
 
Researcher: And you’re happy with how that’s dealt with? 
 
Participant: Yeah. 
 
Researcher: That’s good.  Has anyone ever asked about your wider family or pets for 
example?  
 
Participant: Well, they’ve asked if I’ve got family, like if I’ve got brothers and sisters... like 
that. 
 
Researcher: Okay.  So there is some awareness of your unit.  Can you tell me whether 
anyone regularly checks up on your situation at home, so that you’re living comfortably, 
the house work’s getting. 
 
Participant: No, we tell them we’re alright.  They’ve asked to tell them if I need any help, in 
that way... 
 
Researcher: Right, so they’ve put the offer there of ‘if you need anything, come to us’ 
 
Participant: If I need help, we’re alright. 
 
Researcher: Ahh that’s good then.  Have you made any arrangement for anyone to speak 
on your behalf if you were to get ill? 
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Participant: Well, yeah, X [Wife] does it. 
 
Researcher: That’s your Wife, X. 
 
Participant: 
Yeah, if not... sisters, or X's sisters will speak in. 
 
Researcher: Okay, so that’s X’s sisters.  Is that information recorded anywhere?   
 
Participant: In hospital, she’s down as my Wife. 
 
Researcher: Oh, so X’s down as your next of kin? 
 
Participant: Yeah, and the doctors as well. 
 
Researcher: So their aware and they’re happy for X to speak on your behalf. 
 
Participant: Yeah. 
 
Researcher: Okay.  So in an ideal world, so your perfect scenario in terms of whom you 
are happy with dealing for you.  Anything like, power of attorney, who would you like to 
have that information available? 
 
Participant: Well, we’ve got her sisters and her friends got it.  We’re going to look in to that 
in a couple of month’s time actually. 
 
Researcher: Fab.  And so family and friends knowing you’re happy and that’s what you 
want to happen. 
 
Participant: Oh yeah, yeah, yeah. 
 
Researcher: Okay, so to look at a different healthcare scenario now.  Have you had an 
unplanned visit to the hospital, for example; A & E? 
 
Participant: Only when I had this done 9gesturing to his throat valve), yeah... it just 
happened and I had to go in an ambulance... and that’s how I found out... 
 
Researcher: Okay, would you be alright telling me a little bit more about what happened, 
so from first finding out you had an issue? 
 
Participant: Well, we got up and got ready to go to her sisters and I sat down there and X 
said, you don’t look too well... and then I said I can’t catch my breath.  So, she said you 
don’t look very well, and she phoned for an ambulance.  They said, your pulse is alright 
and everything else and they took me to hospital because they thought I’d got something 
in my throat.  When I got there, they looked down it and said that it’s blocked, that’s why 
you can’t get your breath, I had to go in and have an operation straight away. 
 
Researcher: Okay, so it was quite a quick process from first finding it. 
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Participant: Very quick. 
 
Researcher: Okay, so do you remember what sort of information they asked you about 
when you first turned up at A & E? 
 
Participant: They asked me if it had happened before. 
 
Researcher: It was yourself (to X, sitting out of sight) that had then addressed? 
 
Participant: Yeah. 
 
Researcher: Okay, so did they accept the information from X as they would have regularly 
had an answer from yourself? 
 
 
Participant: Yeah. 
 
Researcher: Okay, so there were no issues of it being valid at all, they happily accepted it. 
 
Participant: Yeah, yeah, there were no problems at all. 
 
Researcher: And could you speak at the time?   
 
Participant: I could until they put the endoscopy in and then X had to answer the 
questions. 
 
Researcher: Okay and did they have any information on you previous to that or was it a 
completely new file? 
 
Participant: It was just a one off incident. 
 
Researcher: That’s fine. And you’ve already asked if anyone went to the hospital with you, 
because obviously, X was there.  Right so, thank you for that.   In the past year or so have 
you had a change to your care needs, which has resulted in you needing to see a new 
professional? 
 
Participant: No. 
 
Researcher: No.  So you’ve been seeing the same people? 
 
Participant: Same people, yeah.  This is on going for 5 years. 
 
Researcher: Okay.  So they’ll keep reviewing it for that period of time. 
 
Participant: Yeah for the 5 years. 
 
Researcher: And do you keep seeing the same pharmacist? 
 
Participant: Yeah. 
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Researcher: Okay. 
 
 
Participant: And I see a speak therapist as well at the same place.  That’s all at the Ear, 
Nose and Throat because they’re all there. 
 
Researcher:  
Ahh right.  What information would you generally have to share with the pharmacist, down 
at the Ear, Nose and Throat specialist? 
 
Participant: Well, here I just give them my medicine, but at the Ear, Nose and Throat, the 
speech therapist and a consultant work together... we all work together. 
 
Researcher: Right so, was the speech therapist well informed about you before you 
visited?   
 
Participant: Yeah, I’ve got a book that they tell me, when to go, when to change my valve 
and if I have any problems, just go. 
 
Researcher: Okay.  So there’s an open communication with them. 
 
Participant: Between everybody, yeah. 
 
Researcher: Can you tell me a bit about how you feel when people ask you questions 
about your health or where you live?  So do you feel listened to? 
 
Participant: Yeah, they do listen, yeah. 
 
Researcher: Okay and they take you seriously? 
 
Participant: 
Yes, I’ve had no problem with that. 
 
Researcher: Okay and you’ve mentioned with your Wife X, how do they treat any 
information coming from other people, like friends or family? 
 
Participant: They take it on board and they know what we’re saying. 
 
Researcher: Okay, so would you say; they readily accept the information you give out 
validly and useful? 
 
Participant: Yeah. 
 
Researcher: Have you ever had to volunteer any information, as opposed to them directly 
asking you a question? 
Do they take it as seriously as something they would have directly asked you for? 
 
Participant: They’ve taken it seriously for what I’ve asked and what they’ve asked. 
 
Researcher: And are they same with every response you give, do they treat it with the 
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same amount of respect? 
 
Participant: Yes 
 
Researcher: Okay, so this is in response to who cares for you, in your case it would be X.  
Do any of the professionals know about the limitations or abilities of X are?  So, how well 
she can look after you, if she can drive? 
 
Participant: Yeah they know all about it. 
 
Researcher: Okay, where you asked about that information or did you volunteer it to 
them?  
 
Participant: We told them about it when they asked.  They asked us about it and we were 
alright with that. 
 
Researcher: So they wanted to check that everything was... 
 
Participant: Yeah, in hospital. 
 
Researcher: Okay.  If X were to become unwell, is there any process in place to ensure 
that you’re still looked after? 
 
Participant: Yeah her sisters.  We’ve talked about it, that why we live close to each other. 
 
Researcher: That’s good then.  You’ve constructed this care plan then, you’ve not had 
help from professionals? 
 
Participant: From looking after each other yeah.  We’ve done it ourselves. 
 
Researcher: Your own agreement, that’s good.   Now going back to the information you’ve 
given to medical professionals, do you feel that they’ve been effectively used? 
 
Participant: Yeah because they share it with the same sort of people.  We go to a meeting, 
once every so often; everybody and we sit and talk about our lyrangectomy.  We go ever 
so often and meet at the X [local hospital trust]. 
 
Researcher: Oh right, and do you meet with the medical professionals there?   
 
Participant: Everybody yeah.  Consultants... I’ve been there a bit.  Everybody.  It’s good.   
 
Researcher: Oh great.  And what awareness do health professionals have about regarding 
your confidentiality preferences?  So you’ve hinted who you’re happy having your 
information. 
 
Participant: They’ve told me, it’s strictly between us. 
 
Researcher: Okay, so as far as they’re concerned, it’s between yourself and the doctors. 
 
Participant: And who treat you, they know. 
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Researcher: Right so, as far as professionals are aware, they deal with you personally and 
with other medical staff who treat you.  And that’s how you would like your confidentiality? 
 
Participant: Yeah. 
 
Researcher: Okay, and just finally, is there anything you would like to add?  Anything you 
think is relevant? 
 
Participant: No, they’ve all been brilliant as far as I’m concerned.  I’ve been treated and 
looked after.  I’m happy. 
 
Researcher: Oh I’m glad to hear it.  Alright, well thank you very much then. 
 
End of Interview 
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Appendix 8 

Interview 8 transcript 

Context 
 
Present at interview were the interviewer, participant and participant's Wife. 
 
The participant strayed from the questions and was very willing to give a great amount of 
detail. The participant has hearing difficulties, and displayed obsessive and compulsive 
behaviours.  The participant has not been formally diagnosed with any mental disorder. 
The participant gave the impression of being very eager to please. He asked what 
specifically I was looking for in his answers, despite stating it was his honest viewpoint the 
research was interested in. However, this may merely have been checking his 
understanding.  
 
The participant also seemed very unwilling to criticise professionals. He displayed a great 
fondness for those who look after him, stressing the names of individuals. It was explained 
that the study was not looking to examine specific medical professionals, but the 
participant was still eager to not speak ill of people. This may need to be considered when 
considering the participants answers. 
 
Interview 
 
Researcher: Can you tell me which medical or social care services currently look after 
you, i.e.; GP’s, hospital’s, and podiatrists? 
 
Participant: Yes it’s X, Medical Centre.  Is that what you wish to know? 
 
Researcher: Yes so which professionals you see  
 
Participant: And of course the hospital, I have to visit them about my eyes every three 
months and that’s at the X Hospital and I have to get my x-rays at the X Hospital for my 
back and that 
 
Researcher: Right okay.   
 
Participant: What do you want me to say about them? 
 
Researcher: Its just who you see, I don’t need to know just yet about what happens there, 
just which professionals you go to visit. 
 
Participant: Oh I see, the name, do you want the names if I know them? 
 
Researcher: Oh well, the next question is, do you meet the same professionals or do your 
meet different ones each time? 
 
Participant: Well, my own doctor, I do yes... she’s been my doctor for, dear me its been 
about 10 or 12 years now I should say.  That’s Dr X. 
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Researcher: Okay. 
 
Participant: And she’s very astute and she’s hard in some respects but she’s very efficient.  
I’ve always been very pleased with her, the say she’s handled my case.  
 
Researcher: And when you go to the hospital, do you tend to see the same staff or 
different? 
 
Participant: No I don’t unfortunately, especially the eye people, it’s a different doctor every 
time I go because there’s about, oh about 10 or 12 different doctors. 
 
Lady sitting off screen: Yeah. 
 
Participant: That deal with eyes. And they’re all under Mr X. It’s always under Mr X. X, I 
think its, but I’ve never seen Mr X yet... 
 
Researcher: Okay  
 
Participant: But when you get a letter from them, it’s always; Mr X’s... establishment. 
 
Researcher: Yes, you sort of know of him... 
 
Participant: You do? 
 
Researcher: Not him personally... 
 
Participant: No, no... 
 
Researcher: And with the podiatrist; do you tend to see the same people or different 
people? 
 
Participant: Yes, I go to X near... 
 
Lady off screen: Medical Centre... 
 
Participant: Yeah, medical centre, near... X Church, just opposite, across there. 
 
Researcher: Oh right, I know it... 
 
Participant: For my feet you know, also I go there to get my batteries for my hearing aids 
and that... they supply them there. 
 
Researcher: Okay, do you frequent or visit the pharmacist at all, regularly? 
 
Participant: Oh yes, I got to Boots across the road, on... is it X Lane?  
 
Researcher: I’m not sure... 
 
Participant: Just opposite?  Oh right... or is it X?  I don’t know, I never can remember... but 
it’s just across by the traffic lights and up, slightly up the hill and it’s on the right hand side, 
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but it is a department of Boots. 
 
Researcher: And do you see the same staff generally? 
 
Participant: Yes. 
 
Researcher: Okay.   And....are there any other people involved in supporting you or 
looking after you, so this can be; friends, family, neighbours. 
 
Lady off screen: The family do, yes. 
 
Participant: All the family do, yes.  My daughter in particular. 
 
Participant’s Wife: Daughter, our son and my son in law. 
 
Participant: Yeah, and son in law.  They all help.  We see my daughter, but almost every 
other day, don’t we? 
 
Participant’s Wife: Yeah 
 
Participant: just for a few minutes probably but sometimes she’ll, with her Husband, my 
Son-in-Law, will sometimes come and spend an evening with us and things like that.   We 
play cards or we watch the television.  
 
Participant’s Wife: And she cooks his meals and takes him to his appointments. 
 
Participant: Yeah, yeah. 
 
Researcher: Okay, so would you say your daughter even in an informal sense would act 
sort of as a carer for you? 
 
Participant: Oh yes, certainly, oh yeah... she sometimes does shopping for us and things 
like that, doesn’t she. 
 
Participant’s Wife: Yeah. 
 
Researcher: Okay. 
 
Participant: As a matter of fact, I don’t know whether you noticed all of the mess in the 
hall?  At the moment, my son and daughter and Son-in-Law are decorating it and they’ve 
only done half of it up until now.  Anyway, Christmas intervened; we’re waiting for the up 
take to do the rest. 
 
Researcher: Christmas often does. 
 
They both laugh. 
 
Researcher: Okay and so your son, daughter and Son-in-Law act as a carer for you  
 
Participant: They do really, yes. 
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Researcher: Do you act as a carer for anyone?  
 
Participant: Only my Wife.  When she first... well, I do now don’t I?  
 
Participant’s Wife: 
Yes. 
 
Participant: I mean.  But how did it all start is that what you’re asking? 
 
Researcher: We’re just looking at who acts as a carer for whom. 
 
Participant’s Wife: 
He acts as a career for me. 
 
Participant: I do, yes, yes.  She’s got a mobility scooter and normally when the weather’s 
not too bad, she comes on the park with me on her scooter to take the dog for a walk, 
because I’m on the park every morning to take the dog for a walk. 
 
Researcher: Wow. 
 
Participant: I struggle a bit at times, especially when the weather’s like this.  It can be a bit 
slippery 
 
Both laugh 
 
Researcher: I can imagine you could get a sled attachment.  So, I’d like to look at how 
information about you is gathered. 
 
Participant: Yes. 
 
Researcher: So in the past year or so, who has asked for information about your health 
and your living conditions? 
 
Participant: Sorry? [struggling to hear] 
 
Researcher: Who has asked, so yeah, about your health and your living conditions? 
 
Participant: Well, the Carer’s Federation of course have been very involved with them, but 
I’m not so now because everything I do seems to take 14 times longer to do than it used 
to.  And also with my defective hearing, when I go to meetings and that, every bodies 
talking at the same time and it sounds like...  
 
Participant’s Wife: He can’t make out what they’re saying... 
 
Participant: I can’t make out what any ones saying, it sounds like ‘ba, ba, ba, ba, ba, ba, 
ba, ba’ and... If an individual would speak, like yourself, I can pick you up with my hearing 
but when there’s noises coming from all... because they are rather talkative.  There’s 
about... must be 40 of them when I, the last time I went and they all seemed to be talking 
at the same time, unless you’ve got to speak.  Which is, if there is a speaker there its fine, 
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I can understand it, but when they’re all chattering away at once it’s just like a mad house 
really, I suppose you can say, because I can’t pick up anybody... 
 
Researcher: Right. 
 
Participant: They’ve told me, the doctor told me the best position I can be in, is with my 
back to a wall and so the acoustics can get to me, but even so, if is a lot of people.  If I go 
in a pub or somewhere like that, it’s just like... well, I can’t describe it really, it’s just... 
 
Researcher: Like background noise. 
 
Participant: Oh it’s awful, I can’t, and the thing is I can hear people talking but I don’t know 
what on earth they’re saying... they could be speaking double-dutch for all I know. 
 
Researcher: Absolutely.  So when you go visit your GP, what kind of questions does your 
GP ask you? 
 
Participant: Well, she always takes my blood pressure and she gave me a, no she didn’t 
actually I had to buy it, I got a blood pressure... upstairs and now, a week before I go to 
see my doctor because its the doctor that’s made an appointment for me to, what do the 
call it? You go to... review, isn’t it? 
 
Researcher: Yeah. 
 
Participant: I take my blood pressure, twice a day and write it all down and take it to her, 
when I go and that... did I say about a week? 
 
Researcher: Oh it’s a week you take it for? 
 
Participant: Yeah I take it twice a day for the week before I go for the review and she has a 
look at it and she takes my blood pressure herself and she does that every time.  But I 
don’t, as far as I know, I don’t take any medication fro blood pressure, but she likes... 
whether she’s the same with all her patients or not I don’t no.  
 
Researcher: Okay and does she ever asks you questions, about how you’re doing? 
 
Participant: Oh yes, yes, she’s very good actually.  Of course she knows about my eyes 
and foot... 
 
Researcher: So does she ask about existing conditions and check how they are? 
 
Participant: Yes.  Oh yes.  She sometimes makes suggestions.  
 
Researcher: Okay. 
 
Participant: Like exercises and that.  I have to exercise my neck and my back and all the 
way down my spine and I do have to do them every day.  I do then upstairs on the bed.  
They’re very effective, it definitely helps me, there’s no doubt about it. 
 
Researcher: Okay, that’s good.  And so the questions your GP asks you... do the doctor at 
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the hospitals or the podiatrists do they ask you the same questions or different questions. 
 
Participant: The podiatrists ask the same questions because it’s localised, they’re not 
really interested in your arms or your body. 
 
They both laugh. 
 
Participant: But no, they seem to have different topics  
 
Researcher: Okay. 
 
Participant: Whether they’re concentrating on a certain aspect, a certain kind of illness, 
like teachers need to learn what... I can’t explain it really.... themes.   I wonder if their 
bosses tell them we want to have a purge on bad arms this next month or something like 
that, I don’t know.  They do seem to concentrate on different things at different times.  
They don’t always check on the same things every time I go, but they’re vestry versatile.  
As I say, Dr X’s a very nice lady and she’s very competent and I’ve got every faith in her.   
 
Researcher: That’s good.  Do you find yourself having to repeat answers to the same 
questions? 
 
Participant: Sometimes, yes.  I’ve got, what is it I’ve got? Oh dear me, why can’t I 
remember? 
 
Participant’s Wife: Forgetfulness. 
 
Participant: No. 
 
Researcher laughs. 
 
Participant: I’ve got compulsive something disorders...  are you familiar with that? 
 
Researcher: I’m not... 
 
Participant: CD, CDO or whatever it’s called. 
 
Researcher: OCD?  
 
Participant: OCD, that’s it. 
 
Researcher: Obsessive Compulsive Disorder  
 
Participant: That’s it, yeah I’ve got that.  I write lists out of jobs I’ve got to do and the 
doctors says its not normal to go to the extent that I do but I’ve got such a... my memory’s 
going quite a lot and if I done write things down I do forget to do them.  They’re only 
essential things, like taking the dog for a walk or, because I’ve... 
 
Participant’s Wife: Be ready half an hour before you’ve got to go out  
 
Participant: Pardon? 
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Participant’s Wife: He’ll be ready for sitting... about half an hour before we’ve got to go out. 
 
Participant: Oh yeah, if we’ve got to be somewhere at two o’clock, I have to be there at 
quarter to two or half past one even sometimes, you know.  That’s from being in the forces 
though, because you always had to be on parade 10 minutes before time and all this 
business you know.  X and I were both in the RAF. 
 
Researcher: Oh wow. 
 
Participant: And that’s where we met, isn’t it  
 
Participant’s Wife: Yeah 
 
Participant: 1950’s wasn’t it 
 
Participant’s Wife: Yeah 
 
Participant: Early 1950’s, so long while ago now and we, you were 21, weren’t you? 
 
Participant’s Wife: Aye but I don’t think we need to that 
 
Participant: No, no...   
 
Researcher: [Chuckling] that’s fine 
 
Participant: 
But I had to write to my mother in Australia because she was immigrated to Australia to 
get permission to get married, because I was under 21 
 
Both laugh 
 
Participant: Can’t you imagine that today? 
 
Researcher: So doing things by the book...  just imagine if the letter got lost... (both laugh)  
so we’ve talked about some of the questions that professionals ask you and that they 
group together in teams, so they’ll ask about particular conditions but that changes over 
time.  Have you any experience of the doctors asking for information on your behalf, so 
have they ever asked Mary or your daughter or your son?  Or do they only speak to you? 
 
Participant: No, because my daughter mainly comes with me. 
 
Researcher: Right 
 
Participant: To see the doctors 
 
Participant’s Wife: Because he can't hear 
 
Participant: Because I miss-hear things and I think the doctor said something to me, which 
bears no resemblance to what they actually did say.  I don’t know why, I’ve got a phobia 
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for pick up, for making mistakes with what people say.  Saying that some said something 
and they didn’t at all, it was totally... 
 
Researcher: So is the doctor happy to talk to your daughter... 
 
Participant: Oh yes 
 
Researcher: And then she will pass the message on to you. 
 
Participant: Yes, in fact my daughter does shorthand, she’s a PA for a director and she 
does all this shorthand and she takes it verbatim from... 
 
Researcher: So she will take a record for you... 
 
Participant's Wife: He’s not allowed to go in these places on his own these days. 
 
Participant: No 
 
Researcher: Okay.   
 
Participant: Well, she doesn’t allow it and my daughter doesn’t allow it (laughs) 
 
Researcher: So it’s something you’ve agreed with your family? 
 
Participant: Yeah, which is great because I don’t know what I’d do without her actually. 
 
Researcher: Well that’s good then, that you’ve got a system that works.  When your 
doctors have asked you your questions and got... say, how you’re feeling and how’s your 
foot and how’s your back... how do they record that information, so do you know if they 
write it down, do they put it in a computer? 
 
Participant: They put it in a computer, without exception.   I don’t know about the 
podiatrists so, I never see her do it but she probably does it when I’ve gone, I don’t know.  
She doesn’t write anything down when I’m there at all so... I assume she does it all, 
because they must keep a record, mustn’t they. 
 
Researcher: But you have no really understanding of how the podiatrist keeps the 
records? 
 
Participant: No. 
 
Researcher: That’s fine.  Do the doctors generally ask you the questions face to face; do 
they ask you to fill in forms?   
 
Participant: Well, they do both. 
 
Researcher: Okay 
 
Participant: Yes, she seemed to keep a record of everything that I tell them.  Either on 
computer, Dr X uses computer but she does sometimes write things down, because I’ve 



110 
 

seen her doing it, you know. 
 
Researcher: Okay, we’ve been through whether you repeat information, so you say 
sometimes you have to repeat yourself on different occasions, how does that make you 
feel? 
 
Participant: I don’t mind, because I can understand the pressure that is involved with a 
doctor because I was consultant with a civil engineering company... Wimpy’s, you’ve 
probably heard of them. 
 
Researcher: Yes. 
 
Participant: And I had to deal with accidents and had to appear in court and give 
statements and all kinds of things like that, and I can appreciate the way people feel when 
you’re expected to know everything and you don’t really know everything. And obviously, 
nobody can know everything and I do sympathise with the doctors and I don’t mind 
explaining every time I go, because I can’t... nobody in this world can remember the 
amount of people that go to doctors and that, and every patient, its just impossible.  when 
you consider it, I don’t know how many patients the doctors do, over at X Park  but you 
can imagine that it could be 50 a day for all I know and you’re not getting the same people, 
50 people back everyday.  There are different people everyday, you can’t expect anybody 
to remember. 
 
Researcher: So you’re happy to repeat it. 
 
Participant: Oh, absolutely, yeah. 
 
Researcher: That’s good then.  
 
Participant: They’re only human. 
 
Researcher: You’ve touched on this already and I'd like to know, do you know how your 
information is kept?  So you’ve mentioned with the doctors, they keep it on computer, but 
you don’t know with the podiatrists.  Are you aware of any other records? 
 
Participant: Well, when I first X Park, it was a long time ago now, I was very healthily in 
those days and it was very rarely I went to see the doctor when I did go, not the first time, 
probably the second time... they couldn’t find my records and it took them, quite some 
months to find my records.  It was a folder about that thick (gesturing the size) but where it 
had been or, so somebody must have been keeping records in this folder but I never got, 
the patient doesn’t ever get to see them but what... so they must keep files on people 
other than what’s on computer. 
 
Researcher: Okay.  Are you aware of how they keep that information up to date? Do they 
every double check your address or health conditions or do they just expect you to just let 
them know.   
 
Participant: They expect us just to let them know.  I think its common sense that you’ve 
got to tell your doctor when you moving address. 
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Researcher: Okay, and you’ve started on this already... are your records or files ever 
shared with you?   
 
Participant: No 
 
Researcher: Okay, and have you ever asked to see your records? 
 
Participant: No 
 
Researcher: Would you like to have access to that information? 
 
Participant: Not necessarily, not after all these years, because I’ve got so many aches and 
pains that I would just get them all mixed up in my head anyway.  I mean it’s like the 
medication, so I take 8 pills in the morning and 5 at night, but if you were to ask me what 
they were for I can’t remember. 
 
Researcher: So you’re happy knowing what you have to do. 
 
Participant: 
Yeah, I’ve got confidence in the doctor. 
 
Researcher: Okay, so you got no strong desire to see the reasons why, you’re happy to do 
as you’re told.  Okay.  You’ve mentioned this already with your writing of lists... 
 
Participant: Sorry? 
 
Researcher: You’ve mentioned this already with your writing of lists... 
 
Participant: Yes? 
 
Researcher: So regarding your health... 
 
Participant: Yes? 
 
Researcher: Do you keep any records yourself? 
 
Participant: Yes, I do... only very vague, because my daughter writes shorthand, and I 
keep all her... in separate envelopes depending on the doctor involved, you know... 
 
Researcher: Okay 
 
Participant: And I can go back for 5 years on what I, what we’ve said. 
 
Researcher: So you’ve got paper record... 
 
Participant: Yes 
 
Researcher: Of your blood pressure of course as you mentioned. 
 
Participant: I sometimes add little notes as well but I wouldn’t say that was an obsession, it 
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might be interpreted as such but I accept that I’ve got an obsession with writing lists. 
 
Both laugh 
 
Researcher: That’s fine.  Do you ever share your records with anyone?  So have you ever 
taken your blood pressure lists... you’ve shown that to the doctor. 
 
Participant: Well, my daughter likes to keep notified of, and she... I automatically have 
shown her that I’ve got and say ‘is that how it was?’ or ‘do you agree with me?’  
 
Researcher: Okay so you share your blood pressure with your doctor and your daughter? 
 
Participant: Yes 
 
Researcher: Okay then.  Now, this is more about the social side of your care, so have 
doctors ever asked you about your preferences? This can be anything from; dietary 
needs, to how you like to be addressed... do you prefer Mr X?  Do you prefer X? Have 
doctors ever checked things like that with you? 
 
Participant: No, not really.  Not in experience, I don’t mind what they call me, so long as 
I’m identifiable.  
 
Researcher: That’s fine, so they haven’t checked, but you’re happy with how they deal 
with it anyway. 
 
Participant: Yeah 
 
Researcher: That’s fine.  Have any of the professionals ever asked about your wider 
family or your pets, etc and who’s dependent on you? 
 
Participant: No, I can’t think that they ever have... 
 
Researcher: Okay, and does anyone regularly checks up on your situation at home?  So 
you’ve said to me that everything’s okay here, you’ve got your son and your daughter and 
your Son-in-Law help you with the decorating and help you with the shopping.  Do any of 
the professionals ever check that you’re still okay? 
 
Participant: Yeah, the carers. 
 
Researcher: Okay, Carers Federation. 
 
Participant: Yeah, X comes round quite a bit, and it used to be, she’s go to a different area 
now... do you know X? 
 
Researcher: I don’t think I know X, no... 
 
Participant: She was around about a fortnight ago wasn’t she?  Came to see us. 
 
Participant’s Wife: A bit long... a lot longer than that dear. 
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Participant: And she was the one that rung up and asked then if we minded, you coming 
around to see us  
 
Researcher: Right... so will it be the adult carer’s team? 
 
Participant: Oh yes, yes.  Oh dear I can’t remember what I was going to say... 
 
Participant’s Wife:  It doesn’t matter 
 
Participant: X 
 
Researcher: X 
 
Participant: X, her, but she’s moved to a different area now.  She’s still in the Nottingham 
area but she doesn’t cover X and X or... 
 
 
Researcher: Well, that’s fine then, so the carers check you’re still okay. 
 
Participant: And I do go to the meetings, especially when they’ve got a speaker or 
something like that, but I must admit I’ve been a bit neglectful this, because of the weather 
and, I say everything I do now, my routine takes me 14 times longer to do than it used to.  
I cant do the garden at all be cause I cant kneel down, if I kneel down I cant get back up 
again that the thing. 
 
Researcher: Certainly not in this weather  
 
Participant: No 
 
Both laugh 
 
Researcher: Right, well that’s fine.  No this is about future scenarios, so if you were ever 
poorly and perhaps couldn’t talk have you made any arrangements for people to deal on 
your behalf? 
 
Participant: No, I haven’t. 
 
Researcher: And this is formal or informal. 
 
Participant: Yeah, but X’s got a better system, she’s got an emergency... 
 
Participant’s Wife: I’ve got the emergency collar if I fall...  
 
Participant: And she’s got one that goes around her neck but I’ve got nothing, no.  I’ve got 
a mobile phone, that’s the best I can do. 
 
Researcher: That’s fine.   
 
Participant: And I always take it when I got out, off with the dog on my own. 
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Researcher: Okay, so you can contact people. 
 
Participant: I always take it. 
 
Researcher: And touch wood, it wont happen but if you were poorly and couldn’t talk.  
Have you planned with any family members or friends that they can talk for you or make 
sure you’re being looked after. 
 
Participant: No 
 
Researcher: Okay, that’s fine.  Now, have you given, say for example power of attorney to 
anyone or next of kin? 
 
Participant: No, no. 
 
Researcher: Nothing like that, that’s fine.  So we can skip the next question.  In terms of a 
different scenario, so we’ve talked about planned visits to hospitals and doctors, have you 
had any other planned visits... say in the last year or so?  For example, having to go to A 
& E? 
 
Participant: You mean like having an accident?  An accident, you mean?  
 
Researcher: Yeah 
 
Participant: No, no I haven’t, no. 
 
Researcher: That’s good.  Have you had a change in your care needs, in the last year or 
so? 
 
Participant: In my? 
 
Researcher: In your care needs...?  So, say a different medical condition or a particular 
medical condition has changed, which has meant you’ve had to see a new professional? 
 
Participant: Yeah there’s only one aspect and that is going for a wee... 
 
Researcher: Right. 
 
Participant: And I do need to go a lot more now, than I ever did.  In fact, sometimes I have 
to go twice before I have to go out.  But I’ve not mentioned that to the doctor, because its 
just old age... I mean I know that most people...get that problem. 
 
Researcher: Okay.  And with all the professionals you see, so you’ve seen your podiatrist, 
GP and hospital, have there been any new departments you’ve visited in the last year? 
 
Participant: No, I don’t think so... I can’t think of any.  Oh, I did a blood test, up at X in a 
medical centre up there.  That was a novelty because I’ve not been before and I’ve never 
been again. 
 
Researcher: Okay.  Were they well informed about you? Did they know you were coming?  
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Participant: Yeah, the doctor.  My doctor arranged the visit for me to see them but that’s 
the only time I’ve ever been. 
 
Researcher: Did they ask you a lot of questions when you were there? 
 
Participant: Yes, yes, they did, but whatever they thought, what ever the doctor thought 
the need would be for me to go there, was never discussed with me and apparently wasn’t 
a problem because they didn’t... there wasn’t  a follow u p. 
 
Researcher: Right, so you didn’t know why you were going? 
 
Participant: You’ve got to assume sometimes, you know that things are okay... like when 
you go for an x-ray and you don’t hear a result, you assume, well... it’s alright.  Okay, you 
expect the doctor that if there’s anything wrong with you to tell you. 
 
Researcher: Okay, so if you... you’ve not always heard results back...but if you haven’t, 
you assume that means everything’s okay.  
 
Participant: Yes 
 
Researcher: Okay, that’s fine.  We’ve covered some of this already; can you tell me some 
information about other people who help you?  So for example, whether you see meals on 
wheels, any help with transport? 
 
Participant: You mean outside help? 
 
Researcher: Yes, anything other than strictly medical. 
 
Participant: No not really. 
 
Participant’s Wife: We can call our neighbour’s... 
 
 
Participant: Oh yes, our neighbours are very good, we’ve got very good neighbours all 
round.  They all say, you know, if you’re in any difficulty or ever need any help, just let us 
know.  Particularly them that side (pointing to a neighbour).  Yeah, yeah. 
 
Researcher: That’s good.  So there’s no kind of official or employed people that come? 
 
Participant: No. 
 
Participant’s Wife: No, no. 
 
Researcher: Other than the doctors you go to. 
 
Participant: Yes 
 
Researcher: Okay.  Can you tell me a bit of information about how you feel when people 
ask you these questions about; how you are, how you’re living, how things are getting on 



116 
 

at home. 
 
Participant: Well, personally no I don’t.  I mind at all, but it must be very boring for people 
like you to be...  
 
Researcher: Well I wouldn’t say that... 
 
Participant: ... up to your neck in coughs and illness and back legs 
 
Both laugh 
 
Participant: But no I don’t. 
 
Researcher: So you have no issue with it.  Do you feel listened to? 
 
Participant: Yes I think so... well, when I go see the doctors or where ever it is, a hospital 
now...  they’re always doing something for me and the only neglect I’ve had is about my 
eyes really, because I thought I would have heard by now, you know, when they can do 
my cataracts.   
 
Researcher: And you’re waiting on an appointment for that. 
 
Participant: Yes, yes. 
 
Researcher: And is that already overdue from  
 
Participant: Long, long...months over due. 
 
Researcher: 
Okay.  Do you feel health care professionals take you seriously? 
 
Participant: Yes I think so, generally yes 
 
Researcher: That’s good.    
 
Participant: Sometimes... when I had this bad foot, my doctor was on leave, when I went 
to see her the first time and the other doctor, who was a man I cant think of his name now, 
and he gave me some ointment to put on it, four times a day and he was just absolutely 
useless!   He never did anything at all and then when my own doctor came back, she sent 
me for an x-ray and... There is damage there but... the last time I went about 3-4 months 
ago, it is getting worse but I’m not getting any... better, it’s not getting any better. 
 
Researcher: So have you told your doctor that the ointment didn’t work and that it is in fact 
getting worse. 
 
Participant: Yes, oh yes. 
 
Researcher: And have the doctors taken action with that, so sent you for more tests...? 
 
Participant: Yes, I’ve got to visit the podiatrist at X, the one that we’ve just been 
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discussing... and they’re going to... I don’t know what they’re going to do quite honestly but 
its not... the one I go to, the podiatrist I go to, the one at X, just cuts the nails and trims 
them up and gets a machine to soften the skin and take all the hard skin off, but this one 
I’m going to see at X, are apparently going to get me some insoles or something that will 
get me some support.   
 
Researcher: So they’re advancing the treatment in response to it not getting any better. 
 
Participant: But why its not being done at X, I mean X, I’m not quite sure why I’ve got to 
suddenly switch but with the same condition.   
 
Researcher: You’ve said when doctors ask you questions, they take on board what you’re 
saying and take you seriously  
 
 
Participant: Oh yes. 
 
Researcher: Do they treat information from other people, say your daughter, with the 
same validity, with the same respect? 
 
Participant: Yes, yes.  We always ask permission before we go, before we go in... I knock 
on the doctor’s door when we’re going in and say ‘is it alright if my daughter comes and 
listens because of my hearing’ nobody’s ever refused.  Even at the eye hospital, my 
daughter comes in with me and everything, yeah so no... 
 
Researcher: That’s good so they generally take  
 
Participant: Not generally, every time 
 
Researcher: Everything on board every time... that’s good then.  Okay, when you’ve been 
asked your questions, do ever feel volunteer them some more information?  So think, oh 
they should know this? 
 
Participant: Yes, because I’m like that, that’s the type of person I am... I everything, fairly 
serious, I’ve got a sense of humour but  
 
Researcher: 
That’s good.  So if you volunteered information that a doctor hasn’t asked for have they 
treated that information the same way as if they had asked you for it? They don’t dismiss 
it. 
 
Participant: Yes.  As far as I can remember yes, they don’t dismiss it. 
 
Researcher: That’s good then.  So this is relating to your carers, your son, your daughter 
and your Son-in-Law... do any of the professionals know what their capabilities of your 
carers are?  So do they know if their perhaps young and fit or if they were older and less 
strong, do they know if they can drive. 
 
Participant: No, I don’t think so. 
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Researcher: They’ve no awareness; they just know that you have carers? 
 
Participant: Yes, well virtually the fact that they come with me. 
 
Researcher: Right.  So they’ve never asked questions? 
 
Participant: No  
 
Researcher: If your carers became unwell, so for a period of time, couldn’t look after you, 
is there any plan to make sure you’re still looked after?  
 
Participant: 
Yes, I suppose there is because we’ve got a case coming up very shortly, my daughters 
got gall stones and she’s got to go in to hospital and... In fact its next month, no it isn’t... 
 
Participant’s Wife: Its next week, in a fortnight, within the next fortnight. 
 
Participant: But having said that my son, if we need him and my Son-in-Law will as well, 
because he’s like a son really.   
 
Researcher: Alright, so your plan is so having three of them  
 
Participant’s Wife:  My son lives with us... 
 
Researcher: Oh right. 
 
Participant’s Wife: He’s never left home, he’s unmarried. 
 
Researcher: Oh right, so he’s close by. 
 
Participant: He’s, he works for the NHS. 
 
Researcher: Oh right. 
 
Participant: He works on computers and that, he works for them now, sometimes he’s on 
nights isn’t he and sometimes he’s on days and... 
 
Participant’s Wife: Well, that’s up to him  
 
Participant: Yes I know. 
 
Researcher: So you have different people available if say, your daughters unavailable. 
 
Participant: Neighbours for a start.  If anything happened to either of us we wouldn’t 
hesitate to involve our neighbours.  Both sides and  
 
Researcher: And they’re all willing. 
 
Participant: Yes, they’re all saying, they even offered to take the dog a walk for me and  
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Participant’s Wife: About a fortnight ago. 
 
Participant: Yes he offered to talk the dog for a walk. 
 
Researcher: That’s good.  Its not something you’ve assumed will help, it’s already been 
discussed? 
 
Participant: Yes.  In fact it’s a bit embarrassing in a way that they’re so... good. 
 
Researcher: Forthcoming. 
 
Participant: Yes 
 
Researcher: Good neighbours to have. 
 
Participant: Yes 
 
Researcher: Okay, now our next question.  All the information you’ve given to 
professionals, so how you’re feeling all the questions you’ve answered, all the information 
you’ve volunteered... do you think professionals effectively use it. 
 
Participant: I don’t know... I’m not sure... I’ve got no way of satisfying myself that this is the 
case but I assume that its got a purpose and its intended to be a help to us, so I must 
assume that it is. 
 
Researcher: Okay.   
 
Participant’s Wife: Otherwise we wouldn’t be sitting here listening to him... 
 
Researcher: Moaning about ill health... 
 
Researcher: That’s fine.  Now what awareness do professionals have regarding your 
confidentiality, so say you’re happy for X and your daughter to know about certain medical 
conditions that you didn’t want other people to know.  Do the doctors understand that? 
 
Participant: I don’t know, to be honest with you. 
 
Researcher: Okay and have they ever asked, is it okay to talk to certain people or do they 
just talk to you? 
 
Participant: Only if something’s come up recently and my driving licence is due, when is it? 
 
Participant’s Wife: Soon... 
 
Participant: In March, there’s a lot of mumbo-jumbo on it, its a real official, you know with 
log times and type of wording and that... and they’re asking me if I will give permission to 
let them, because I have to let them know about my eyes you see, I have to go for a test 
every 3 years for the DVLA to, and they have to get an independent assessment of my 
sight, otherwise they can stop me driving you see, and I’m due again in, as I say, in March 
and I don’t know what they’re prognosis is going to be... 
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Researcher: And you said they were going to ask for permission for something  
 
Participant: Yes, to give information to official authorities about what I’ve declared on my 
statement application. 
 
Researcher: So sharing the information in the form, they’ve checked with you but no one 
else to you’re awareness have checked. 
 
Participant: I think that’s fine.  I’ve got nothing to hide. 
 
Researcher: That’s fine then.  Okay and just finally, is there anything that you would like to 
add that you think is relevant?  
 
Participant:  No, but I think the only thing I would like to add, is that the medication I’ve had 
over the years has been top rate, you read about all these instances in the papers about, 
bad hospitals and that but I’ve never had anything but perfect service from them and I’m 
quite confident that they can cope with me. 
 
Researcher: So you’re very happy with the health care that you’ve received?  That’s good 
then.  Okay, well thank you very much. 
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Appendix 9 
 
Interview 9 transcript 
 
Context 
 
Present at interview were the interviewer, the participant and the participant's 
Husband/carer. 
 
Participant explicitly states she is not forthcoming with doctors. This was also displayed 
with some of the answers given. At times the participant would offer no answer other than 
'no' but the Husband would prompt with an example, such as her near-passing from a 
gallbladder-related illness.  
 
The participant displayed no reluctance in discussing issues once raised and readily 
supplied detail. She stated that where the researcher had not asked directly about issues, 
she didn't mention them.  Thus, indicating that memory was not an issue either. This gave 
the strong impression of a strong reluctance to attend to the doctors and that she is very 
unlikely to volunteer relevant information to professionals, unless she is directly asked for 
it. 
 
Interview 
 
Researcher - Okay so can you start by telling me which medical and social care services 
currently look after you? So this can be GP, hospital etc. 
 
Participant - It's my GP I go to at the surgery and I see Mrs [name]. I've seen her for years, 
 
Researcher - Okay do you visit any other health care services regularly? Like hospital or- 
 
Participant - Not if I can avoid it. I usually get taken in in an ambulance when I go [laughs]. 
 
Researcher - So only in extreme circumstances. A case when you go to the GP or the 
hospital do you frequently see the same members of staff? 
 
Participant - No. Actually the doctor is always the same but I never know one person from 
another at the hospital. 
 
Researcher - So it is just your GP you see regularly? Anywhere else it could be anyone. 
 
Participant - Yes. 
 
Researcher - And is there anyone else involved in supporting you? So acts as a carer for 
you? 
 
Participant - My Husband is supposed to be my carer and the family help. 
 
Researcher - Is that the son, daughter and Son-in-Law you mentioned outside the 
interview? 
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Participant - Yes. 
 
Researcher - That's fine. And do you act as a carer for anyone? 
 
Participant - No. 
 
Researcher - That's fine.  
 
Participant - Well I would help anyone I could, but I can't do much these days, in caring 
[laughs]. 
 
Researcher - Okay so we going to look at how information is gathered about you by 
professionals. So in the past year or so has anyone asked you questions about your 
health and your living conditions? 
 
Participant - No. The Carers Federation might have asked my Husband. 
 
Researcher - Okay and do the ever ask for information about you, but perhaps to your 
Husband, they don't ask you directly? 
 
Participants - No I don't think so. 
 
Researcher - That's fine. Has your GP ever asked you questions recently? 
 
Participant - Well I only see the GP if there is anything wrong with me otherwise I dodge 
them. 
 
Researcher - And when you do go for a visit what sort of things would they ask? 
 
Participant - Well she usually takes my blood pressure, asks be what's wrong with me, and 
then drags it out of me, I'll be honest [laughs]. I'm not very forthcoming with her. 
 
Researcher - So does your GP make a special effort to get information out of you? 
 
Participant - Oh yes, she usually gets to know everything she wants. 
 
Researcher - Okay then, and does she do that by asking you questions? Asking you to fill 
in forms? 
 
Participant - No, not fill in forms, no. She just asks me questions. 
 
Researcher - So face-to-face then. So would you say you are likely to volunteer 
information to healthcare professionals or do you just answer questions? 
 
Participant - I just answer questions. 
 
Participant Husband - Over the years she has spent a lot of time in hospital. 
 
Researcher - Okay, and who collect the information from you, so is it generally the doctor 
themselves, do you ever tell a receptionist or pharmacist? 
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Participant - It is usually the doctor. 
 
Researcher - Okay and do you ever have any experience of repeating the same 
information to different people? 
 
Participant - Not really. 
 
Researcher - Okay, and the information the doctors in the hospital have on you 
specifically, have you any awareness of how that information is kept. So do the write it 
down, do they keep it on computer? 
 
Participant - I haven't the faintest idea. I just know the doctor has a computer. 
 
Researcher - Okay, but you've not much understanding of how they keep records? 
 
Participant - I'll be quite honest, I couldn't care less [laughs] I think they know their job and 
they get on with it. 
 
Researcher - Right now the information on you, do you have any idea how it is kept up-to-
date. So did the ever double-check your health, how you live in, or do they just assume 
that you will tell them? 
 
Participant - I haven't really thought about it to be honest. 
 
Researcher - Okay so no one ever checks to make sure their records up-to-date? 
 
Participant - No. 
 
Researcher - They expect you to just tell them? If anything changes? 
 
Participant - Anything changes, yes. 
 
Researcher - Know your records, have you ever seen them? 
 
Participant - No. 
 
Researcher - Have you ever asked to see them? 
 
Participant - No. 
 
Researcher - And do you think it would be useful to see them? 
 
Participant - No [laughs] 
 
Researcher - That's fine. 
 
Participant Husband - I don't think we would understand the lingo anyway. 
 
Participant - I don't think I would be interested, dear. It's all things that has happened. I've 
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got enough trouble trying to talk you out of sending me to the doctor. 
 
Researcher - So there is a degree of reluctance there? To see the doctor. 
 
Participant - Yes [laughs] it's a last resort. 
 
Researcher - Okay so with your health, do you keep any records yourself? Of your history 
of health? 
 
Participant - Not really. I've got the appointments I've had with different doctors and things 
in a file upstairs but it is just a general one. I don't keep anything in writing, just the papers 
for the appointments for things and I get rid of them after two years. 
 
Researcher - Okay so you can review your appointments and check where you have been 
going? 
 
Participant - Yes. 
 
Researcher - And have you ever shown these records to anyone? Have you ever shared 
them? 
 
Participant - No. 
 
Researcher - That's fine. Have any of these professionals you see checked your care 
preferences? So this is anything from dietary and cultural needs to something as simple 
as can call you by your first name or title and surname? 
 
Participant - No, I don't think they have ever checked. They just call me Mrs [name]. 
 
Participant Husband - Can I just put in there? They do ask you what hospital you want to 
go to, when you are going. They ask if you prefer City or Queens. 
 
Participant - No, I guess I usually wind up in the Queens, in an ambulance. They never 
ask me where I'm going. I never go voluntarily. 
 
Participant Husband - But I have been up with you to the City when you've had to go, your 
arthritis wasn't it? I used to come up with you. 
 
Participant - That was years ago. They used to check up on my knees but that all stopped 
suddenly. We used to go every year, and then it was a long time in between, and it just 
seems to disappear. 
 
Researcher - So in the past they have checked what hospital you would prefer to go to, 
but other than that no questions? 
 
Participant - No. 
 
Researcher - That's fine. And has any professional ever asked about you wider family or 
pets for example? 
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Participant - Not really. 
 
Researcher - Okay and does anyone regularly check up on your situation at home, so you 
have mentioned that things are fine here, and you have your routine with people 
supporting you. Do professionals ever double-check that you are still fine? 
 
Participant Husband - Only the Carers Federation, that's all. 
 
Participants - There were people coming in and out about a year ago and then it all went 
quiet. Nobody comes now. It was when I was going to that X place. He would go there and 
do all these different exercises. I can't think what they were called now. It was for so many 
weeks and then it all went quiet. 
 
Researcher - Okay so roughly a year ago you were engaged and seeing a programme 
regularly, but since then there has been no follow-up? 
 
Participant - A nurse used to come in occasionally to check on me. I used to do these 
exercises at home and then they sent me to this place. It was a well-being and fitness 
thing, that was it. 
 
Researcher - Okay, do you recall how this came about is? How you became part of this? 
Did your doctor suggest it to you, did you ask about this? 
 
Participant - No it was a nurse that use coming to see about that, and went from there to 
the exercise class. I don't know who started it, I just went because I was told to. If I hadn't 
liked it I wouldn't have gone. 
 
Researcher - Okay so we've checked about anyone regularly checking up on you at home. 
You've had this nurse suggesting a fitness plan but for a year or so nothing has happened. 
 
Participant Husband - Apart from the Carers Federation, they will often ring and see about 
coming round and check on how we are. They are good. 
 
Researcher - So this is a hypothetical situation now. So if you were to become poorly, and 
perhaps be unable to talk or communicate what was wrong, how you needed to be looked 
after, making sure the dog was fed etc, have you made any arrangements for people to 
deal on your behalf if you were to be poorly? 
 
Participant - No, because my son is here and I just take it for granted that he would sort 
me out. 
 
Researcher - Okay so there is no formal power of attorney, or anything? But you are fine 
with your son and your Husband taking care of things. 
 
Participant Husband - She has this thing she has to wear when she goes out. It's an alarm 
keyring system. 
 
Researcher - And who does that connect to when you press it, if you don't mind me 
asking? 
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Participant Husband - It's a home security. 
 
Participant - In X, I think. 
 
Researcher - So you have an alert in that respect, for immediate care, but if you were 
unwell and say hospitalised, you assume that your Husband or your son would make sure 
you were looked after? 
 
Participant - Oh yes, yes. 
 
Researcher - And have you discussed that with your family or is it just a presumption? 
 
Participant - Well I suppose it is just taken for granted. 
 
Participant Husband - What we do when she has a fall and the ambulance has to take one 
of us usually goes in the ambulance. 
 
Researcher - So this is your support network, and it is a plan you have come up with 
yourself. 
 
Participant - It is what we call a family business [laughs]. 
 
Researcher - Absolutely. So you have your plan, and your plan is if you were poorly your 
family would look after you. Now in an ideal scenario who would you want to know that 
plan? So are there any medical professionals you think should know, or are you happy 
with your Husband and son knowing? 
 
Participant - I would just leave it to the family to do what they thought best. I would leave it 
to them, and if they aren't there, if they are away any place, I would just go to the doctor. I 
did once when I fell. I got, I just phoned for a taxi and they sorted me out. 
 
Participant Husband - But you haven't mentioned about your gallbladder 
 
Participant - [pause] She hasn't asked 
 
Participant Husband - It went gangrenous and we thought we were going to lose her. They 
managed to sort her out. 
 
Participant - They sorted me. 
 
Researcher - And was it a while ago? How long? 
 
Participant - It wasn't all that long, four years maybe? Four or five years. 
 
Researcher - Okay and if you don't mind talking about it, when you were poorly with your 
gallbladder, did you go to your hospital or to your GP? 
 
Participant - I had been to both of them. They both checked up on me. They always asked 
if I was drinking alcohol, so they must have suspected something else. 
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Researcher - And how did that make you feel? 
 
Participant - I just found it funny because the most I drink, I must go through about one 
bottle of spirit a year. I just got the feeling that people didn't believe me. Every time I got 
involved with someone new the first thing they asked was do I drink alcohol. 
 
Researcher - Right so you did have to repeat that information? 
 
Participant - I just thought it was funny. 
 
Researcher - So it didn't bother you. You were happy to set them straight? 
 
Participant - Yes [laughs] 
 
Researcher - Okay so when you were poorly with your gallbladder or any time you fell and 
had to go to accident and emergency, can you remember what's kinds of information you 
were asked for, in that emergency situation? 
 
Participant - Well going in an ambulance they ask you questions, and quite honestly half 
the time I couldn't remember. They just all looked after me and I was well taken care of. I 
just answered their questions if I could. I'm quite laid back if I've got to have something 
done, I just let them get on with it. 
 
Researcher - And did the GP all the hospital ever have information about you in advance? 
Or whenever you go do you start from scratch and have to explain everything again? 
 
Participant - No, they seem to, they seem to know what was happening. 
 
Researcher - So in your experience, they already have some information about you 
generally, when you have gone in? 
 
Participant - I think they have a record or something, they put your name in the computer 
and all that your information comes up, I suppose. 
 
Researcher - In the past year or so have your care needs changed which is meant you 
had to start seeing a new professional? For example a podiatrist, etc? 
 
Participant - No, nothing has changed. 
 
Participant Husband - You used to go to a podiatrist, didn't you?  
 
Participant - It hasn't changed, I haven't gone to it. When the cutbacks came, a couple of 
years back, I used to go and get my toenails cut and they asked me if anyone at home 
could do it for me. And I said yes. My daughter does it now. I can do it on my own if I have 
to. 
 
Researcher - Okay so the professionals you do see, instead of seeing more in the past 
year, you have actually found ways to do it at home and not need to see them any more. 
Are there any other services that help you, so you've mentioned you used to see 
podiatrist? Anything like meals on wheels, transport services, anything like that? 
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Participant - No. 
 
Researcher - That's fine. And can you tell me about, you have mentioned already 
repeating yourself with the alcohol question and finding it funny, generally how do you feel 
when people are asking you about your health and how you live? 
 
Participant - Well, I just think they are trying to help you. I understand they are just doing 
what they have to. 
 
Researcher - And do you feel they are taking you seriously with the answers you give? 
 
Participant - Yes, except for that one [laughs]. I never did think they took me seriously on 
that one. 
 
Researcher - But by the same merit, you found it funny rather than any other kind of 
reaction? 
 
Participant - It just amused me. 
 
Researcher - And do staff ever ask your friends or your family for information about you? 
 
Participant - No. 
 
Researcher - They strictly deal with yourself. You have also said you don't tend to 
volunteer much information, you just answer what they ask you? 
 
Participant - Yes. 
 
Researcher - Okay now this is regarding your carers, so your Husband and your children 
and your Son-in-Law, do the healthcare professionals know about the abilities and 
limitations of your carers? So do they know how physically fit they are, whether they can 
drive, how much they can do for you? 
 
Participant - No. 
 
Researcher - They have no awareness. Have they ever asked? 
 
Participant - No. 
 
Researcher - Okay, and if your carers became unwell and couldn't look after you any 
more, do you have a plan in advance to make sure you were looked after? 
 
Participant - No. 
 
Researcher - And information you have given to staff, so this is health care professionals, 
do you feel it is effectively used and they take on board what you are telling them? 
 
Participant - Well I think they wouldn't ask if they didn't need the information. 
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Researcher - And do you feel they believe what you say, do they doublecheck anything, 
do they take what you say for granted? 
 
Participant - I think if they could they would double check if it was a medical affair 
 
Researcher - And in terms of checking for information about you, do they generally take 
your word for it? 
 
Participant - They take my word for it is, usually. 
 
Researcher - What awareness do professionals have regarding your confidentiality 
preferences? So say if you strictly wanted information kept to just you, or you wanted your 
Husband to know, all you were okay with your children knowing, do the doctors know who 
they can talk to? 
 
Participant - I don't think it is anything that has ever come up. 
 
Researcher - So the doctors have never asked? 
 
Participant - if the family wanted to know what I was up to, they could always ask. 
 
Researcher - But you have made no arrangement with the doctor regarding that? 
Regarding who they could talk to? 
 
Participant - No. 
 
Researcher - That's fine, and just finally is there anything you would like to add which you 
think is relevant? 
 
Participant - No, I think that is it really. 
 
Researcher - Okay well thank you very much. 
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Appendix 10 
 
Interview 10 transcript 
 
Context 
 
Here, there was little contradiction in the opinion of the carer and the participant.  
 
The participant appeared to depend greatly on his carer (his Wife), often looking at her 
before answering or asking her directly for the answer if he was unsure. The carer would 
often nod. The participant seemed to trust her opinion above his own and if there was ever 
conflict he would accept her viewpoint. An example being when asked about whether he 
would like to see his medical records. At first the participant was disinterested, but on 
spotting his Wife's stern nod and stress on the importance of seeing them, the participant 
appeared much more eager to have access, than before he had seen his Wife's reaction.  
 
Although the patient has Alzheimer's, he seems to have an awareness of his limitations 
and strengths and readily accepts his Wife's view point above his own. This is rather 
poignantly displayed by the statement "She knows everything".  
 
Interview  
 
Researcher - Can you tell me which medical and social care services currently look after 
you? 
 
Participant - Well it is usually the doctor up here. 
 
Researcher - Okay so you see your GP? 
 
Participant - Yes. 
 
Participant Wife - And the memory clinic. 
 
Participant - Yes, I see the memory clinic. 
 
Researcher - Okay and are there any other services you see? 
 
Participant - I don't think so. Just normal medical sort of thing. 
 
Researcher - Can I ask where the memory clinic is based? 
 
Participant - At the hospital. 
 
Researcher - Thank you. Okay and when you go to see the GP all the memory clinic do 
you frequently see the same members of staff or do they tend to be different people each 
time? 
 
Participant - I don't think we do, do we? 
 
Participant Wife - Not at the memory clinic, but you do see your own doctor. 
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Researcher - And are there any other people involved in supporting you? So for example 
friends or family? 
 
Participant - No, only my Wife. 
 
Researcher - Would you class your Wife as a carer? 
 
Participant - Yes. 
 
Researcher - And do you act as a carer for anyone? 
 
Participant - No. 
 
Researcher - Whenever you have been at your GP or the memory clinic and they ask you 
questions about yourself, what sort of questions do they ask? 
 
Participant - I haven't been for a while, have I? 
 
Participant Wife - You haven't been to the memory clinic for almost a year. The doctor, it is 
just ordinary sort of medical questions. But the sort of questions they ask at the memory 
clinic are things like who is the Prime Minister, what year is it, can you spell this word 
backwards. Then they will repeat questions and score points for what you get right. 
 
Researcher - Are they trying to improve the memory or assess what is left? 
 
Participant - No, no. I think the memory has had it. 
 
Participant Wife - It won't improve but he is on medication to slow it down. 
 
Researcher - So they are tracking progress with these questions? 
 
Participant Wife - Oh yes. They are supposed to see him every six months but it has been 
a year now. 
 
Researcher - And do they ever ask your Wife questions on your behalf and get information 
from her, instead of yourself? 
 
Participant Wife - Not at the memory clinic, no. 
 
Participant - Umm, no. 
 
Researcher - Now, whenever they have needed information off you how did they collect it? 
Do they generally ask you face-to-face, do you fill in forms? 
 
Participant - It is usually face-to-face. 
 
Researcher - And who generally collects the information? So is it always the doctor, is it 
ever a receptionist? 
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Participant Wife - They are usually registrars. We have only seen the main doctor when he 
was diagnosed. It is usually the registrar, and they normally, well the last one was only 
going to be there for four months and every time we have been we have seen a different 
person each time. 
 
Researcher - But they have always been medical personnel? 
 
Participant Wife - Oh yes. There will sometimes be somebody in training there. 
 
Researcher - And do you have any experience of repeating the same information to 
different professionals? 
 
Participant - Well, not really. Do we? 
 
Participant's Wife - Well, most of the time you are able to answer the questions. 
 
Researcher - Okay, but you are not finding you are being asked the same question over 
and over? When they have the information, they have got it? 
 
Participant - I haven't noticed having to do that. 
 
Researcher - And do you know how your information is kept? So do you know if they keep 
any paper records or computer records? 
 
Participant - No idea. 
 
Participant Wife - Well the doctor has a computer, but I have an inkling, yes, it is stored on 
computer 
 
Researcher - Okay then, but yourself you don't have much of an idea of how it is stored? 
 
Participant - I don't care where it is stored [laughs]. 
 
Researcher - And are you aware of how they keep your information up-to-date? Do they 
ever say have your details changed or do they just expect you to tell them? 
 
Participant Wife - They ask you when you go in, if you are so and so, give your date of 
birth. Usually, but you get a letter, no wait, no you don't 
 
Researcher - But they do double-check your details are up to date? 
 
Participant Wife - No they don't, not at reception they don't. You just give them the card for 
your appointment and that is it. 
 
Researcher - Now your records they have for you, have you ever seen them? 
 
Participant - No. 
 
Researcher - Have you ever asked to see them? 
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Participant - No. 
 
Researcher - And would you like to have access to that information? 
 
Participant - She's nodding. 
 
Participant Wife - I would. 
 
Participant - Yes well, I suppose I would as well. 
 
Researcher - Okay if you were going to access the information what would be the easiest 
way for you? So for example to get a copy of the files to keep with you? Having a book? 
 
Participant - The copy I think would be the best way of doing it. 
 
Participant Wife - Well, this day and age, you have, well the learning disabled, have this 
green book and I think everybody that has severe problems should carry it because in 
there is all there information and you keep it up-to-date and I think for somebody that 
suffers from Alzheimer's could have that and then they know what their information is and 
it is there. It is a medical record. 
 
Researcher - And would you feel comfortable filling that out on your Husband's behalf as 
his carer? 
 
Participant Wife - Yes 
 
Researcher - Rather than leaving it with him? 
 
Participant Wife - Yes, well, yes. We do a lot of things together. We make a lot of 
decisions, I make a lot of decisions we do a lot of things together. 
 
Researcher - So would you find a book you keep with you more useful than say, for 
example, having access on a computer? 
 
Participant Wife - I would, at the moment. I don't know how you would get its via computer. 
 
Researcher - It is just an idea at the moment. I would like to know what would be easiest 
for you. Checking on computers, calling up, having a copy. 
 
Participant Wife - Well at the moment having a paper copy would be best, but I am 
learning the computer. I have a laptop. 
 
Researcher - Can I ask with your health do you keep any records yourself, of your history? 
 
Participant - No I don't. 
 
Participant Wife - We just keep your records of being at the memory clinic. No other 
records really 
 
Researcher - And what form is that? Is that on paper again? 
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Participant Wife - Yes, it is on paper 
 
Researcher - And is this information that you have recorded or is it information that you 
have been given by the memory clinic? 
 
Participant - No. 
 
Researcher - And these records, have you shown them to anyone? 
 
Participant Wife - No. 
 
Researcher - So it is just for your benefit? 
 
Participant - Yes, I think so. 
 
Participant Wife - There is not a great deal in it. When we say we have kept the records, it 
is more the paperwork for the appointments, it is not medical information. 
 
Researcher - Okay, so whenever you have been looked after, be it at the doctors or the 
memory clinic, the hospital, anywhere like that is, has anyone checked your care 
preferences? So whether you prefer to be called by your first name or surname? Any 
dietary requirements? Cultural requirements? 
 
Participant - No. 
 
Participant Wife - No. The only thing is the last time we went, because my Husband is 
unsteady on his feet, they came in and put handrails in the bathroom and that is the only 
time they have ever offered us anything. 
 
Researcher - Who asked you about that? 
 
Participant Wife - The doctor, the lady doctor that we saw at the memory clinic. We didn't 
need anything else because we had a learning disabled daughter who lived at home. We 
had a few handrails and fixtures in already so we didn't need anything. 
 
Researcher - And has anyone ever asked you about wider family or pets for example? 
Anyone dependent on you? 
 
Participant - No. 
 
Researcher - That's fine. Now [Wife], you have touched on this already, can you tell me if 
anyone regularly checks up on your situation at home? So that you are managing well with 
the house and that everyone is looked after? 
 
Participant Wife - The only time was that lady, that young lady doctor. That organised the 
handrails. Nobody ever asks us if we need anything. 
 
Researcher - When was that? 
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Participant Wife - That was last February, the last time we went to the hospital, so about a 
year ago. 
 
Researcher - Can you recall how many times you've been before then and have not been 
asked about your home situation? 
 
Participant Wife - I can't exactly. Put it this way out of all the times we have been, that was 
the first. And we have probably been there about five or six times. 
 
Researcher - Okay then. Now this is that if you were to get quite poorly and perhaps 
couldn't talk or communicate, have you made any arrangements for someone to deal on 
your behalf if you became ill? So this is things like next of kin? 
 
Participant - Yes. 
 
Participant Wife - I am next of kin. I have got power of attorney filled out. 
 
Researcher - And do you know if the information is recorded anywhere? 
 
Participant Wife - I don't think so. We did tell the solicitor last year that we had got it 
because we were questioning about the new power of attorney, because ours is an older 
one. It is still legal, and our son and daughter probably know. But to no officials. 
 
Researcher - Okay so in an ideal world who would you like to know that information, that 
[Wife] has power of attorney? Or are you happy with everyone who knows at the minute? 
 
Participant - I don't know. I suppose that is a decision for me to make, isn't it? 
 
Participant Wife - Well anyone could know that, I'd be fine with anyone knowing. 
 
Researcher - So you would be happy with that being common knowledge? 
 
Participant Wife - Oh yes. 
 
Researcher - Okay so looking at a different healthcare situation now so if you have ever 
had to go into hospital for an unplanned visit, for example accident and emergency or a 
sudden trip to the doctors, can you remember what sort of questions you get asked? 
 
Participant Wife - You never have, have you? You have never had to go as an emergency. 
Not since he has had the diagnosis, so not in the past few years. I think 2009 you were 
diagnosed. 
 
Participant - She knows everything you see. 
 
Participant Wife - You have not had any emergencies. 
 
Researcher - Okay so in the past year or so have your needs changed which is meant a 
change to your care plan, as a result of which you have had to meet the new professional? 
This could be anything like podiatrist etc? 
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Participant - No, not that I can think of. 
 
Researcher - That's fine, and other any other professionals that help you other than the 
medical ones? So this can be transport services or anything like that? 
 
Participant - No, nothing like that. 
 
Researcher - Can you tell me how you feel when people ask you questions about your 
health and how your living? 
 
Participant - I have no problems with it. I'm quite happy to provide answers. 
 
Researcher - And do you find people, do you feel listen to by doctors? As in are they really 
taking on board what you say? 
 
Participant - Yes, yes. I would agree with that. I take it as it comes. 
 
Researcher - And do you ever feel, when they're asking you questions, that you are 
having to volunteer information as well? Or do you just strictly answer the questions you're 
asked? 
 
Participant - I think I just, how shall I put it, answer the questions. I don't sort of, go any 
further, to attract other questions. 
 
Researcher - Okay so you have mentioned how your Wife is your carer, so the 
professionals that deal with you, do they know what the abilities and limitations of her are? 
Do they know what she can and can't do for you? 
 
Participant - No. 
 
Researcher - Have they ever asked? 
 
Participant - No. 
 
Researcher - That's fine. And if your Wife were to be unable to look after you for a while- 
 
Participant - We are stuck. 
 
Participant Wife - Well no, hang on a minute. I had an emergency in May and went into the 
hospital for three days. He stayed here on his own but my son and his family lived down 
the road and our friend from number 23 came in every day. 
 
Researcher - oh well that's good. The question was is there an advanced plan to ensure 
that you were looked after. Is that the plan that is in place? 
 
Participant Wife - Yes. If it happened again there will be someone to make sure he is all 
right. 
 
Researcher - Has this already been agreed? 
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Participant Wife - Not strictly. 
 
Researcher - It is an understanding, then? 
 
Participant Wife - Yes. I mean he can't cook but he would never starve. 
 
Researcher - Okay so this is going back to when ever any professionals have asked you 
questions about your health and how you are living. The information you give them do you 
feel it is effectively used? For example your rails that were put in upstairs shows a time 
where your needs were listened to and addressed. Is that generally your experience of 
people taking your needs on board? 
 
Participant Wife - Well we haven't given them any other information, have we. We have 
never been asked for any other information, so no, not really. We have never really had 
any help at all, apart from those handrails, but having said that if we needed help I would 
get it. I would try and get it. 
 
Researcher - So it is not so much a case of it hasn't happened and you have needed it, 
you have been okay and not pursued it? 
 
Participant Wife - Yes. 
 
Researcher - Okay and any details about a change in your health, in the past for example, 
have doctors acted on that and gotten you sorted? 
 
Participant Wife - Well your own GP is good, isn't he? 
 
Participant - Yes, well healthwise I think we are both reasonably good. 
 
Participant Wife - Apart from your memory, you are quite fit. 
 
Participant - Yes I just put it down to the old brain I have got is just worn out and that is it. I 
still sort of, how shall I put it, understand things, and reply but with any regards to certain 
things, I get stumped. 
 
Researcher - And have you ever explained that to a doctor? 
 
Participant Wife - No, I don't think you have. I don't think a doctor has ever asked. We 
have never given that information because we have never been asked. I will say this 
though, we saw a young doctor who didn't stay. We saw him twice, and I was really cross 
with him because we wanted a diagnosis written down and although he dictated the letter 
while we were there the second time, we never received it. We had no written confirmation 
to say that my Husband has Alzheimer's. 
 
Researcher - So you actually made the request more than once? 
 
Participant Wife - Yes, at the start. 
 
Researcher - So have your requests not always being taken on board? 
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Participant Wife - Well he definitely didn't. I know they had got to learn and change over 
but this particular young man was obnoxious. Okay he has got Alzheimer's, but you don't 
need to be spoken down to. For me, and how I go, I really don't like that. 
 
Researcher - That is understandable. Would you say that attitude was common or an 
exception in your experience? 
 
Participant Wife - That was the only person we were not pleased with. Other than that we 
were pleased with the service, apart from appointments. 
 
Researcher - And what issue do you have with appointments? 
 
Participant Wife - We can't get them. We have had them cancelled. We went in February 
last year, we were told to go make an appointment for December. She said oh we haven't 
got any for December we will let you know when we get one. It got to December and we 
hadn't heard anything so I phoned up. She said we don't have any, you are on a list for 
cancellations. We still haven't heard. It will be a year in four weeks. 
 
Researcher - And how often are they supposed to be? 
 
Participant Wife - Every six months. 
 
Researcher - And have they explained why you can't get an appointment? 
 
Participant Wife - More severe people there, more severe Alzheimer's. Which we 
understand, but if we can't get an appointment how severe do we know [Husband] is? 
Something my doctor did say is that with so many people having Alzheimer's, they are 
talking about putting the care back to GPs. There was an article yesterday in the paper, 
about what to GPs will do, taking on board, that is one of the things under the heading. All 
that information about what GPs will do, because we know it is changing. People with 
Alzheimer's will see their doctor more than the hospital. 
 
Participant - We have a very good GP here. Very good practice in deed. As you can 
imagine, I have problems keeping a licence. 
 
Researcher - Driving licence? 
 
Participant - Driving, yes. Sorry, and I am quite elated now as this week I have my licence 
back. 
 
Participant Wife - And it has taken six months to get it. That's all the questions going 
between the DVLA and the memory clinic and every transaction takes six weeks. One 
thing I will say, I got on to the DVLA and they got onto the memory clinics straightaway. I 
contacted the memory clinic and that seem to get things moving. It started in July, and his 
licence ran out in October, and then just before Christmas he was told not to drive until he 
got his licence back. Never had an accident in 50 odd years, in all this time driving. Well 
not an accident instigated by you. You have been in a couple but it's never been your fault. 
 
Researcher - I just want to look at that point of having to talk between the DVLA and the 
hospital regarding your information, how well do the doctors know about your 
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confidentiality preferences? So who you are okay with knowing your information? 
 
Participant Wife - You are okay with anyone knowing your information, aren't you? 
 
Participant - Yeah, I don't mind. I won't disclose anything, weight that is wrong. I will supply 
anything, any information about me to anyone. 
 
Researcher - And do the doctors know that? 
 
Participant - Yes 
 
Researcher - That's good then, and just finally is there anything you would like to add that 
you think is relevant? 
 
Participant - No, not really. 
 
Researcher - Okay well thank you very much. 
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Appendix 11 
 
Interview 11 transcript 
 
Context 

 
Present at interview were the interviewer, participant and the participants Husband whom 
she cares for. 
 
The participant gave an impression of being very well informed about her own and her 
Husband's healthcare. She also displayed a notably strong interest in wanting to stay well 
informed about any treatment, decisions or records. Participant was confident in her 
speech and her healthcare needs are for physical issues and complaints such as pending 
heart surgery. It is worth noting that outside of the interview, the participant made mention 
of having previously cared for a profoundly disabled daughter who used to live in the 
family home, so has experience of caring previous to her Husband.  
 
Interview 
 
Researcher - Okay so can you tell me which medical and social care services currently 
look after you? 
 
Participant - The NHS, that's all. Dr and the hospital. 
 
Researcher - And do you see them regularly at all? 
 
Participant - At the moment, the doctor, no. The hospital, yes. With me it has always been 
hospitals more than the doctor. 
 
Researcher - And do you generally see the same people whenever you visit? 
 
Participant - Dr's yes, hospitals no. 
 
Researcher - Okay so different professionals whenever you go to the hospital. Are there 
any other people involved in supporting you all looking after you? 
 
Participant - No. 
 
Researcher - Okay and do you act as a carer for anyone? 
 
Participant - Just my Husband. 
 
Researcher - Okay so when information is gathered about you from, by professionals, who 
has asked about your health and living conditions? 
 
Participant - No one. 
 
Researcher - No one? Okay, perhaps more historically then, if professionals have ever 
asked you questions, have they done it generally face-to-face, fill in forms? 
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Participant - Face to face. 
 
Researcher - And who has generally collected information off you? Is it doctors, nurses, 
receptionists? 
 
Participant - Well I see a nurse every six months for a health check and I only go to the 
doctors if I need, you know, that is it really. 
 
Researcher - And when you go, to say the hospital or anything, do they ever ask you to 
confirm who you are, double check details? 
 
Participant - Yes. The hospital always do that. Ask you who you are, your date of birth, 
and your doctor's name. 
 
Researcher - Right, and do they ask you any medical questions? 
 
Participant - No. 
 
Researcher - So you are just there for your appointment and they double-check your 
details? 
 
Participant - Yes, well then the nurse gets your file out, and she double-checks it. 
Obviously, and so on. 
 
Researcher - So they seem generally well informed about you? Before you get there? 
 
Participant - Yes well the doctor always reads, well part of your notes, they can't read 
them all. 
 
Researcher - The most recent notes? 
 
Participant - Yes, it seems so. 
 
Researcher - Okay so you have some experience of them using records ahead of time? 
 
Participant - Yes, yes. 
 
Researcher - Okay so do you ever have any experience of repeating the same information 
to people? 
 
Participant - No, I don't think so. There again, well yes, if you go in like I went in for an 
emergency, one section asks who you are, date of birth et cetera. Although you have your 
tag, then the next person you see also asks you. If you go for surgery they also ask you. 
They check you all along the way. 
 
Researcher - And if you do repeat yourself, how does it make you feel? 
 
Participant - It doesn't bother me. Not really. 
 
Researcher - That's fine. so your records, so this can be at the hospital or the doctors or 
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anywhere, do you know how that information is kept? So is it paper, computer? 
 
Participant - Well at Queens, it is paper. At the City Hospital, they transport the information 
from one hospital to the other. The doctor's computer, the hospital is paper. 
 
Researcher - Okay so you do have some awareness of how they keep them? 
 
Participant - Oh yes. 
 
Researcher - Have you any awareness of how they keep the information up-to-date? So 
do they ever double check your details are right or do they just assume you will tell them if 
anything changes? 
 
Participant - Well no I don't think anybody has asked me. Well they do check your details if 
anything has changed at the hospital, but the doctors just to know you because it is a 
small doctor's surgery. It's a small practice so your doctor knows you. 
 
Researcher - So the less familiar you are, the more often they double-check? 
 
Participant - Yes, that is right. 
 
Researcher - That's good. Are your records ever shared with you? 
 
Participant - No. 
 
Researcher - And have you ever asked to see your records? 
 
Participant - No. 
 
Researcher - Would you like to have access to that information? 
 
Participant - Yes. 
 
Researcher - And what would be the easiest way for you to access that information? 
 
Participant - I would like to have a copy of what they have done. I will just say here, 
recently, I have had letters stating what they have done and what needs to happen, so I 
am getting information. That is something that has probably happened over the past few 
years, where they will give you a copy of what's needs to be done and what has been 
done. I've had letters, I have had copies of letters that they have sent to my doctor. 
 
Researcher - Right, so in recent years you have become better informed of the process as 
it is going on? 
 
Participant - Yes, definitely. 
 
Researcher - So would you say you were more engaged in the process as opposed to just 
turning up for the appointments? 
 
Participant - Yes that is right. 
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Researcher - Right so a paper copy of your records is easier to use than say having an 
alert bracelet, or computer access? 
 
Participant - Yes, at the moment it is. 
 
Researcher - And with your healthcare do you keep any records yourself? 
 
Participant - I only keep the letters, my copies. I've only recently destroyed all the 
information in 2000. All the operations I had then. It has only been since May that I have 
started collecting information again. 
 
Researcher - Okay so the records you keep, it is not information you have created, it is 
everything you have been given, and you collect it? 
 
Participant - Yes that is right. Yes. 
 
Researcher - And do you ever share those records with anyone? 
 
Participant - I have never had to. 
 
Researcher - You have never had to? Okay, but you have them available should you need 
them. 
 
Participant - Yes. 
 
Researcher - Okay, so- 
 
Participant Husband - I might go a little bit further with that, and to say if you were asked 
for those records, what would your answer be? 
 
Participant - Well, anyone could see them. I am not bothered. Yes, yes. 
 
Researcher - Okay so you are happy sharing them, but there has just been no need to? 
 
Participant - That is right. 
 
Researcher - And has anyone checked about your care preferences? So things as simple 
as how you like to be addressed, cultural and dietary needs. 
 
Participant - Yes. The first words they said when I went into A & E in May was what did I 
want to be called and that has happened a couple of times. 
 
Researcher - So you do have experience of them taking that into account? 
 
Participant - In the NHS yes. 
 
Researcher - And has anyone ever asked about your wider family, or your pets for 
example? Anyone dependent on you? 
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Participant - No. 
 
Researcher - No one has ever checked? Okay and does anyone ever regularly check up 
on your situation at home to make sure the house is still managed? 
 
Participant - No. 
 
Researcher - That's fine. And have you made arrangements for anyone to speak on your 
behalf if you became ill? So this can be anything from next of kin to full power of attorney? 
 
Participant - Well at the moment my Husband has power of attorney but we are going to 
change it all to our son. At the moment I am more healthy than what's my Husband is 
really, so no one really. 
 
Researcher - Okay so at the moment officially it is your Husband, and that has been put in 
place, but you are planning to change that? 
 
Participant - Yes the solicitor suggested we change it because he lives here. Not our 
daughter who lives away. 
 
Researcher - So it is actually at the suggestion of the solicitor that you are thinking of 
changing it? 
 
Participant - Yes. 
 
Researcher - Okay now the fact that your Husband has it, is that recorded anywhere? 
 
Participant - No. I don't know if the solicitor knows it or not. We mentioned it to [solicitor] 
last year when we changed our will. We mentioned about the Power of Attorney, but I 
don't think it is registered. 
 
Researcher - Okay so no medical professionals know about it? 
 
Participant - Oh no, no, no. 
 
Researcher - And your intention to change it to your son, who knows that? Now this can 
be friends, family or any professionals. 
 
Participant - Just our daughter. She knows. To tell you the truth I don't know if I have told 
[son] or not. I think I have. But I have discussed it. 
 
Researcher - And just for the benefit of the recording, [son] is? 
 
Participant - Our son. 
 
Researcher - He is your son. That is who you would change it to? 
 
Participant - Yes. 
 
Researcher - That's fine. Now in your ideal world, who would you like to know the 
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information that your Husband has power of attorney or in due course, that your son will 
have it? 
 
Participant - Anyone. 
 
Researcher - You are happy for anyone to know? 
 
Participant - Oh yes, yes. 
 
Researcher - Okay so different situation now. So have you had to go to hospital for an 
unplanned visit, so accident and emergency for example? 
 
Participant - Yes. 
 
Researcher - And can you remember what kinds of information you were asked for? 
 
Participant - I can't, really. 
 
Researcher - Okay, that's fine. Did the hospital have good information about you before 
you arrived? 
 
Participant - Yes. 
 
Researcher - Okay so they had some record. Did anyone go with you to hospital? 
 
Participant - No. I wouldn't let anyone go with me. 
 
Researcher - Is that from a confidentiality viewpoint? 
 
Participant - No it is just that I prefer to do things on my own. Then I don't have to worry 
about the person who is with me. 
 
Researcher - So it is about independence rather than confidentiality? 
 
Participant - Yes. 
 
Researcher - Are you happy people knowing you had gone into hospital, but prefer to do it 
alone? 
 
Participant - Yes. 
 
Researcher - Okay, that is fine. Just so I understand it better. 
 
Participant - Yes. My Daughter-in-Law offered to go with me, because I knew my Husband 
would not be able to but I prefer to do everything on my own. 
 
Researcher - Okay now in the past year or so have your care needs changed which has 
meant you have had to start seeing a new professional? 
 
Participant - No not really. Well, yes. It was the professional for my heart. Last May. 
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Before that it has always been orthopaedic. 
 
Researcher - Okay, did the, well is it a heart department you are seeing or is it a specific 
doctor? 
 
Participant - Well I am seeing at the moment a specific doctor within a cardiac clinic. 
 
Researcher - Ah so you do have a single doctor you see? 
 
Participant - Yes. 
 
Researcher - Did this doctor ask you a lot of questions when you first saw them? 
 
Participant - Do you know what, I can't remember. 
 
Researcher - No trouble. Do you have any memory of whether they were well informed 
about you ahead of time? 
 
Participant - Yes. 
 
Researcher - Did they ask any other people for information about you, or did you always 
go on your own? 
 
Participant - No, no, no one. 
 
Researcher - And are there any other services to help you? So this can be transport 
services, podiatrists? 
 
Participant - No. 
 
Researcher - Okay and you can you tell me a bit about how you feel when people are 
asking you questions about your health and living conditions? So do you feel listen to? 
 
Participant - 90% of the time yes. There have been occasions where I have felt the doctor 
I am speaking to is not listening to me. There was an occasion a few years ago where I 
told my doctor that I didn't think the doctor at the hospital was listening to me. So I went 
back again. Then I got a letter of diagnosis saying what he thought was wrong with me. 
And I have recently been to the Queens, to the spinal unit, and I wasn't 100% happy with 
the registrar I saw. I didn't have confidence in him. He was asking me questions and trying 
to diagnose at the same time and I was only getting part of the question because he was 
bending things. I came back home and I said to my Husband I wasn't very happy with him. 
 
Researcher - Just for my understanding, is it fair to say you feel the registrar was leading 
you with his questions? 
 
Participant - Well I don't know. I had already seen a consultant after the problems in May 
who said I needed surgery on my leg and this registrar was going away from it. So I said 
well why, if this consultant said I needed it, why are you questioning everything? 
 
Researcher - So you weren't sure why you would being asked the questions you were? 
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Participant - Yes. I have two appointments now. One to go to the neurology department 
and one to go to the anaesthetist to see if I am well enough to withstand surgery. But that 
has been, in all the times I have been to hospital, it has only been twice that I have not felt 
confident in the doctor. 
 
Researcher - So with these concerns and also times when you think, when things have 
gone well even, do you feel the doctors take you seriously? Your concerns seriously? 
 
Participant - What? Concerns about the doctors I am not happy with? 
 
Researcher - Any concerns that you have. So this can be the concern you had about 
tingling in your fingers, if you explain a symptom to a doctor, if you explain to another 
doctor you want not happy about the registrar. So do you feel the doctors are taking on 
board what you are saying? 
 
Participant - While I haven't told any doctor, mentioned the registrar, to anyone. But when I 
mentioned the tingling in my hands to my GP she was straight on to the hospital for an 
MRI scan and I had an MRI scan within a week. 
 
Researcher - So in your experience, is it fair to say doctors really take on board what you 
have to say? 
 
Participant - Oh yes. 
 
Researcher - And just to confirm once again, they don't generally ask anyone else about 
your health. It is strictly knew they ask? 
 
Participant - No, they don't. At least I don't know that they do. 
 
Researcher - Okay so you don't have a carer, so we skip this question. Now this question 
is partly answered by what you have just said, but it is do you believe the information you 
give to professionals is effectively used? So would you agree with that statement? 
 
Participant - Yes, I would. 
 
Researcher - Right now regarding your confidentiality preferences, you have hinted at you 
really don't mind who knows what is going on- 
 
Participant - No I don't mind. 
 
Researcher - Are your doctors aware of that? 
 
Participant - Well it has never come up really. 
 
Researcher - Okay so they have never asked are we okay to talk to your Husband or your 
son? 
 
Participant - No, it has never come up. 
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Researcher - And just finally is there anything you would like to add? 
 
Participant - No not really. I mean, we have always thought that the NHS staff have been 
terrific, haven't we. I mean we have had no problems with hospitals. My Husband has had 
surgery a few times but the whole time I have been up to hospital for all my problems, I 
have had no problem at all. 
 
Researcher . Okay and with the multiple occasions you have been, have they generally 
been well informed about you when you have got there? You have not had to explain 
yourself repeatedly? 
 
Participant - Well no, not really. Sorry I keep going back to this, he is in my brain, this 
registrar. But no apart from that, they are good really. 
 
Researcher - All right well thank you very much. 
 
Participant - You are welcome. 
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Appendix 12 
 
Interview 12 transcript 
 
Context 
 
Present at interview were the researcher and the participant. 
 
The participant lives with his Wife and has had a variety of health issues, with little relating 
to the mind. The recording is representative of what was discussed and no significant 
information was disclosed outside of this. One factor which is worth noting but does not 
translate to transcription, is the reaction participants seem to have to the term 'social 
services'.  
 
This participant had no issue with discussing any other health care service but on mention 
of the word 'social', appeared to make an effort to distance himself from the term, above 
others such as 'care'.  
 
Interview  
 
Researcher - Okay so can you tell me which medical and social care services currently 
look after you? So this can be GP, hospital, community matron, social services, things like 
that. 
 
Participant - Just the doctors. 
 
Researcher - Just your GP? 
 
Participant - Occasionally I see the nurse but I have not seen the nurse for quite some 
time. I see the nurse regarding that COPD and emphysema but they haven't sent for me 
since they have moved down to the new doctor's office. So I don't know whether they are 
actually overworked or not. 
 
Researcher - So do you normally have regular appointments with them? 
 
Participants - Once a year. 
 
Researcher - Okay and do you remember offhand when your last appointment was? 
 
Participant - Not really, no. It must be getting to 18 months, two years ago. 
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Researcher - Right, okay. You don't see anyone like podiatrist for example? That's it? 
 
Participant - No no, that's it. 
 
Researcher - Right so you say it is just GPs and nurses who you generally see. Do you 
frequently meet the same staff or does it tend to be different people each time? 
 
Participant - I normally try to see the same doctor each time but my doctor has been off on 
maternity leave so I tend to go to whichever doctor is available. 
 
Researcher - So you do have a specific doctor- 
 
Participant - Yes but I don't know if she is back or not, Dr X. 
 
Researcher - And with nurses, do they tend to be different nurses each time? 
 
Participant - They tend to be different. But as I say it has been 18 months to 2 years since 
I have seen one. 
 
Researcher - Okay and are there any other people involved in supporting you or looking 
after you? So say family, friends or neighbours? 
 
Participant - No. 
 
Researcher - Okay so no one acts as a carer for you? 
 
Participant - No. 
 
Researcher - Do you act as a carer for anyone? 
 
Participant - No. 
 
Researcher - Now I'm going to look at how information is gathered about you. So can you 
tell me about who has asked for information about your health and living conditions, say in 
the past year or so? 
 
Participant - Nobody. 
 
Researcher - Nobody has asked? For any information on your health? Or how you are 
doing? 
 
Participant - No, no. 
 
Researcher - You mentioned with your COPD that you used to have annual checkups for 
it, 
 
Participant - That's right. 
 
Researcher - But that has fallen by the wayside? 
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Participant - Yes I don't know whether that is my fault or, see they used to send me a letter 
saying can you come down for a check-up on such and such a date but I have not had 
one for some time now. I get the impression that since they have moved to this new 
surgery everything has changed. The appointment system has changed. I have a 
sneaking suspicion that there is a lot of people, a nice new building, they have left their 
own doctors and have gone to the nice new surgery and they must be inundated. I'm not 
sure but that is my opinion because I know, I have not phoned up myself, but I know now 
you have to phone up on the day for an appointment that day. Whether you get through or 
not I don't know because I have not had the occasion to do it but if you don't and you go 
into the surgery it is two weeks before you can get an appointment. It used to be a week 
and that to me, I think they have still got the same amount of doctors, but well what I am 
trying to say is it is unacceptable to have to wait two weeks. 
 
Researcher - So previously you have been prompted to go in for these appointments and 
that has stopped, and what the reason is, you have some ideas but can't be certain. When 
you, if you can recall when you have had these appointments, what sort of questions have 
they asked you? 
 
Participant - What they would do is check my lung capacity, checked my blood pressure, 
you know blow into the thingamajig. That was about it and they will alter my medication if 
needs be. I think they altered it once and the doctor took me off that so I am still on this 
one medication I have been on since the beginning. 
 
Researcher - Okay now that's one medication, do you ever have to double-check with the 
doctor or is it just a repeat prescription with the pharmacist? 
 
Participant - It is a repeat prescription. 
 
Researcher - Okay and no one has reviewed it with you for at least 18 months? 
 
Participant - No, well I don't know whether the doctor reviews it when the prescription gets 
put in front of the doctor or whether it is a manager that does it or not. No, I've not been 
told say can you come in and we'll review. That is another thing I used to go every 6 to 12 
months to go see the doctor and I have not been called in. 
 
Researcher - Where those visits for anything specific? 
 
Participant - That is for BP check, normally my blood pressure. See my nurse would see 
me for my COPD normally. Everything that is done in there is done on computer. They 
bring my medical records up to see what the nurses done and what the doctors done. 
 
Researcher - So you have some awareness of how they use your records? 
 
Participant - Yes. 
 
Researcher - Okay so how long would you say it has been since the doctor has checked 
your blood pressure? 
 
Participant - [Pause] umm [pause] it has got to be over 12 months. 
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Researcher - Do you take anything for your blood pressure? 
 
Participant - Yes, tablets. 
 
Researcher - And is that repeat prescription again? 
 
Participant - Yes. 
 
Researcher - Okay and if you could just explain the scenario to me. So say with your 
COPD medication and your blood pressure tablets, you are running low and you need 
more. What is the process you go through to get more medication? 
 
Participant - The process is the prescription is left at the chemist. 
 
Researcher - Do you have to request that? 
 
Participant - No, it is a monthly thing. They are supposed to put that in to the doctors three 
or four days before I pick the prescription up from the chemist. So I don't actually put the 
prescription in myself, they do it for me. And I must admit I am not very happy with it. 
 
Researcher - Is it the doctor or the pharmacist that organises it being printed? 
 
Participant - The pharmacist [pause] you see when you get your prescription from the 
chemist, on the prescription there is a repeat prescription for the next four months. I say to 
the chemist I don't want this next time and I don't want that next time. If I don't say that 
they will take it that I want everything and it is a waste because I myself, say I don't want 
this and I don't want that and they don't like it. Something up here is saying they just want 
to make money. There must be people that have got medicines falling out of cupboards 
because they have got too much. 
 
Researcher - So do you find yourself having an excess on your current rate of medication? 
 
Participant - I have got an excess because even when I have requested that I don't need 
that I still get it. 
 
Researcher - So you have explained this to the pharmacist but no action has been taken? 
 
Participant - No. [Wife] collected my last prescription from the chemist and I told her that I 
didn't want two items on it. Apparently the chemist, not the chemist the assistant, said oh 
you're not supposed to have part. You should have everything on the prescription. Now if I 
was putting that prescription in myself I would just take off what I need and I can't 
understand why they can't do the same. They should say, in my opinion, each time 
anybody picks up prescription, because they have to take the other prescription out, they 
should say to the customer do you want everything that is on the thing? If they don't 
people just are not bothered because they are not paying for it. I'm talking about people 
my age who don't pay for it, so they are not bothered and this is a complete and utter 
waste of money. 
 
Researcher - When you go in for your repeat prescription and you have had your 
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discussion about how you feel that you have an excess of medication- 
 
Participant - I don't tell them I have an excess, I just say that I don't need it next time. 
 
Researcher - Okay, so you have explained how much you need from your prescription, 
does the pharmacist ever ask you any health questions or questions about how you are 
getting on with your conditions? 
 
Participant - Yes, I have asked the once I think. All she has actually said is do you 
understand what these medicines are for. Do I know how to take them. 
 
Researcher - So is it more dosage levels rather than whether your condition is managed 
well, getting better or worse? 
 
Participant - No, they do check,[pause] I think I was on something and I can't remember 
what it was to tell you the truth and the pharmacist did query it with the doctor. It was the 
dosage, they thought the dosage was wrong. I can't remember what it was now, that is 
bad isn't it? I can't remember what it was to tell you the truth. 
 
Researcher - Okay well as best as you can remember, the pharmacist questioned dosage 
and told the doctor, did the doctor then change that? 
 
Participant - I think it might have been when I went to see the nurse she put me on 
another tablet. The nurse did. I think that was what the chemist was querying because 
there were two tablets conflicting with each other.  
 
Researcher - Okay so from your understanding, do the pharmacist and the doctors share 
records about your health? 
 
Participant - Only in, and I don't know, only as much as she can see on the prescription. 
What dealings they have with one another I have no idea. I should not imagine they have 
any, to tell you the truth. 
 
Researcher - Okay so when this issue was raised, all the pharmacist had to go on was the 
tablets on the prescription they had been given. They did not know why you had been put 
on that tablet, that is why they wanted to question it? 
 
Participant - Yes. 
 
Researcher - Okay and do you feel you have ever had to volunteer information to the 
pharmacist or the doctor? So you have mentioned having to tell the pharmacist about the 
amount of medication you are receiving. Is there anything else you feel you have had to let 
them know which they have not asked you for? 
 
Participant - Are you talking about the chemist again? 
 
Researcher - Either. This can be the pharmacist or any other professional. 
 
Participant - I am totally dissatisfied with the chemist. In fact I shall, next time I go, pick my 
prescription up and go elsewhere with them because last time I went, and this has 
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happened before, I was supposed to pick my prescription up on the seventh and I went on 
the seventh and they said oh it is not ready until next week. Now I checked back to my last 
prescription, bearing in mind it is a monthly prescription, and I checked it back again and it 
should have been due that day. Now I was quite put out at that. It is a good job I have got 
some tablets as a back up because if I had to wait another week I could have been without 
my tablets. 
 
Researcher - Did they give you any explanation as to why it was late? Whether it was 
them, the doctor, the nurse? 
 
Participant - No, no. It would be their fault. Definitely because, and I don't know what 
system they have got, but they, and it has happened before, regular, but they are 
supposed to put it in so I can pick it up on that day. It is never ready anyway, you have to 
wait even if it is that day. Next time I go I will pick it up and go elsewhere. 
 
Researcher - Thank you for that. Now whenever a healthcare professional has had to get 
information from you how do they collected the information from you? Do they ask you 
questions, do you fill in forms? 
 
Participant - I have never had to fill in forms. Normally when you go for a check-up you sit 
down, the doctor always checks your blood pressure anyway. She will ask how you have 
been. Which is okay normally. That is about it. Last time I had to go to the doctors I had to 
go because of a spot on my ear. She said it looked like cancer. I was gob smacked. I had 
to go to hospital and it was. First stage cancer and they got rid of it. I mean I would not 
have bothered it but my Wife said I should go and yes, so that was that. 
 
Researcher - I will probably come back to that, it might be very relevant. Now when people 
have asked you questions, you say you don't fill in forms, you generally answer their 
questions, who collect that information from you? So could it be a receptionist, pharmacist, 
doctor, nurse? 
 
Participant - It is either who I am seeing, the nurse or the doctor. 
 
Researcher - So whoever is treating you? 
 
Participant - Yes. 
 
Researcher - And do you have any experience of repeating the same information to 
professionals?  
 
Participant - No. 
 
Researcher - Okay, and your records, you have hinted at the computer already that they 
have your history on there, is that your awareness of how your records are kept? Or are 
there any other forms you know of? 
 
Participant - I don't know if they have any paper records any more. They used to but it all 
seems to be on computer now. 
 
Researcher - Do you know how the pharmacist keeps your records? 
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Participant - The only way I, I don't think they keep a record, all they have got I believe is 
your prescription for next time. 
 
Researcher - Okay so it is a paper record of what they need to do? 
 
Participant - Yes. 
 
Researcher - We have hinted at this already with how you used to go annually for your 
checkups but lately have not been so up to date, do you know how they keep your records 
up-to-date? So do they ever check or do they just expect you to tell them if anything 
changes? 
 
Participant - All I am aware of is the information what they have got on computer. Whether 
they sort of do an annual will check, well they can't do can they. Otherwise they would 
have known I hadn't been in that long. It is the same as I say, since they have gone into 
the new surgery it has not happened. 
 
Researcher - Okay now your records, at either the doctors, nurse or the pharmacy, have 
they ever been shared with you? 
 
Participant - No. 
 
Researcher - Have you ever asked to see them? 
 
Participant - I did ask once, some years ago, can't remember what I was looking for. 
[Pause] I might have been looking for a date for when I was diagnosed with my COPD. 
Something like that. I didn't have any problem getting to look at that. 
 
Researcher - How did you see them? Did they just tell you what the date was? Did you 
look at them yourself? Did you get a paper copy? 
 
Participant - No, I just looked myself. Gosh I can't think, it was a long time ago. 
 
Researcher - But you did not have an issue with seeing them? 
 
Participant - No. 
 
Researcher - Okay. Now if you needed to see them again, either to check dates or for 
what ever reason, what would be the easiest way for you to get that information? This is 
your ideal scenario, so in a perfect world would you like to ring or, have a paper copy, go 
in to look at them? 
 
Participant - I think I would like to, it depends where they are kept I suppose. Ideally I 
would like, if I was after specific information, I would like them to tell me what it is. 
 
Researcher - Am I right in thinking then you would just like to call up and have them tell 
you? 
 
Participant - Yes, because I can't see them letting me at the computer. There would be 
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codes and all sorts. I can't see them letting you get into a computer. I knew they used to 
be written down but I don't know if they still do it as a backup. 
 
Researcher - So it is just really if you needed to see your information, the easiest way for 
you to see it. So you if you rang and they told you, that would be ideal? 
 
Participant - Yes, yes. 
 
Researcher - Now with your health, do you keep any records yourself? 
 
Participant - No, well, I have got a piece of paper upstairs that tells me when I was 
diagnosed with BP, COPD. 
 
Researcher - Okay and do you have any records regarding medication, when to take and 
how long for? 
 
Participant - Only what is on the boxes. 
 
Researcher - Ah so you use the boxes for that? 
 
Participant - I have been on them years so I know what to take and when. 
 
Researcher - Okay so with your records of your diagnosis dates, do you share those 
records with anyone? 
 
Participant - No. It is just for insurance purposes really because occasionally, or I did, 
especially for travel and insurance. Things like that. 
 
Researcher - So it is practical for you to have information like that? 
 
Participant - Yes but I don't think I have ever had to show anyone. 
 
Researcher - Okay so no other medical personnel have ever requested it? Like the nurse? 
 
Participant - No, no. Nothing like that. 
 
Researcher - Okay now we are going to look in terms of your care preferences. This can 
be anything as simple as being addressed by your first name or your surname, dietary 
needs, kosher or halal. Your cultural needs. Has any medical professional checked what 
you would prefer or need? 
 
Participant - No. 
 
Researcher - Have you ever had any problems as a result of that? 
 
Participant - No, no. I'm not in a situation where I need care at the moment, so there is no 
issue now. 
 
Researcher - But no one has ever checked? 
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Participant - No, they have never said how are you living or whatever. 
 
Researcher - Okay and has anyone ever asked about your wider family, or your pets for 
example? Anyone dependent on you? 
 
Participant - No. 
 
Researcher - Okay. Now does anyone ever regularly check up on your situation at home? 
Now you have said that you did have some form of regular contact, check-up, but that is 
not happening now. When you have, were people checking how you were coping, getting 
around the house, getting everything done? 
 
Participant - No. 
 
Researcher - Okay. Now looking at a different health care situation, so this is 
hypothetically if you were to become ill and couldn't speak for whatever reason, have you 
made any arrangements for anyone to speak on your behalf? 
 
Participant - No but I suppose it would fall to my Wife really. 
 
Researcher - Okay so you have not made formal power of attorney, or anything like that? 
 
Participant - No. 
 
Researcher - Have you done anything like declare someone as next of kin? 
 
Participant - It is on my passport, that is about it I think. 
 
Researcher - Okay so it is recorded there. So your preference would be if you were to 
become unwell, your Wife would make the decisions. Is that a conversation you have had 
with her? 
 
Participant - It is just an assumption really. 
 
Researcher - Okay, in an ideal world if you were to become unwell and your wish was to 
have your Wife deal for you, who would you want to know that information? 
 
Participant - Well I have got two children, so they should know. 
 
Researcher - Okay so a different healthcare situation now, so this is about the kind of 
questions you get asked for an unplanned visit into hospital for example. So you brought 
up the example earlier of finding cancer in your ear. Can you walk me through the process 
from initially seeing your GP? What sort of questions they asked you? 
 
Participant - Okay so as I said I had it for two or three weeks. It was a scab that wouldn't 
heal, go away. I made an appointment to go to the doctor and she had a look at it. She 
said it looks like it could be cancer. Get in touch with the hospital and well, that was it. The 
next day I got a letter from the hospital which was pretty good with this appointment on it. I 
can't remember how long before the appointment was, it was pretty good. Less than a 
month. I went into like, a private clinic in the hospital. They had a look at it, took photos. 
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They made an appointment to go and have a biopsy taken. I'm not sure how long it was, a 
month, something like that. They did the test I came back they made another appointment 
to go and see them. How long did I have to wait for that? Four, five, six weeks. Something 
like that. I went back and they said yes it was definitely first stage of cancer so they took 
some more out and that was that. I had to go back for another check-up and they said the 
second, it was like an apple corer what they took, and they said it was all clear. 
 
Researcher - So when you have initially gone to your GP and along to hospital for 
eventual removal, at each stage did each professional you meet seem well informed about 
you? 
 
Participant - Only what they had got in front of them I think. They would read it as I was 
there. 
 
Researcher - Did they ask you questions or did they depend on what was written down? 
 
Participant - No they didn't really ask me anything. 
 
Researcher - Did they explain much of the process to you? 
 
Participant - Yes, not in great detail, it would be technical jargon anyway. I can't remember 
what it was, but it had a name, this core thing. 
 
Researcher - Did anyone go with you to these appointments? 
 
Participant - Yes, my Wife. 
 
Researcher - Did they ask her any questions about it? 
 
Participant - No. 
 
Researcher - Okay that is fine. Have you had any changes to your care needs in the past 
few years which has meant you have had to start seeing a new care professional? So this 
could be either a new social worker, care worker, anything like that. 
 
Participant - No, no. Nothing like that. I don't see anyone like that anyway. 
 
Researcher - And we have hinted on this already, there are no other services that help 
you. For example transport services. 
 
Participant - No. 
 
Researcher - Okay so when people have asked you questions, so this is any scenario, 
any professional, can you tell me a bit about how you feel when people ask you questions 
about your health and how you live? So how you feel when they ask these questions. Do 
you feel listened to? 
 
Participant - They never go into much detail. They more or less just ask why you are there 
and they will bring your details up on computer, check your blood pressure, ask how you 
are. 
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Researcher - And do you feel people take you seriously with the answers you give? 
 
Participant - Yes I think so, yes. 
 
Researcher - At any point have they ever asked your Wife for information about your 
health? 
 
Participant - Not to my knowledge.  
 
Researcher - When you have offered information to staff, so this can be for example to the 
pharmacist that you don't need a particular prescription, saying you have this problem with 
this spot on your ear, do the staff, how readily do the staff take that on board as valid 
information? 
 
Participants - Well with the cancer business, only the doctor knew. No one else as far as I 
was aware. When ever I would go for my checkups for this COPD, I am assuming that the 
nurse would relay what she had done, what she had found to the doctor on computer. 
 
Researcher - Okay now you don't have a carer so we skip a couple of questions. The 
information you give to the professionals, so feedback about your prescription, BP, how 
you are coping with your COPD, do you believe the information you give is effectively 
used? 
 
Participant - Well I don't really know because I don't know what action they take. They only 
changed my medication that once. When I used to blow into this thing it will generally be 
the same reading each time anyway. When I started I had the lungs of a 104-year-old. 
Each year I'd go it hadn't got any better, it hadn't got any worse. 
 
Researcher - Now what awareness to professionals have regarding your confidentiality 
preferences? 
 
Participant - None, because I have never told them what they are. I don't think I have got 
any to tell you the truth. 
 
Researcher - Have they ever asked? 
 
Participant - No. 
 
Researcher - Okay and just finally is there anything you would like to add? 
 
Participant - [Pause] I don't think so. The only thing I will say is it doesn't matter who you 
see at the surgery, I'm talking about nurses and doctors not receptionists, they know who 
you are, they have your records on computer. You can just see who is available. 
 
Researcher - Okay so is it is fair to say within your surgery, you are happy with the way 
the doctors share information about your records with each other? 
 
Participant - It's all on the computer they can just bring it all up. 
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Researcher - And are you happy with that? With them being able to do that? 
 
Participant - Well yes. You can just go in. 
 
Researcher - Okay that is great. Is there anything you want to add on top of that? 
 
Participant - Not that I can think of. 
 
Researcher - Okay well thank you very much. 
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Appendix 13 
 
Interview 13 transcript 
 
Context 
 
Present at interview were the interviewer, participant and the participant's Husband (whom 
she cares for) was within the home but not in the room at any point. 
 
The participant has severe physical disability. Her Husband is in an advanced stage of 
failing health and has previously been close to death. The participant gave the impression 
of not only being very well informed of the processes of care around her, but actively 
engaging and controlling the processes.  Thus, becoming a vital part in the chain. Few 
conflicting attitudes to her views were expressed both within and outside of  the interview. 
 
Interview 
 
Researcher - Okay so can you tell me which medical and social care services currently 
look after you? 
 
Participant - Well the usual GP, district nurses, no, nobody else really. 
 
Researcher - Okay and no care assistants or anyone who comes into the home? 
 
Participant - Well yes we do have a care assistant, care assistants that we employ directly. 
 
Researcher - Okay and do you frequently meet the same professionals and staff or do 
they tend to be different people each time? 
 
Participant - Well because we employ them ourselves we have control of it. So we have 
the same people. So we have [counts on fingers] five. 
 
Researcher - Okay so with doctors and nurses, is it generally the same people again? 
 
Participant - Yes. 
 
Researcher - Okay and are there any other people involved in supporting you? So family, 
friends? 
 
Participant - No, we have not got anybody near. 
 
Researcher - And as you said outside of the recording, do you act as a carer for anyone? 
 
Participant - Yes my Husband. I mainly organise his care because I am not capable of 
doing it all myself. I used to do more but my health has gotten worse. 
 
Researcher - Okay but you are in that role of carer making sure he is looked after? 
 
Participant - Yes, yes. 
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Researcher - Okay so I just want to look at how information is gathered about you. So can 
you tell me who has asked for information about your health and living conditions in the 
past year or so? 
 
Participant - Social worker I suppose. 
 
Researcher - What sort of questions did they ask? 
 
Participant - How we manage and how we pay for it and what of the services we need. So 
they don't actually do anything for us, social services, because we are self funding at the 
moment. But occasionally they do occasionally come and update their records and assess 
us so if I feel that things have changed or got worse then I ring and say, and update their 
records and suggest some other things that might help. 
 
Researcher - Okay so with the reviews with social services, do they ever come of their 
own accord or is it entirely on the basis that you prompt them? 
 
Participant - No they don't, unless I prompt them. 
 
Researcher - And do they ever ask questions about health? 
 
Participant - Yes, and how it affects your mobility and day to day living. 
 
Researcher - Okay and with, say, arranging the care with the care workers, do they 
require any information from you? 
 
Participant - No because they realise that we are funding it ourselves. We did have fairer 
charging come recently through the social worker because they were looking at whether 
there would be anything we were entitled to but they decided they couldn't cope with us 
being outside the grid really [laughs] so they said just carry on as you are [laughs]. So 
basically I get the disability living allowance and my Husband has attendance allowance 
which he has just had increased as his health has gotten worse so we use that money and 
pension money to fund our care. 
 
Researcher - Okay and when the people that you employ have come on board, have you 
instructed them with regards to your needs and living conditions or have they said, okay 
what is the situation, what do we need to do? 
 
Participant - A bit of both really. Usually I have decided what I want them to do but we 
have chosen people that have had a bit of experience. When we first started we had a 
couple of younger people and that did not work at all so now we tend to go for people who 
have perhaps got a grown-up family. Have perhaps got to their 40s or 50s, nobody below 
that really, and who are fairly sort of sensible, practical, got drive, and you know can help 
us. Two of them are people who used to work for an agency we used and then left, so we 
took them on. Part-time, and then they work for a nursing home for other hours. 
 
Researcher - With the medical professionals, and say doctors and nurses that you see, 
when you go to see them what sort of questions do they ask you typically, if any? 
 
Participant - We don't go to see them, they have to come here. We are not capable of 
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going to the surgery so that the district nurses come out regularly to service [Husbands] 
catheter and if there is an emergency they come out. If it has popped or anything like that. 
Or if he has an infection. The doctor comes to the house if we can't manage through the 
nurses or by ourselves. 
 
Researcher - And is that on the basis you would have any other GP appointment. The only 
difference is they come to you rather than you go to them? 
 
Participant - Yes. We have had to be very firm with them that we cannot come into the 
surgery. My Husband finds it very, very stressful. He cannot sit for a long time and I can't 
cope with managing someone else when I am so unsteady. So they have finally got it 
[laughs] it has only taken a couple of years. 
 
Researcher - Also when ever you have spoken to doctors or nurses, any professional who 
is asking you questions about your health and how you are living, do you find you are 
having to volunteer a lot of information or are you just answering questions? 
 
Participant - You have to volunteer a lot of things and you have to really explain why you 
want something and how you have been managing it and generally sort of say now I need 
you to do your bit. They do sometimes need an awful push. 
 
Researcher - So you have to be quite explicit with your needs rather than them probing for 
perhaps what it is needs to be done? 
 
Participant - Yes. 
 
Researcher - Now all this information you have got gathered, how does it typically get 
taken? Do you get asked face to face? Do you fill in forms? 
 
Participant - Usually just face to face or on the phone. 
 
Researcher - So just verbally is how you get the information across? 
 
Participant - Yes. 
 
Researcher - And who typically collects the information? So receptionist, nurses, doctors? 
 
Participant - Yes, all of those. 
 
Researcher - So there is a wide variety of professionals? Not just medical, that you are 
used to giving information to? 
 
Participant - Yes. 
 
Researcher - Okay and do you have any experience of repeating the same information 
multiple times? 
 
Participant - Oh yes, and that is very tiring. They forget things. They have not got proper 
records and you have to keep telling them the same thing. 
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Researcher - And is this across all the services? 
 
Participant - I would say so, yes. 
 
Researcher - Okay and you have hinted about it being irritating. So how does it make you 
feel? 
 
Participant - Well I realise they have got a lot of people but I do not think their records are 
very good and terribly up to date and so quite often you think oh for goodness sake. You 
do get irritated with them and it can be dangerous if they don't know something and I think 
it is important, especially with my Husband, because he is on the edge of dementia, he 
can't remember so he won't be able to tell them what is happening and it means he could 
be treated wrongly. It is important. 
 
Researcher - So as his carer would you say it was a fair statement you are preventing 
short fallings in his care- 
 
Participant - Yes. 
 
Researcher - That if you were not around perhaps, the information would not be gathered 
otherwise? 
 
Participant - Oh yes, I think that is definitely true. 
 
Researcher - Right now the information that is kept, do you know how it is kept? So paper 
records, computer records, staff memory? 
 
Participant - Mostly the records in the GPs notes and on their computer. The same with 
the district nurse really and they also keep a book here which everybody can write what 
has happened in and they see it next time. It is like a folder. 
 
Researcher - So you have got access to your own hardcopy record. 
 
Participant - Yes, it belongs to them. 
 
Researcher - But you keep it here? 
 
Participant - Yes. 
 
Researcher - Okay so you are in control of that one. You have already hinted at you have 
a concern that records are not always kept up to date, are you aware of what 
professionals do to keep records up to date? So do they ever double-check with you or do 
they expect you to tell them if anything changes? 
 
Participant - I think they rely on you to tell them because they have got so many people 
and they don't see each individual that often that they are not very good at keeping up to 
date. I think it is better since it has been through the computer and each person puts 
things on your record but it is nothing like up to date. 
 
Researcher - Right so there is improvement but- 
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Participant - I think it has improved, yes. 
 
Researcher - Okay, but still if you didn't tell them, they would not find out? 
 
Participant - Yes you do have to tell them, to chase them. As politely as possible, not you 
idiot you have forgotten. 
 
Researcher - Now your records and your files, are they ever shared with you? 
 
Participant - No, I don't think so. 
 
Researcher - Have you ever asked to see them? 
 
Participant - Not really, no. 
 
Researcher - Would you ever like to have access to that information? 
 
Participant - Yes I think you are allowed to know. I think you can apply through the 
practice manager to see your notes, I believe. I think they changed the rules a couple of 
years ago so that you could go and read them. 
 
Researcher - Okay so if you wanted to go and see your records, what would be the 
easiest way for you to access it? So would that be having a copy yourself, calling up, 
logging onto a computer? What would be best for you? 
 
Participant - Either going in and reading it or seeing it on my computer. 
 
Researcher - Okay and that is something you would be comfortable doing yourself? You 
would manage that? 
 
Participant - Yes, if they made it available to you. 
 
Researcher - Now with your health do you keep any records yourself? 
 
Participant - Yes when things have happened on a calendar because I have fibromyalgia I 
forget things so we do keep quite a strict record of when things have happened healthwise 
so we can refer back so that when the nurses are here we can say oh that was so and so 
a date. 
 
Researcher - Right so you mention the calendar, is it just in paper form, your records? 
 
Participant - Yes. 
 
Researcher - Okay and you have sort of pre-empted my next question of do you ever 
share the records with anyone. So you actually have experience with using this with the 
nurse and showing that information? 
 
Participant - Yes, yes. 
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Researcher - Okay it now when the nurse comes in and sees you for your fibromyalgia 
and the record you have made, is she accepting of that information as valid and accurate? 
 
Participant - Yes, though they don't ask as much about me it is mainly my Husband. I am 
just a carer [laughs]. 
 
Researcher - When you are speaking on your own behalf or when you are speaking on 
someone else's behalf, say your Husband, do you feel your information is taken as 
seriously between the two situations? 
 
Participant - No, not really. 
 
Researcher - Okay, what would the difference be? 
 
Participant - Just that you are, you are not the main person that they are looking after 
really. 
 
Researcher - So is it fair to say they would take your Husband's opinion over yours, or 
treat you unequally with regard to the validity of your answers? Depending on who they 
are treating? 
 
Participant - Well no they wouldn't because we have been very careful to say all along that 
I have power of attorney and he does for me and that I am his main carer and I have the 
right to know what is going on. We have always made a point of that ever since he has 
been incapable of asking for himself so the last few years we have been very strict about 
that. 
 
Researcher - So through your actions you feel confident that you cannot only deal with 
your own affairs but also your Husband's? 
 
Participant - Yes, yes. I have to, he is not capable. We also have living will held at the 
surgery for both of us and they know I have power of attorney for him and vice versa. 
 
Researcher - So you have pre-empted me again but we will come back to that. 
 
Participant - Well with that we made sure we told them from the start. 
 
Researcher - Can you tell me if anyone has ever asked about your care preferences? So 
this is things as simple as dietary needs, like kosher or halal, or whether you prefer to be 
called by your title or first name? 
 
Participant - Yes. 
 
Researcher - Between the care workers, doctors, nurses, does anyone check that kind of 
thing with you? 
 
Participant - Yes some of the doctors do. The nurses are much more familiar any way. It is 
a different thing. Yes, some of the doctors do. 
 
Researcher - Okay so you do have some experience of that. With the kind of partial 
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experience with it, would you say you were happy with the courtesy you were treated 
with? 
 
Participant - Yes, on the whole. 
 
Researcher - Okay so whether you are or are not asked, you are still happy with the care? 
 
Participant - Yes. 
 
Researcher - And has anyone ever asked you about your wider family or pets for 
example? Someone that might be dependent on you? 
 
Participant - No. Not really and I expect they know from our notes that we have no family 
near. 
 
Researcher - So assuming that they know that from the notes, have you ever had that 
conversation with them? That you do not have family nearby? 
 
Participant - No, no. It may have come up if my Husband has been in hospital or 
something. I may have said to them I am his only nearby relative. Nobody lives near 
enough apart from to perhaps visit him. 
 
Researcher - Okay so would you say you were in the habit of volunteering that information 
regardless, say in an emergency situation? 
 
Participant - Yes. There have been times where I have had to say if he has gone in as an 
emergency I must be informed because I am his only contact. I have made a point of that, 
and vice versa. 
 
Researcher - And does anyone regularly check up on your situation at home? So that you 
are still managing with the cooking, cleaning, shopping and getting along well at home? 
 
Participant - Not really apart from the Carers Federation, not really. I suppose the social 
worker when she comes and reassesses us but then they only come when we ask them 
to. 
 
Researcher - Okay so people are available but only come when you ask for them. 
 
Participant - Yes. 
 
Researcher - Okay and going back to the situation with the power of attorney, living will, 
next of kin kind of thing, I have to ask have you made any arrangements for anyone to 
speak on your behalf should you get ill? So is it just your Husband? 
 
Participant - No my daughters are second on it. 
 
Researcher - Right so you have got your Husband and your daughters. 
 
Participant - And they know they have to take more part in it now he is not capable of 
doing it. 
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Researcher - So is that a conversation you have already had with them? 
 
Participant - Yes. Both my daughters and my Husband's daughter are on it as 
secondary's. If my Husband couldn't do it then, they know they have to. 
 
Researcher - Where is that information recorded? 
 
Participant - There is a copy in with the doctor. There is one in the front of the district 
nurses book, and we have made them aware of that. Everybody who is involved, 
especially in my Husband's care, and I always say that you do realise that I have power of 
attorney and his daughter. We always make a point. 
 
Researcher - And in an ideal world, so you have got your information, power of attorney, 
care preferences, who would you like to already know that information without you having 
to tell them? 
 
Participant - People like the nurses because they often do emergency hands on care quite 
often at short notice. They know who it is they are dealing with. 
 
Researcher - So people who have face-to-face contact with your Husband or yourself? In 
an emergency healthcare scenario? 
 
Participant - Yes and when the paramedics come, I think it is on the notes. 
 
Researcher - Okay so with the hospital you would feel better if they knew, the paramedics 
knew, that you had power of attorney. 
 
Participant - And I did make a point, I insisted on seeing the palliative care nurse and the 
doctor at the hospital one time when he went in because he had had a very bad reaction 
and he was very violent and upset climbing out the bed, and all the rest of it. I said to them 
you know you must be aware that he does have a living will and I have power of attorney, 
me and his daughter, and if he does not want treatment you are not going to be able to 
force him. Pointed it out again, and make sure it was on the records. 
 
Researcher - So you yourself have a very clear idea of who should and should not have 
this information, and are going out and making it happen. So in your ideal world these 
people would already know this without you having to tell them? Or do you prefer people 
only knowing once you have told them personally? 
 
Participant - No, no, they should know, really. You see the reason we are so fierce about 
this is partly because my mother went into hospital and she didn't want treatment. She had 
been ill for a very long time and they put her through an awful lot of unnecessary treatment 
and then had to find a way of letting her die, because they could not treat her. We don't 
want that to happen. When my Husband was dangerously ill a few years ago with 
pneumonia, in ICU, we found we did not have control of it and that is why we went ahead 
because we don't want to get in that situation again. We have said if he gets to that point 
again we will say no, don't treat him. That is what he wants, that is up to him. 
 
Researcher - Alright so we have sort of gone on to the next scenario. So moving on to 
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that, just looking at a different healthcare situation, so for an unplanned visit into hospital, 
so say yourself or your Husband have had a fall, developed a chest issue, whatever it may 
be. So you turn up to accident and emergency, what sort of questions do you typically get 
asked? 
 
Participant - What your usual health is like. What's your normal health problems are. 
[Laughs] they know what because it has been so frequent for the last couple of years. 
 
Researcher - So you have actually developed a familiarity with them? 
 
Participant - Yes there are a couple of the accident and emergency doctors who recognise 
him now. One of them, a while ago, said look you have been here several times recently 
now. I can see you are not coping very well and you look awful so we are going to keep 
him in and send you home. So if they have got the information and can see a pattern then 
they get much more of a picture of what is happening. 
 
Researcher - So were you happy then for the professional to have taken the time to give 
you that bit of respite? 
 
Participant - Yes, very. 
 
Researcher - On the basis that they had a bit of wider information about you? 
 
Participant - Yes, yes. That was a great help. When he was in another time shortly after 
that, a touch of pneumonia, the doctor actually said look I know you have got a living will, I 
know he wants to be at home but we do need to keep him for a couple of days, so she 
was aware of that. It was on the notes. 
 
Researcher - So they were aware of the notes and were making decisions with that in 
mind. With your familiarity with the hospital especially, do you find that alters the kind of 
questions that say triage or doctors will ask you or are they still asking for the same 
information regardless? 
 
Participant - They start off with that and once you made them aware that this is a long-
term thing and it is not just a temporary emergency then they are a bit better at looking at 
the full picture. 
 
Researcher - So are you confident that they act on the information that you give them? 
They take it on board? 
 
Participant - Not always, when they start trying to treat things that you know he would not 
want them to bother about and going off on the wrong tack but usually they do listen. 
 
Researcher - That's good, so you have a minimalistic experience then of doctors trying for 
what you don't want treated or having an awareness for what is the issue. 
 
Participant - You have to ask the right questions. 
 
Researcher - Do you have much experience between the two of you of moving between 
departments within a hospital? 
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Participant - Not so much recently, no. 
 
Researcher - Well historically, if you have had to say, go from the GP to the hospital, or 
between units, have they seemed well informed about you before you get there? Or have 
you had to explain quite a lot when ever you have met a new person? 
 
Participant - They seem to be better about the records but they haven't always got all of it 
all the most recent bits so you usually check and see what they know and they just put bits 
in. 
 
Researcher - So information is getting through, even partially? 
 
Participant - Yes, on the whole. I think it is better than it was. 
 
Researcher - And in the past year or so have your care needs changed that have meant 
you have had to start seeing a new professional, so someone else has been introduced to 
your care? 
 
Participant - No, not really. Just more. 
 
Researcher - Okay so it is the same services that have been fairly stable for the past year 
or so that you are using? 
 
Participant - Yes. 
 
Researcher - With the occasional change of individuals within that service? 
 
Participant - Yes, just more frequent I suppose. 
 
Researcher - Okay. If you have had a new member of staff within the same service have 
they seemed well informed about you or have they had to start from the beginning again? 
 
Participant - No usually you find that the GPs or the district nurses records are quite good 
and they have been briefed and recently we have had the community matron involved as 
well who has taken over some of my Husband's care so it is more the whole range and 
they are supposed to be in the middle and deal with the different things. 
 
Researcher - And are there any other people that help you that aren't strictly on a medical 
basis? So this can be meals on wheels, transport services, podiatrists? 
 
Participant - We do have a hairdresser in and chiropodist. People like that who are private, 
who we arrange. We have also got a cancer visitors, the Mac Millan nurse, sorry not Mac 
Millan now, the Marie Curie helper. She has been good and she has recently started in the 
last few months. She comes once a week or rings me and she supports both of us. We 
were having the Hospice at home but because my Husband's health needs changed so 
that his heart and lungs were more of a problem than the cancer, they took it away and will 
reinstate it if it gets worse. We do have the odd people and other bits sometimes. 
 
Researcher - And with the Macmillan contact, do you know how the contact was made? 
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Did you approach Macmillan? Did Macmillan learn about you? 
 
Participant - Macmillan, I got fed up of waiting for the doctor to refer us and I did actually 
arrange to see the nurse in Clifton myself. Then they decided that he wasn't at a late 
enough stage for them to be able to afford to do very much. At the time he was quite good 
but at the time Marie Curie got involved, I'm not sure how, and Marie Curie have helped. 
 
Researcher - So you have instigated this? 
 
Participant - Yes. 
 
Researcher - Okay now any of the services you receive, so medical, social, otherwise, 
when they ask you questions how does it make you feel? When they are asking about 
health and social issues? 
 
Participant - Well if it is relevant you know, you don't mind. You know they obviously have 
got to bring the records up-to-date and see a full picture. So long as they are professional 
about it. 
 
Researcher - And do you feel people take you seriously with the information you give 
them? 
 
Participant - Yes. 
 
Researcher - And do they ever ask for information, so you have already alluded to people 
asking you for information about your Husband, do they ever ask your wider family for 
information about yourself? 
 
Participant - No because nobody lives near enough to be involved. 
 
Researcher - Okay so you answer the questions for yourself and would you say it was 
accurate that yourself and your Husband answer questions about him? 
 
Participant - Both of us, when he is with it enough. Because he drifts in and out. Some 
days he is quite capable of doing it, other days he is not. 
 
Researcher - And say you have something you want to say to the doctor, whether the 
doctor has asked you for it or you just volunteer and tell the doctor, do the professionals 
treat it the same way? Whether they have asked or you have just told them? 
 
Participant - Yes, yes they usually make a note and take it into account. 
 
Researcher - Right now you have already mentioned that you yourself do not have a carer 
but I would like to ask- 
 
Participant - Well we do, they do it for both of us and before [Husband] was ill, I was using 
my disability living allowance to pay for a carer to do chores for me because I am not 
capable of standing at the worktop for very long because I am in pain. So really they work 
for both of us. We are using the money that I get and that he gets to pay for care overall. 
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Researcher - Right so care comes into the household for both of you and you have 
tweaked it to fit your needs? Depending on who needs more care at the time? 
 
Participant - Yes, they can peel potatoes and do things standing at the worktop but while 
they are here they are also looking after my Husband and occasionally I can go out and 
leave them doing it. So I can go to an appointment or shopping or whatever. 
 
Researcher - So do professionals know of the abilities and limitations of the care network, 
shall we say, so yourself looking after your Husband and the carers looking after both of 
you. So do professionals know save the limits of how often the carers are here, your 
mobility, what you can and can't do for your Husband? 
 
Participant - Yes. 
 
Researcher - Have they checked that or have you told them? 
 
Participant - I told them. 
 
Researcher - So professionals have an awareness of the carers. 
 
Participant - Yes and we just had a discussion with the district nurses about this because it 
got to the point where I was desperate for a break and sometimes the carers, they will 
take over for an hour say, and I will go to bed and have a sleep because I wouldn't have 
slept that night and they are very good at being flexible about that. 
 
Researcher - Okay so you have got a system that is working. 
 
Participant - Yes and the district nurses have sort of kept an eye on how we are coping 
recently. They have said I have to have breaks and they will help as much as they can to 
do that and we did try a nursing home recently for my Husband about six months ago. It 
was a disaster because he had too many hours by himself and although one of our carers 
were going and visiting him, he didn't see her in the same context. He got very confused 
and he was very ill. Got a terrible urine infection and nearly died. The district nurses got 
together and spoke to me and said look you need a break, but it is best if he is here with 
carers he knows. We had that last week, I went away and they slept in and did extra 
hours, all of them.  
 
Researcher - So would you say the nurses and the carers are actively making sure that's 
what is being done is still working for you? 
 
Participant - Yes, yes. They are very flexible. 
 
Researcher - And between the nurses and the carers, do they share that information? Or if 
the nurses say you need more time off do you have to contact the carers or do the carers 
do that? 
 
Participant - Well I would do that because we employ the carers directly but we do take 
into account what the nurses have suggested and they know who the carers are. They 
deal with them when they come in and I am not here. That is fine, they cope with that all 
right. 
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Researcher - Now the question is phrased as do you have a plan if you're carer becomes 
unwell but you hire carers. So say if your carers were unavailable for a time have you got 
any plan to make sure that yourself and your Husband are still looked after? 
 
Participant - Well we used to use a couple of agencies and we still use a particular one 
occasionally and we have one slot at the moment, two hours a week, but she just sits and 
she doesn't do anything else and we did used to use [company] but they changed hands 
and that is partly how our carers evolved because a lot of them left because it was a new 
employer and I grabbed some of them quickly but they also do other jobs. They work in 
nursing homes or things like that and I also arrange some work for them with my father 
who lives nearby said they have enough hours so that works well. 
 
Researcher - So you have, you have built this plan that if your carers are not available for 
whatever reason, you have a network of contacts to ensure that care would continue. 
 
Participant - Yes, yes. Usually if one can't do it they will text another one or I will to see if 
another one can come and they are really starting to gel as a group, quite a good team. 
 
Researcher - So has this happened, where you have had to find someone else at short 
notice? 
 
Participant - Yes, like when I was away last week, if I hadn't timetabled them in enough 
they would talk between themselves and arrange it. For instance one of their care girls 
didn't turn up so they all got together and said it you do those hours and I will do these 
hours and they sorted it between them because I was hundreds of miles away. There was 
nothing I could do so they are pretty good but we are always looking out for new people so 
we have always got enough. 
 
Researcher - Now the information you give over to these professionals, so carers, doctors, 
whoever, do they use it effectively? So do you see them as seeking out to sort the issue? 
Do they dismiss it? What is your general experience? 
 
Participant - On the whole, you usually get it dealt with. If you go about it in the right way 
and are determined. You can get it done, usually [laughs]. 
 
Researcher - So would you say your experience of dealing with professionals helps 
resolve situations more so than perhaps someone who wasn't as experienced with care as 
yourself? 
 
Participant - Yes, I would agree with that. 
 
Researcher - Now your confidentiality preferences, so who you are happy with the doctor 
talking to about your own care, your Husband's, sharing between services all with family, 
are the professionals aware of who they can and cannot speak to on your behalf? 
 
Participant - Yes, I think so. 
 
Researcher - Okay and have they asked or have you told them? 
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Participant - I think we filled in a form for the GP, for instance. Yes, it is usually made quite 
clear to them. 
 
Researcher - So there have been instances of them prompting for this information? 
 
Participant - There have and also we have had an instance recently where my Husband's 
daughter disagreed with me on something and she wanted to know information and we 
very firmly said no, she was not allowed to. The doctor did respect that. 
 
Researcher - So that is an instance of your wishes coming into effect. 
 
Participant - Yes, yes. She wanted to interfere, and we did not want that. 
 
Researcher - So your plan works in that respect? 
 
Participant - Yes, I think so. Yes. 
 
Researcher - Right, and finally is there anything you would like to add that you think is 
relevant? 
 
Participant - I still think that they don't, doctors and even the district nurses, but especially 
the hospital staff, don't really get the whole picture. They still don't, really. However much 
you keep banging it home and telling them over and over there are still gaps sometimes. 
You do think for goodness sake I have told them that. 
 
Researcher - So going back to this idea that information is fragmented, you have put the 
information out there it is just not all in the right places. 
 
Participant - No, no. Especially when you get somebody new, they don't always pass it on 
and send them out blind and it is not good for us or them. For any of the young doctors or 
hospital staff. 
 
Researcher - Alright well thank you very much. 
 
 
Appendix 14 
 
Interview 14 transcript 
 
Context  
 
 
Present at interview were the interviewer, participant and her Husband (whom she cares 
for) who stayed upstairs for the duration of the interview. 
 
The participant appeared composed and certain in her answers showing no sign of 
confusion. Following bowel cancer (she is almost two years clear) the participant still has 
her colostomy bag, which should have been reversed within six months. This issue, and 
arranging additional care for her Husband so she can do more are her two major 
concerns. 
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Interview 
 
Researcher - Okay so can you tell me which medical and social care services currently 
look after you? 
 
Participant - X trust, that is what you mean isn't it? 
 
Researcher - Well say GPs, community matron, anything like that. 
 
Participant - Just the GP. I'm waiting to see I've got a colostomy bag here and I've had the 
operation June before last and I'm still waiting to have a reversal. 
 
Researcher - Okay so in reference to bowel cancer? 
 
Participant - Yes. 
 
Researcher - Okay so are you currently affiliated with anyone at the hospital or as a purely 
through a GP? 
 
Participant - I've got a surgeon but I have not seen him since May and he said it could be 
a long wait. 
 
Researcher - So you are waiting to hear from the hospital. 
 
Participant - Yes. 
 
Researcher - And you are registered with a GP? 
 
Participant - Yes. 
 
Researcher - And is there anyone else you receive any kind of treatment from? 
 
Participant - Well there is, I'm supposed to be going to an incontinence clinic but I didn't go 
yesterday. 
 
Researcher - And do you frequently meet the same medical professionals and staff or do 
they tend to be different each time? 
 
Participant - The doctor is the same usually but the staff, I mean, the staff you don't really 
see them. They just walk you in. I just called for a stoma nurse because it is very sore and 
I haven't seen her since she came to see me when I came out of hospital. She came a 
couple of times after that but I called her number about three days ago and they said it has 
been transferred, this number, and I said could they get back to me and I haven't heard 
anything. So goodness knows what has happened to that. 
 
Researcher - And how long ago was that, sorry? 
 
Participant - What this week? 
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Researcher - Over this week did you say was that contact? 
 
Participant - Yes because I wanted some advice but I haven't heard a thing back. That's 
who want to come and see me, a stoma nurse. 
 
Researcher - Okay and is there anyone else involved in supporting you, so friends, family? 
 
Participant - My daughter has to. She has had to give up part of her work to come and 
support both of us because I was quite ill. 
 
Researcher - Would you class your daughter as a carer for you? 
 
Participant - Part-time carer. 
 
Researcher - And do you act as a carer for anyone? 
 
Participant - Yes, my Husband. Yes definitely, full-time carer there. 
 
Researcher - Okay and I just want to look at how information is gathered so any of the 
doctors or nurses or staff that have treated you, have they asked for any information on 
your health and living conditions in the past year or so? 
 
Participant - No. 
 
Researcher - Okay that is fine. 
 
Participant - Well, when I came out of hospital I was so ill that they tried to get nurses in to 
take care of me but I couldn't use it in the end because they sent a male nurse over to 
bath me and I said no. It was a bloke about my age and I said no thank you, I will manage. 
They would come in at about 11 o'clock and I don't want to bath then. I'd much rather have 
it at nine and get on with the day. 
 
Researcher - So did they ask any questions about your care preferences in that respect? 
 
Participant - No. 
 
Researcher - Okay, did they ask any questions with regard to your mobility or pain? 
 
Participant - No, not really. No. 
 
Researcher - And did you find that you had to volunteer a lot of information about how you 
are feeling or did you just strictly answer questions that they asked you? Did you find you 
are telling them things that you thought they should know but they weren't asking you for? 
 
Participant - Who? The doctor? 
 
Researcher - Just any staff member involved. 
 
Participant - Well when I go to the doctor I have to give him information, don't I? But I felt 
that ill at the time and I was taken to hospital twice but only because you know, you are in 
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pain, but nothing else, no. 
 
Researcher - And whenever you have spoken to doctors and they have gotten the 
information about you, so how you are feeling, getting yourself diagnosed, things like that, 
do they typically ask you questions, do you fill in forms? How do they get that information 
off you? 
 
Participant - Talking to you. 
 
Researcher - So face-to-face? 
 
Participant - Yes. 
 
Researcher - Okay and who collects your information? Does it tend to be the doctors 
themselves? Do you ever speak to the receptionists? 
 
Participant - No, just the doctor. 
 
Researcher - And do you have any experience of repeating the same information to staff 
more than once? 
 
Participant - I suppose I have but not that I can think of. It has been such a long time since 
I have seen anyone to be honest apart from the incontinence nurse a few weeks ago. And 
the nurse obviously, that did the well woman thing. Yes that's it I suppose. 
 
Researcher - How does it make you feel if you are having to repeat yourself? 
 
Participant - Well if they have to do it then it doesn't make a difference to me. 
 
Researcher - Okay and the information on you, so your records of health care, your 
treatments, things like that, do you know how those records are kept? 
 
Participant - It's all on a computer now. So they tell me at the doctors now because I said 
to them my file must be getting big, because I have been well all my life and suddenly I've 
just had all this. They said don't worry it's all on computer now [laughs]. 
 
Researcher - And do you know how they keep the information up-to-date? So do staff ever 
ring and check with you that anything has changed or do they just expect you to tell them? 
 
Participant - No, never. 
 
Researcher - Okay so is it on the basis that if anything changes contact us? 
 
Participant - Yes. 
 
Researcher - Okay and have you ever seen your records? 
 
Participant - No. 
 
Researcher - Have you ever asked to see them? 



178 
 

 
Participant - No. 
 
Researcher - Could you think of a situation where you would ever want to see your 
medical history? 
 
Participant - Yes, if I was dying, yes. 
 
Researcher - Okay now if you wanted to access your records, your history of treatment 
and surgeries, what would be the easiest way for you to get that information? Would you 
prefer to call up for them? Would you like to log onto the Internet to see them? 
 
Participant - Log onto the Internet. I would sit quietly and look at them. 
 
Researcher - Okay so computer access which you could do from home would be easiest? 
 
Participant - Yes. 
 
Researcher - Now with your health, do you keep any record yourself? 
 
Participant - No, not really. 
 
Researcher - That's fine and we have touched on this already but to your health in 
general, have people ever asked about your care preferences? So say gender of doctors, 
whether you want to be called by your first name and surname? 
 
Participant - No. 
 
Researcher - No one has ever checked that with you? 
 
Participant - No in hospital they just tell you, you are just called by your Christian name, 
aren't you. 
 
Researcher - And have you ever had an issue with the way they have treated you? Apart 
from the gender of that nurse? 
 
Participant - No, no, no. 
 
Researcher - Okay so they have never asked but you have not had a problem with the 
courtesy side? 
 
Participant . No it doesn't bother me. As long as they don't call me an old bat or something 
[laughs] 
 
Researcher - Right now has anyone ever asked about your wider family or your pets for 
example? 
 
Participant - No. Only when you fill a form in they ask you if there is something like asthma 
or things like that in your genes and that is a bit difficult because I am adopted. I do know 
my mom but she is not very forthcoming. 
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Researcher - Okay so if you have ever had to fill in forms you don't have all the 
information regarding family history of conditions. Okay and does anybody regularly check 
up on your situation at home, so to see that you still coping? 
 
Participant - No, I have had to contact them. 
 
Researcher - Is this regarding the cancer? 
 
Participant - No, regarding my Husband. You know my general attitude to it all, I can't get 
out. 
 
Researcher - And who is it you contact regarding that? 
 
Participant - Well he goes to a day centre round the corner and he doesn't want to go any 
more. He said he would just rather be sat here as there. I don't want to go there any more. 
I was worried he would lose his place because once you come out of the system they 
don't seem to bother about you. So I spoke to one of the girls around there and they got 
hold of a social worker who came round the other week. It's the first time I've seen a social 
worker get involved since I have come out of hospital. It's a different kind of social worker 
it was one for me then not for him. She said I need a sitting service or something, I need to 
get out. When you get stuck in a house with someone with Alzheimer's, well he's not too 
bad at the moment but you are restricted in your life. Your life is nothing. It's just, well 24 
hours in your house. I couldn't leave him for more than an hour and a half, two hours. It is 
worrying while I am gone, is he all right. 
 
Researcher - Okay so through getting in touch through the care services, a social worker 
got contacted who came in and assessed you? 
 
Participant - Yes that's right. I babbled on a bit then, didn't I? 
 
Researcher - Don't worry, what you are saying is fantastically relevant. So with this being 
an example of not so much talking about your own care, you're talking on behalf of your 
Husband, do you feel the staff take you as seriously as they would an answer from your 
Husband? 
 
Participant - No people understand. They do understand Alzheimer's now, actually its 
vascular dementia. I don't know, saying that, I phoned yesterday and he saw his doctor in 
July and she said we will send you an appointment, which they never do, and I phoned 
before Christmas and I said I haven't had an appointment and he must be due because it 
is supposed to be every six months and she said it will be next September.  
 
And I phoned yesterday and I said you still haven't sent me an appointment, because I 
thought Christ it will be the year after next, you know. She said the doctor has left and it 
will be ages before you get an appointment so I am not very happy about that situation. It 
is like me, this colostomy reversal should have been done. We are nearly 2 years down 
the line and I am still waiting. I don't think the health authorities up here coping at the 
moment. That is what it seems like to me. 
 
Researcher - And do you find yourself really having to prompt people about how the 
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situation at home is rather than professionals asking you about it? 
 
Participant - Oh yes, yes. Definitely. 
 
Researcher - And has any action ever been taken as a result of your queries or do you 
just feel- 
 
Participant - No they do look into it. It takes time but they do eventually. 
 
Researcher - Perhaps not to the level that is ideal? 
 
Participant - No but I know they are pushed and I'm not desperate at the moment but I 
mean my daughter kicked up when I was in hospital and they came straight away then. 
They were very good. 
 
Researcher - So they are responding to requests from family members as well? 
 
Participant - Yes, if it is vital they will be there for you. 
 
Researcher - Okay then, now looking at the different health care situations. So have you 
made any arrangements for someone to speak on your behalf if you became unwell? 
 
Participant - My daughter would do that. 
 
Researcher - Okay, so have you set up any formal power of attorney or next of kin? 
 
Participant - Yes, she is yes. 
 
Researcher - She is power of attorney? 
 
Participant - That has all been sorted, yes. 
 
Researcher - And do you know if that information has been recorded anywhere? 
 
Participant - Yes we have made wills and everything for it. We have just updated them 
now, well about four months ago. Something like that. 
 
Researcher - So who knows of the existence of the power of attorney and the wills? 
 
Participant - My daughter obviously, my son. I lost a son. Yes, yes they know everything if 
anything happens to me. Well it won't affect him, it would fall to me but after I go they 
know what to do. Or what to see to. 
 
Researcher - And do any solicitors or doctors or the hospital know about the power of 
attorney? 
 
Participant - No. 
 
Researcher - Now in an ideal world, who would you like to have know that information? So 
are you happy with your current setup? Would you want anyone else to know? 



181 
 

 
Participant - No, she is the most trustworthy. She is my rock. It would make no difference 
to me who else knew. Without her I don't think I could cope. Because you have just got 
nobody to talk to when you are stuck in a house like this. It is a very lonely existence, 
being stuck with, because he does not talk very much. I mean anybody who is disabled 
and you have to take care of them, it is a very lonely life for people. You do need outside 
support sometimes. 
 
Researcher - And you find that support in your daughter? 
 
Participant - Yes, at the moment I do, yes. But we are supposed to be getting a sitting 
service for me, so that will be good for me and him because he doesn't want to go around 
there any more. That home is closing anyway, a brand-new home. I mean the home is not 
closing but the day centre is closing. I don't know where they will send him. They are 
good, they are very good. They do love him to death. That is the only place he feels safe 
to be honest other than home. 
 
Researcher - Okay so looking at a different health care situation now, so if you had to 
have a sudden unplanned visit to hospital, say accident and emergency, have you had 
something like that happen? 
 
Participant - Oh yes. 
 
Researcher - Can you remember what sort of information they asked you for when you 
arrived? 
 
Participant - Well all the usual things really. Where is the pain and all that sort of thing, but 
not much else. They don't ask me if, this situation at home which they should do I think. 
They don't know that I have got a Husband with Alzheimer's because I don't think that is in 
the records. I suppose I am on the records for him, that I am his carer, but I don't think in 
my position they ever asked you know, is somebody at home that you have to care for 
which I think they ought to. 
 
Researcher - You think they should ask? 
 
Participant - Oh yes. 
 
Researcher - Do you find yourself ever telling people, volunteering that information? 
 
Participant - Oh yes. I will say to them I have got to get home or something because he 
needs me. 
 
Researcher - Okay and do they take on board what you are saying and try their best to 
make arrangements or do they continue with their agenda to treat you? 
 
Participant - They just carry on treating me. 
 
Researcher - Okay and whenever you've been in with your history especially, have the 
staff seemed well informed about you ahead of time with their records or do you find 
yourself starting from scratch every time you meet a new person? 
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Participant - Well when I had the operation in June, and went back in July, and went back 
in a week later again and of course people on the ward already knew about me then, 
when I eventually got there. I wasn't new to them but if I went in now, I don't know whether 
they would look up your records or not. 
 
Researcher - So they have had some information on you between those visits? 
 
Participant - Yes they would come up and she would say oh you were here last week. 
 
Researcher - Okay and has anyone ever gone with you into hospital? 
 
Participant - The last time no because she had to stay here to take care of him so I went in 
on my own. No. 
 
Researcher - Okay now in the past year or so have you had a change in your care plan 
which has meant you have had to start seeing a new professional? 
 
Participant - No, no one new. 
 
Researcher - Okay so it has just been existing staff over the past year or so? Or services 
at least. 
 
Participant - Well I haven't got anybody because nobody bothers about you, to be honest. 
I think I have been forgotten, that's what it feels like. 
 
Researcher - So no one's forthcoming with information? 
 
Participant - No no, not the doctor. I will ask am I having it done yet and just get nothing. 
 
Researcher - And are there any other services that help you? So say podiatrists, transport 
services, anything like that? 
 
Participant - No, no. 
 
Researcher - But you mentioned there may be a sitter coming in to assist with your caring 
role. 
 
Participant - Yes, they are talking about that but it has to go to a panel to be approved 
because of the money situation. They will see if I have to pay something towards it, but 
yes. 
 
Researcher - Okay so there are possible things in the works but it hasn't happened yet. 
 
Participant - That's right. 
 
Researcher - And can you tell me a bit about how you feel when people ask you questions 
about your health and how you are living. So do you feel listen to? 
 
Participant - Yes. 



183 
 

 
Researcher - Do you feel they take on board your concerns? 
 
Participant - Yes, they say I am too independent. 
 
Researcher - And how readily do the staff accept your information as useful? 
 
Participant - Yes, most of them do. 
 
Researcher - And how do they treat information that has come from other people about 
you? So say information from your daughter, or from you about your Husband? Or do they 
give it the same weighting? 
 
Participant - Yes, they seem to. Especially if she says something. 
 
Researcher - Okay and you have mentioned that you find yourself volunteering a lot of 
information. 
 
Participant - Yes I don't mind, if it improves the system. 
 
Researcher - Okay and do they take that as seriously as perhaps information they have 
asked you for? 
 
Participant - Well it is like you, once I have done the interview it is usually the last you hear 
of it so that is it. You don't know whether they are acting on it or not. I guess it all goes into 
the information, doesn't it. 
 
Researcher - Now this is regarding whether you have a carer, so you say your daughter is 
a part-time carer for you and also you care for your partner, do any of the medical 
professionals you deal with and know about the abilities and limitations of yourself and 
your daughter? So do they know what you are and are not capable of? 
 
Participant - No, no. 
 
Researcher - Okay and have they ever asked, say can you drive, how well can you lift? 
 
Participant - No, no.  
 
Researcher - And have you ever told them, without them asking? 
 
Participant - No. 
 
Researcher - It has never been discussed? 
 
Participant - No. 
 
Researcher - If your daughter were to become unwell, or couldn't look after you for a 
period of time, is there any process or plan in place to ensure that you're still looked after 
and can cope? 
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Participant - No. 
 
Researcher - Okay and there is nothing that has been suggested or constructed? 
 
Participant - No, nothing like that. No. 
 
Researcher - Okay, we have looked at do you believe the information you give is 
effectively used. So your view on that is that you don't really know what happens to the 
information you give them? 
 
Participant - Yes, that is right. 
 
Researcher - Okay and what awareness to professionals have regarding your 
confidentiality preferences? So say if you only wanted doctors to speak to only you, or 
were okay with them speaking to your daughter? 
 
Participant - I don't mind with anything like that. If it is anything that has to be known, it has 
to be known. It doesn't affect me, I'm not a secretive person. 
 
Researcher - And do the doctors know you are okay with that? 
 
Participant - No. Well I don't know. 
 
Researcher - So they have never asked and you have never told them? 
 
Participant - No. 
 
Researcher - That's fine. And just finally is there anything you would like to add that you 
think is particularly relevant? 
 
Participant - No, not really. The only thing I could say is that it is all so long winded trying 
to sort the appointments. I would just like this to be done. I'm just so happy to have beaten 
it, well you don't know whether it is going to come back or not. I tell you something that 
happened, they said to me in May, he said we will get a scan done for you to see if it has 
travelled anywhere else. It's the liver and the lung is that bowel cancer goes to. So I said, 
he said he won't be able to do it for a while because they have got such a backlog, well he 
did not say backlog but he more or less said that the cancer patient's now being seen to 
are serious so you are way down the list. In order to get you back to normal again. I wasn't 
happy that he wasn't going to get to see a scan for months. I thought bloody hell, I could 
be dead by then if it has travelled so I think that is very bad organisation between 
departments. 
 
Researcher - So your concern is if it had spread nobody would know? 
 
Participant - Nobody would know, that is right. Now I did speak to the doctor about it and 
he got it done within a week. 
 
Researcher - So you did to get the scan. 
 
Participant - Yes but only because I went down there and I said to him I'm not too happy 
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doctor. Not doing a scan until when you are going to operate to reverse the colostomy bag 
because that is going on for a year, isn't it? I could be riddled with it somewhere else by 
then. So they took the MRI, not the MRI, this CT scan and I was fine. 
 
Researcher - That is good. So that is an example of you prompting them about is a 
concern and they actually took it on board and acted on it. 
 
Participant - Yes, yes. Well it is bad organisation I think because obviously the person is 
worried all the time, whoever it is. The other thing is I have had scans and things and they 
have never let me know how it went, the results. It's always on me to say what has 
happened. There are no results or anything. I do feel, and it is the same as my daughter 
feels, they send him out of hospital when he had his leg off and they just sent him at home 
and that was it. There was no communication, they were going to send him to some centre 
or somewhere. Rehabilitation place so he could transfer to a wheelchair but he did it in 
such a short time, he is a strong man and that was it, send him home, and that was it. Just 
get on with it. Nobody came to see us or anything. I have real issues with the after-care. 
 
Researcher - So with especially the nature of your illness, but also the ongoing basis of 
your Husbands, do you not get people saying you need a review in say, six months time 
or- 
 
Participant - No, no, no, no. Nothing like that. It is just like, you have had your treatments 
now, get on with your life. That's what it appears to be like. I honestly feel like if I had 
picked up the phone and moaned about not having this bag done maybe it would move a 
bit quicker but, but there are people more ill than I am, well I'm not ill now, thank 
goodness. I hope I'm not anyway, you know what I mean, you never know. I'm not perfect 
but I feel a hell of a lot better than I did. Well I didn't feel at all ill when I had it, before they 
diagnosed it but after the operation I felt unwell, I was just exceptional I think. I went 
through the whole operation no trouble, home in four days, I had the bag and everything. 
The stoma nurse came to see me about that and after she realises you can cope, it is ta 
ta. She gave me a number, obviously a number, and I phoned it this week and I have had 
nothing back. 
 
Researcher - And do you mind if I ask you some questions about the cancer itself? So 
initially did you feel there was something wrong, was it a regular check-up? 
 
Participant - What it was, they sent me, I've just done another one now. That was a right 
old thing. 
 
Researcher - Oh, was it a self test kit in the post? 
 
Participant - Yes. I already had an inkling I might have had piles because my business 
was like rabbits stuff coming out. It wasn't passing, it wasn't forming but, I had had one, 
well it must have been two years, every two years to people over this age. The first one it 
came through no problem so when the next one came I thought I'll do it, but I left it for a 
few months. Then they send you another letter prompting you to do it so I thought oh I 
better do it. So I did it and within a couple of days I had a letter back saying not to panic 
but it is probably polyps or something but can you come and have a colonoscopy and 
within two seconds on the bed I could hear them muttering and someone took me to one 
side after and said I have got bowel cancer in the third stage. 
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Researcher - Right, so in terms of going up to have your colonoscopy, did they have 
information about you ahead of time? Did they explain anything to you or ask you 
questions or was it a case of you are here for a colonoscopy and we will do the 
procedure? 
 
Participant - Well, I don't know whether I went the week before for something, I think I may 
have seen a nurse the week before and she said, next week and we will get the surgeon 
to do the thing and then they took me to a side room and told me straight out you have got 
the third stage, they know straightaway. Then they decided what to do, the course of 
treatment because of course I was on radiotherapy and chemotherapy for a while to 
reduce the tumour so they could operate. And then I was supposed to have it done the 
beginning of May. Of course May came and they never did it. Then they called me, it must 
have been my 65th birthday, in June and done it but they are overworked, that's what it is. 
They are completely overworked. 
 
Researcher - So going from your initial diagnosis to chemotherapy, radiotherapy, and 
surgery eventually, when you have moved through all these departments have the staff 
been well informed about you each time? Have you known and understood the process 
you were going through? 
 
Participant - Well you see an oncologist and he tells you but he talks in oncology terms, 
not what I could understand [laughs] he started telling me all about it and I was supposed 
to have another course of chemotherapy after the operation and it was supposed to start 
within 12 weeks and 12 weeks I was in some kind of, I tell you I thought I was dying, I 
never felt so ill in my life. They just said you just are not strong enough to go through with 
it but he didn't explain it, it was a houseman that explained it to me. He said if you have 
this thing in your arm it gives you 15%. If you have just the chemo they give you once a 
week for six months, that is 10%. I didn't have it at all, none of it. So when I saw a 
Housman he explained it, he just said if you have got cancer still there it just gives you a 
10% chance of killing it off. You might not have got it there, thank goodness it doesn't look 
like I did but he said it in terms I could understand but the big man talked in terms of ratios 
and things I didn't understand so it was quite nice to speak to somebody in English, 
ordinary terms. 
 
Researcher - Did you tell the oncologist you didn't understand him? 
 
 
Participant - Yes but he looked at me like I said, well I have spoken to a relative since and 
she said she didn't understand what he was saying either. 
 
Researcher - He couldn't adapt his language? 
 
Participant - No. He is a young bloke, too. But his Housman, or whatever they are, he was 
brilliant. He just explained it. He said I shouldn't worry about it, it would just give me a 10% 
chance more, if you had, just 10% out of 100%. Which was great then, you stop worrying 
then. But I didn't have that chemo and touch wood I am okay. I have just done another test 
for the bowel stuff. Now I phoned up them and said I am due for a test and the letter said 
that if you have had cancer or trouble with your bowels, things like that, give this number 
ring so I gave that number ring and said have I got to do the test because I am recovering 
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from bowel cancer? And this girl on the phone, honest to God, you think she would know 
that she has had people who have had it before and she just said oh I will have to get 
someone to ring you back about this, whether you have got to do the test. They never 
rang me back. So I thought that is the end of that, anyway about two weeks later the test 
came again, probably only about six weeks ago and I think it was about a fortnight ago I 
got a letter coming back saying I was all clear, you know, the test has come back that they 
have not detected any thing. 
 
Researcher - Right so you have gone from this test being very helpful and picking it up in 
the first place, to trying to get some information off them and struggling to use the service 
correctly? 
 
Participant - Yes well it is, I think it depends on the person you are dealing with. 
 
Researcher - So would it be fair to say you feel it is somewhat disjointed, the answers you 
are getting and dependent on who you were speaking to? 
 
Participant - Yes. They just don't seem too well, I don't know, I think it just depends on who 
you are dealing with. 
 
Researcher - Well is there anything else you would like to add? 
 
Participant - No dear, that is everything. 
 
Researcher - Well you have been fantastically helpful, thank you. 
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Appendix 15 
 
Interview 15 transcript 
 
Context 
 
Present at interview were the interviewer, the participant and the participant's Husband. 
 
The participant has had a variety of health concerns but is still very active, mentally. Her 
spouse did not contradict her view point, rather the pair of them occasionally prompted 
each other's memory for events and dates. There was very little disagreement between 
them. 
 
Interview  
 
Researcher - Okay so can you start by telling me which medical and social care services 
currently look after you? 
 
Participant - It's just my doctor and the consultants at the hospital. 
 
Researcher - And no one like a podiatrist or community matron or anything? 
 
Participant - No. 
 
Researcher - That's fine and do you frequently meet the same members of staff and 
professionals? 
 
Participant - Yes I do, yes 
 
Researcher - They don't tend to be different ones each time? 
 
Participant - It's generally the same ones each time. 
 
Researcher - And are there any other people involved in supporting you? Say friends or 
family? 
 
Participant - No, just my Husband. 
 
Researcher - Would you class him as your carer? 
 
Participant - Oh yes. He looks after me. 
 
Researcher - And do you act as a carer for anyone? 
 
Participant - No. 
 
Researcher - Okay and I just want to look at how information about you is gathered so 
who has asked for information about your health and living conditions in the past year or 
so? 
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Participant - I don't think anybody has, have they. 
 
Researcher - Have you been to see your doctor or your consultant at all in the past year or 
so? 
 
Participant - I see my consultant yearly and the last time I went to go see my doctor was 
for a medication check and that is every six months. 
 
Researcher - Right so when you go for your medication check what sort of questions does 
your GP ask? 
 
Participant - Usually asks me how well I am. He takes blood pressure, weight, spirograph 
and breathing and just general health questions. 
 
Researcher - And does he ask any of the more social side type of questions like how well 
are you getting around? You know, making sure the shopping and cleaning is done, does 
anyone check those kind of questions? 
 
Participant - No. 
 
Researcher - Okay and with your consultant at the hospital what sort of questions do they 
ask you? 
 
Participant - Oh they usually check breathing, lung condition. 
 
Researcher - So they are just strictly medical questions? 
 
Participant - Strictly medical. 
 
Researcher - That's fine and do you find yourself having to tell the doctors things they are 
not necessarily asking for? 
 
Participant - No, not really. 
 
Researcher - So when they ask you your questions, you don't think oh they should know 
this as well. You just answer what they ask you? 
 
Participant - Yes. My GP tends to know more or less all my health issues. As I'm talking he 
is just typing it in. 
 
Researcher - So when they are getting their information about you, so asking you 
questions about your health, how do they generally collect it? Do you fill in forms, do you 
get asked face-to-face? 
 
Participant - Just verbally. 
 
Researcher - Verbal? Okay, that's fine. And who collects the information? Is it the doctors 
themselves? Is it ever a receptionist? 
 
Participant - It is usually the doctor. 
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Researcher - That's fine. And do you have much experience of having to repeat 
information to people? 
 
Participant - No. 
 
Researcher - Okay and you have mentioned this with the typing but do you know how your 
information is kept? So computer, files, staff memory? 
 
Participant - I think it is computer and memory. They have that little file, the card and 
flicking through it and they also put it on computer. 
 
Researcher - Okay and are you aware of how your information is kept up to date? So you 
have mentioned you have a six monthly review where they check your medication, do they 
ever keep your records up to date other than that or do they just expect you to tell them if 
anything changes? 
 
Participant - I think they just expect you to tell them if anything changes. I just get in touch 
if I have any health issues. 
 
Researcher - Okay. Now have you ever seen your medical records? 
 
Participant - No. 
 
Researcher - Have you ever asked to see them? 
 
Participant - No. 
 
Researcher - Would you ever find it useful to have access to that information? 
 
Participant - Possibly it would be good at some point if you needed it. It would be nice to 
know that you could have access to it if you needed it. 
 
Researcher - Okay so let's say hypothetically you wanted to look at your medical history, 
what would be the easiest way for you to access it? So for example you could log on to a 
computer and look, you could call up and speak to them, if you had a copy of them at 
home yourself. 
 
Participant - Well I have a computer upstairs. I could log on to the computer upstairs. 
 
Researcher - So that would be the easiest way for you? 
 
Participant - Yes it would. 
 
Researcher - And with your health, do you keep any records yourself? 
 
Participant - No I don't, do I. 
 
Researcher - You don't write anything about your history? 
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Participant - Not unless I am going to see my doctor and I write down when I'm going so I 
don't forget. 
 
Researcher - So you keep track of when your appointments are for practical reasons? 
 
Participant - That's right. 
 
Researcher - So that is only for advance appointments. You don't keep any record of the 
history of who you have seen? 
 
Participant - No, no. 
 
Researcher - That's fine. Has anyone ever asked about your care preferences? So this is 
things like how you like to be addressed, like by your first name or by your title? 
 
Participant - No, they have never asked. 
 
Researcher - But have you generally been happy with how you are addressed? 
 
Participant - Yes I am generally happy with how they speak to me. I mean the doctor 
normally calls me by my Christian name and I am quite happy with that. 
 
Researcher - And have they ever checked if you have any religious or cultural beliefs that 
would need to be respected? 
 
Participant - No, never. 
 
Researcher - And has anyone ever asked about your wider family or pets for example? 
 
Participant - No. 
 
Researcher - Okay and does anyone ever regularly check up on your situation at home? 
So that you are managing to get out and about, cooking, cleaning? 
 
Participant - No, not since I was discharged. I used to have people come in when I had a 
spell in hospital five years ago. I had social people coming in doing exercises and things 
like that but since I have been discharged from that we have not had any contact at all. 
 
Researcher - Okay, do you mind if I ask about that spell in hospital? 
 
Participant - Well I went in with breathing difficulties and while I was in there I took ill. 
Really, really poorly and they had to rush me to theatre and I had a bowel, a bit of colon 
taken away. Really poorly but I was in the right place at the right time. We just took it on 
from there. I was there for breathing and this sort of problem came up while I was there. I 
was in nine weeks altogether. 
 
Researcher - I may come back to that. 
 
Participant - Okay. 
 



192 
 

Researcher - Now have you, just looking at a different healthcare scenario, have you 
made any arrangements for anyone to speak on your behalf if you became ill? 
 
Participant - No. 
 
Researcher - So no power of attorney or next of kin? 
 
Participant - No, no. 
 
Researcher - Okay and do you have any informal agreement or preference as to who 
would deal on your behalf? 
 
Participant - Well informally I would be expecting my Husband to do it. 
 
Researcher - Okay but there is no official record of that wish? 
 
Participant - No. 
 
Researcher - That's fine. Now in an ideal world, so if your preference is that your Husband 
would deal for you if you could not communicate your wishes, who would you like to know 
that already? So say you were unwell and you wanted your Husband to deal with your 
affairs, who would you want to know that your Husband is the one to go to? 
 
Participant - Well nobody really. There is nobody I think. 
 
Researcher - Okay so in your mind, so long as [Husband] knows, that's who you would 
want to know? 
 
Participant - Yes. I have got my sons, but they are both away. One is in Indonesia, the 
other Sheffield. 
 
Researcher - Okay so we are going to look at unplanned hospital visits for example, so 
you mentioned five years ago going in for a breathing issue, do you remember what sort of 
questions you were asked when you initially went in? 
 
Participant - Just general health questions I think. 
 
Researcher - Did you go to your GP or straight to hospital for that? 
 
Participant - To hospital. 
 
Researcher - Okay and when you became unwell, further unwell, what sort of questions 
were you asked that led to the discovery of your bowel problem? 
 
Participant - I honestly can't remember. I was so poorly. They more or less contacted you 
[Husband] about it. 
 
Researcher - So did they investigate the issue with you or did they just explain what was 
going on to you? 
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Participant Husband - I think it all happened so quick we weren't really aware what did 
happen. We were just told they needed to operate and that was it. They did it and that was 
it. 
 
Participant - They kept you informed and that was about it. 
 
Researcher - Okay so would it be fair to say, just so I understand it, you were quite 
passive in the process and the doctors made the decisions as to what needed to be done 
and you were okay with trusting their opinion? 
 
Participant Husband - Yes. 
 
Participant - Yes. 
 
Researcher - [Husband], at any point it did you go with her into hospital? 
 
Participant Husband - Yes. 
 
Researcher - And did they ask you questions while you were there? 
 
Participant Husband - What happened was, when she was poorly for a week and twice in 
the early hours of the morning I had to get the paramedics out and they took us to the 
health place up from the hospital, about three in the morning, and we went to the doctors a 
couple of times. Then on the Sunday morning she couldn't breathe, it was the day before 
your birthday, wasn't it? I took her to the hospital and it was a doctor, an Asian doctor, and 
he said I have got to give her an injection to help her breathe, and I said, he said I have to 
admit her as well and I said well thank god for that. 
 
Researcher - So you were happy with the action they were taking? 
 
Participant Husband - Well they were fantastic. 
 
Researcher - Okay so you went and had this bowel problem discovered and you 
mentioned that there was a form of making sure you were okay after you were discharged. 
So did you have your recovery at home or within the ward? 
 
Participant - Initially within the ward. I had all my questions with my social worker. I had to 
learn to walk again they wouldn't let me home until they were satisfied that I would be okay 
with just me and my Husband. 
 
Researcher - Okay so they didn't just check your health and that you would be okay, they 
also checked your Husband's capability in looking after you? 
 
Participant - Yes, they did. They checked that the home was suitable for me to come back 
to. 
 
Researcher - Okay and after you came home, where there any checks made after that 
point? 
 
Participant - Well at first it was once per day coming in. They would do exercises with me. 
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The initial plan was to make sure I was okay taking showers, getting me cooking again 
and things like that. 
 
Researcher - And did this professional make sure of that? 
 
Participant - They made sure everything was okay, yes. I was really happy with the way I 
was treated. 
 
Researcher - So since you have recovered with that, you do not have anyone checking 
that you are still okay? 
 
Participant - No. 
 
Researcher - That's fine. Now in say the past year or two, have you had a change in your 
care needs which has meant you have had to start seeing a new professional? 
 
Participant - No. 
 
Researcher - That's fine and there are no other services that help you? So say transport, 
podiatrist? 
 
Participant - No. 
 
Researcher - Okay so can you tell me about how you feel when people ask you questions 
about your health and how you are living? So do you feel listened to? 
 
Participant - Yes. 
 
Researcher - Do you feel people take your answers seriously? 
 
Participant - Yes I think so. 
 
Researcher - Now if say they asked you a question and you gave an answer, would they 
treat that answer with the same respect as say an answer from your Husband on your 
behalf? 
 
Participant - We haven't really come across that. 
 
Researcher - So do they treat you equally as far as you can tell? 
 
Participant - Yes, my Husband always comes with me to the doctor and we generally talk 
amongst ourselves. It doesn't matter who is saying it. 
 
Researcher - Okay so your doctor is happy dealing with both of you regarding your 
health? 
 
Participant - Yes, and my old doctor as well. I nearly cried when I found out he was retiring 
[laughs] 
 
Researcher - And if you are volunteering information to them that they have not strictly 
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asked for, do they still take that on board as much as an answer to a question? 
 
Participant - I think so. 
 
Researcher - Okay now this is regarding your Husband as your carer, we have hinted at 
this with regard to professionals knowing what your Husband's abilities and limitations are. 
What he can and can't do to help you. You mentioned that the social worker that helps you 
after your surgery had a very good awareness of [Husband]'s capabilities, have any other 
professionals asked? 
 
Participant - No. Only at the time. 
 
Participant Husband - I tell you what you haven't told Researcher, about your breathing 
machine. She can't lie down without it. It is a ventilator at night that she sleeps with. It's for 
her asthma. 
 
Participant - Yes it is for my asthma and another condition I have as well. Something with 
the muscles and it affects all my breathing muscles so I can't lie down and breathe without 
it. 
 
Researcher - Do you mind if I ask, how long ago did you start using that machine? 
 
Participant - About six or seven years ago. 
 
Researcher - Does anyone check that the machine is still working? 
 
Participant - Yes, every year. In fact it is due for one now, it gets serviced every year. I just 
see them to check that everything is okay physically. I see the consultant and he was the 
one who gave me the machine. When I have my check-up I just take the machine along, 
they service it, and they give it me back. That is done every year. 
 
Researcher - Okay so that is checked regularly. 
 
Participant - And if I have any problems with it, I just ring them. I have a contact. 
 
Researcher - Okay, now going back to looking at your carer which is your Husband, if your 
Husband were to become unwell and couldn't look after you, do you have a plan for 
making sure you were still looked after? 
 
Participant - No. 
 
Participant Husband - Well I was unwell last year. I had to go in, had to have about 14 
blood tests, two cameras in my stomach, and it turned out I had inflammation of the 
stomach. I am also diabetic but I don't take any medication. Just diet and exercise. 
 
Researcher - Okay so we have had a look at your kind of care plan and if anything were to 
happen, you don't really have an official plan as to what you would do. So the information 
you give to doctors, so how you are, your health, how you are living, do you believe that 
information is effectively used? 
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Participant - I think it is. 
 
Researcher - So they act on what you tell them? An example being when you were unwell, 
they took that on board and discovered your bowel problem quite quickly. Would you say 
generally the information you give is effectively used? 
 
Participant - Yes I would say so. It is all on the file at the hospital. They have got about 
three massive piles. Whenever I go in and he has it on the desk, flicking through it. Even 
when it's the same doctor, he double checks who I am. In fact he looked at it once when I 
went in three years ago, he said I have just been looking at your records and I have 
forgotten just how poorly you were. He's a really nice consultant. 
 
Researcher - That's good so not only are they acting on the information in the immediate 
sense i.e. when you needed surgery, they are also reviewing what they have on you 
regarding your history. 
 
Participant Husband - One thing I would say is we have been, both been poorly, at one 
time or another, and the health service have been 100%. I would not have anyone call 
them less than that. With the way they have looked after us I can't fault them. 
 
Researcher - So [participant], regarding your confidentiality preferences, do doctors have 
any awareness of that, say for example you are happy with doctors speaking with yourself 
and your Husband, or you preferred them only to speak with you? Do doctors know what 
you prefer? 
 
Participant - I don't know. No idea. 
 
Researcher - Have they ever asked? 
 
Participant - No, they have never asked. 
 
Researcher - Okay and just finally is there anything else you would like to add that you 
think is relevant? 
 
Participant - No, I don't think so. 
 
Researcher - Okay well thank you very much. 
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Appendix 16 
 
Interview 16 transcript 
 
Context 
 
Present at interview were the interviewer, participant, and his Wife. 
 
The participant has no mental or degenerative illnesses. He suffers from a variety of 
ailments which do, however, impact on him physically. The participant said nothing outside 
of the interview which would contradict or significantly add to the recording. There was 
minimal contradiction of his view point from his Wife. They often spoke to prompt each 
other's memory and little else. 
 
Interview 
 
Researcher - Can you start by telling me which medical and social care services currently 
look after you? 
 
Participant - [GP] medical Centre. 
 
Researcher - Okay and is that a GP office? 
 
Participant - Yes. 
 
Researcher - And are there any other services that look after you? 
 
Participant - No. 
 
Researcher - That's fine and when you go to the GP do frequently see the same medical 
professionals or different ones? 
 
Participant - Yes, I do because there are only two doctors there, you see. 
 
Participant Wife - Can I just interrupt you, there is when you go to the hospital about your 
eyes. 
 
Participant - Oh yes, that is for my diabetic check-up each year. They put drops in my 
eyes. 
 
Researcher - Okay so on an annual basis you will have a check-up with them? 
 
Participant - Yes, that is the yearly. That is at the hospital because I have cataracts. I went 
to both hospitals for a time but they have transferred me to the one now. 
 
Researcher - Okay and are there any other people involved in supporting you? Friends or 
family? 
 
Participant - Only my Wife. 
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Researcher - So you look after each other. 
 
Participant - Yeah, you have got to, haven't you? 
 
Researcher - And do you act as a carer for anyone? 
 
Participant - Yeah, my Wife. 
 
Researcher - Okay so I just want to look at information and how it is gathered about you. 
So in the past few years who has asked, if anyone, for information about your health and 
living conditions? 
 
Participant - Nobody, particularly. 
 
Researcher - Have you seen your GP at all recently? 
 
Participant - Oh yes, when did I go? I went recently because they looked at my medication 
and that and found out I was anaemic and she put me on a tablet. That was just before 
Christmas, wasn't it? In fact I will tell you when it was, it was on 10th December. 
 
Researcher - Okay and when you go to see your GP what questions do they typically ask 
you? 
 
Participant - Well just a sort of general are you all right. I know that if I am really ill, which 
touch wood I have not been for a long time, I know I only have to get in touch with them 
and they know with me being diabetic they will get the appointment straight away. 
 
Researcher - That is good, so they have your records and act accordingly? 
 
Participant - Oh yes, they do. 
 
Researcher - That's good, and do you ever have anyone go with you to the doctors? 
 
Participant - No. 
 
Researcher - Okay so just on your own. Do you find yourself volunteering lots of 
information to the doctor, not just waiting for them to ask you? 
 
Participant - Oh yes. In fact I told my doctor I had diabetes before he did. I read it on the 
bus shelter and thought that sounds like me. 
 
Researcher - Okay and when you spoke to your doctor about that, did he take it seriously? 
 
Participant - Yes I had a blood test and urine test and confirmed it straight away. They 
really took it on board. 
 
Researcher - Now did you start seeing any new professionals when you found out you had 
diabetes or did the doctors just treat all of it? 
 
Participant - The doctors treated all of it. 
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Researcher - Okay now when the doctors are getting their information about you, do they 
tend to ask you face-to-face? Do you ever fill in forms? 
 
Participant - No. They just ask. 
 
Researcher - Okay and who collects your information? Is it generally the doctor, ever a 
receptionist? 
 
Participant - Just doctors as far as I know. 
 
Researcher - Okay and do you have any experience of repeating the same information to 
doctors? 
 
Participant - No, they are generally very good. 
 
Researcher - And you have mentioned already that they seem aware of your medical 
history so do you know how your records are kept with them? 
 
Participant - On the computer as far as I am aware. That is all I know. 
 
Researcher - And do you know how they keep the information up to date? So you have 
your annual review, do they ever check you are up to date with other aspects or just 
expect you to tell them if anything changes? 
 
Participant - Well what happens is when I go for my eyes they will send a letter to the 
doctor. 
 
Researcher - Okay so to keep your records up to date with your GP, or at the hospital, do 
they expect you to tell them if anything changes? 
 
Participant - Well I tell them anyway if anything changes. 
 
Researcher - Now your records, have you ever seen them? 
 
Participant - No. 
 
Researcher - Have you ever asked to see them? 
 
Participant - No. 
 
Researcher - And would you ever like to have access to the information? 
 
Participant - No, not really. Unless it is really necessary. 
 
Researcher - Okay so let's say you are in a situation where you did want to see your 
records- 
 
Participant - I would go down and see them. They would let me. I'm sure they would. 
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Researcher - So in an ideal scenario, would that be the easiest way? To go down and see 
them yourself? Or would you prefer say, a paper copy, log onto a computer? 
 
Participant - I suppose I could log onto the computer. 
 
Researcher - Would that be easiest for you? 
 
Participant - Well it would not be for me because I can't work it [laughs]. I wouldn't know 
how to turn it on. 
 
Researcher - So say you weren't too comfortable with the computer, what do you think 
would be an easier way for you to see your records? 
 
Participant - I would just make an appointment. 
 
Researcher - So you would be happy to go in and collect them in person? 
 
Participant - Yes. 
 
Researcher - With your health, did you keep any record yourself? 
 
Participant - I did when I was suffering from BP because we have got the machine. I would 
take it every few days but now it is under control. I would just write down the BP amounts. 
My Wife would write it down and I would type it up onto the computer. 
 
Researcher - Okay so with this record of your blood pressure, did you ever share that with 
your doctor? 
 
Participant - Yes, I only showed the doctor. 
 
Researcher - Okay so looking on to your care preferences, how you like to be addressed, 
whether you have any dietary or cultural preferences, have doctors ever checked with you 
what your preferences are? 
 
Participant - No. 
 
Researcher - Okay and has any professional ever asked about your wider family all pets 
for example? 
 
Participant - No. 
 
Researcher - And can you tell me if anyone regularly checks up on your situation at 
home? 
 
Participant - No. 
 
Researcher - Okay now looking at a different health care scenario, so say you were to 
become unwell, have you made any arrangements for anyone to speak on your behalf? 
 
Participant - No. 



201 
 

 
Researcher - Okay [pause] we skip the next question since it is in no. So a different 
situation now, have you ever had to go into hospital for an unplanned visit? So to say 
accident and emergency. Has that happened in the past few years? 
 
Participant - I went in on my birthday for a couple of hours. I went for a blood test on 
[date], the day before my birthday. I got a call at about 6 o'clock from a woman from the 
hospital. She told me I need to get to the hospital as soon as possible as I could have a 
fatal heart attack at any moment. That's how she came out with it. It was my potassium 
levels apparently but I knew I was all right. I said I can't leave the Wife, I had to look after 
her, I'll come tomorrow. Well of course I went to bed and I couldn't sleep, you wouldn't, 
would you? It is enough to give you a heart attack. I got up early, phoned a taxi, I got to 
the hospital on my birthday, at about six in the morning and I told them why I was there. 
They wired me all up. Four hours later they let me go, they said I was keen. Second blood 
test and everything was okay. 
 
Researcher - The case when you had your blood test and you had to go in, were the 
professionals at hospital already informed you were arriving or did you have to explain 
why you were there? 
 
Participant - I explained but they must have found me on computer after that because they 
took me straight through. This nurse, she was just finishing a 12 1/2 hours shift, she was 
fantastic. Mind you, the one that ring me said it would probably be nothing, but it really 
needed checking. 
 
Researcher - So when you got to the hospital, you explained what happened and whether 
they did or did not have records, they got you straight through and sorted? 
 
Participant - Yes they had me all wired up, things everywhere, stickers. 
 
Researcher - And it did you go on your own? 
 
Participant - Yes, I got a taxi at about five in the morning. I couldn't sleep though. Look at it 
this way it was a birthday I won't forget. 
 
Researcher - Okay so looking at another hospital visit, so when you have to go in for your 
eyes checkups and you mentioned you have moved between hospitals recently, when you 
moved to the new department were they well informed about you? 
 
Participant - Oh yes. 
 
Researcher - So you did not have to explain everything? 
 
Participant - That's right. 
 
Researcher - Okay and are there any other instances where you have had to go into 
hospital suddenly? 
 
Participant - No. 
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Researcher - Now in the past few years has there been a change to your care needs 
which has meant you have had to start seeing a new professional? 
 
Participant - What a new doctor? I have but only because my old one retired. 
 
Researcher - Okay so no new services. 
 
Participant - I have been at the same GP now for 48 years. 
 
Researcher - And was the new Dr well-informed about you? 
 
Participant - While everything was on computer, you see. He would just read my notes. 
 
Researcher - And have professionals ever asked your Wife about your health or do they 
just deal with you? 
 
Participant - Well just myself because I always go on my own. As I say, I feel fit and well at 
the moment. 
 
Researcher - Now are there any other people that help you? So say transport services, 
social services, meals on wheels, anything like that? 
 
Participant - No. We don't need anything at the moment. If it came to that stage I would 
ask. 
 
Researcher - Okay so you know it is available, but don't feel you need it. 
 
Participant - Yes, that is right. We like to stay independent. I have retired so it is not as if I 
have to go to work and leave my Wife all day. I mean years ago it would have been real 
trouble. I used to work three shifts. 
 
Researcher - So having the free time of retirement means you have been able to work a 
routine that ensures you can look after your Wife? 
 
Participant - Yes, that is right. 
 
Researcher - Right so can you tell me a bit about how you feel when people ask you 
questions about your health and how you are living? 
 
Participant - Well I just let them get on with it if they are professional people. 
 
Researcher - Do you feel listened to? 
 
Participant - Well yes. They doing their job proper, which I know they are, so I'm happy. I 
can't fault them. For both of us. I remember when I had that camera down my throat. 
About a month later I got a very similar letter, it was just like the letter I had the first time. I 
had to contact them and say I've already had this done. Then they went all let me just 
have a check on the records and she was gone two or three minutes. She said yes it was 
a follow up 1 to make sure everything was okay which I thought was a good thing. But it 
wasn't clear on the letter, I thought they had sent with the same letter by mistake, with it 
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being a second time. An appointment has been made for you to attend blah blah blah. 
Just like last time, I could have ignored it. But when I spoke to her on the phone I could 
hear her tapping, she was on the computer, and she said the doctor wanted to do it a 
second time. 
 
Researcher - So [participant]. Can I ask would you class your Wife as your carer? 
 
Participant - Well she listens [laughs]. 
 
Researcher - Okay well would you say you depend on her for care on a day to day basis? 
 
Participant - Oh no, I can manage, it's not like that. 
 
Researcher - Okay well we skip two questions. Now the information you give to your 
professionals, so your health, test results issues, do you feel the information you give is 
effectively used? 
 
Participant - Well I have no issues with it. I'm confident they are doing what they should 
be. 
 
Researcher - Yes, I believe we have covered a lot of that. Now what awareness do 
professionals have regarding your confidentiality preferences? So do they know who they 
are okay sharing information with? 
 
Participant - Umm, I don't know. I don't think I have ever been asked about that. I just 
presume it is confidential and what happens between you and your doctor, that is it. 
 
Researcher - So whether or not it has been discussed, you are happy it stays between 
you and your doctor? 
 
Participant - Oh yes. 
 
Researcher - Your doctors have never checked if it is okay to speak to, say for example, 
your Wife? 
 
Participant - No. 
 
Researcher - Okay that is fine. Just finally is there anything you would like to add? 
 
Participant - No I don't think so. I think we have covered everything. 
 
Researcher - Okay well thank you very much. 
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Appendix  17 
 
Interview 17 transcript 
 
Context 
 
Present at interview were the interviewer and the participant. 
 
The participant was mentally alert and progressively becoming less mobile due to multiple 
physical ailments. What is worth noting is ahead of the interview, the participant had 
collected newspaper articles (handed to the interviewer) concerning recent scandals and 
negative reports about the running of local hospitals. The concerns in the articles held 
some similarities with the concerns raised on the participants list. 
 
Interview  
 
Researcher - Can you tell me what medical and social care services currently look after 
you? 
 
Participant - Well I gosh I've forgotten what it's called it's the one along here on the main 
road. 
 
Researcher - Is it a GP surgery? 
 
Participant - Isn't that dreadful. Let me just look it up it's a fairly new building they gave it a 
new name. 
 
Researcher - Is it the one in X? 
 
Participant - Yes. 
 
Researcher - Is it the X or X? 
 
Participant - I'll just check. Yes it's X 
 
Researcher - Ah right when they moved into the new building. 
 
Participant - Yes they deliver all my new prescriptions now. 
 
Researcher - Okay so you are currently under a GP. Are there any of the services that 
look after you? Any services like podiatrists or community matrons or social services? 
 
Participant - No. 
 
Researcher - Okay so no one at the hospital that you visit regularly? 
 
Participant - No, no one. 
 
Researcher - That's good then. Okay so when you go to the GP do you frequently meet 
the same members of staff or do they tend to be different each time? 
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Participant - No it's the same people there. 
 
Researcher - Okay and is there anyone else involved in supporting you, so say friends 
family or neighbours? 
 
Participant - Well yes, I have someone I can rely on. She originally was a cleaner for me. 
She's been coming to me 16 years now, she is a friend now, and for instance on I don't 
get out much now. I have a wheelchair but somebody has to put it in the car so instead of 
cleaning for me for instance on Wednesday she took me into Bulwell because I wanted to 
go to the bank and the building society and that sort of thing and she always says anything 
just ring me. I have a daughter who does the shopping for me. I used to get age concern 
to do it but when I first got [carer] to do it, we got on a treat. Unfortunately she got a full-
time job and I lost her and then they sent me a man and I can't put my finger on it but I 
never really liked him and my daughter said for goodness sake Mom I'll do it. So she 
helped. I also had my eyes tested at home but that's through something though Lloyds the 
chemist. Now I have a Chiropodist that comes oh and my daughter got me a gardener and 
I really get everything I can to help me stay in my home put it that way. 
 
Researcher - Okay then so you have a variety of people that help you for your support 
network. 
 
Participant - Yes but it is not anything to do with the medical professionals arranging it. 
 
Researcher - Well that's very relevant when looking at what you have organised yourself 
informally medical or otherwise so say for example age concern so you have a variety of 
people who act in caring roles for you. Do you act as a carer for anyone? 
 
Participant - Well no because I'm on my own now. 
 
Researcher - Okay and I just want to look at how information is gathered about you so can 
you tell me who has asked for information about your health and living conditions in the 
past year or so? 
 
Participant - Are you thinking about medical professions again? 
 
Researcher - This can be any so an example being your chiropodist coming to check up 
on how you're doing. The person that came to test your eyes, asking you any questions. 
Your family- 
 
Participant - Yes I would say that young man said that he was doing the best, he knew I 
had got this trouble with my eyes, and I do like to read. He said I'm doing the best I can for 
you, for your eyes but you have a lot of degeneration at the back of your eyes which 
nobody can do anything about and he said make sure, that's why I bought that lamp there, 
it's good actually, he said make sure you've got a light to read by sort of thing. So that's all 
I can think of recently. 
 
Researcher - Okay and who was it who said that. 
 
Participant - Um what do they call themselves, God ask me something, I've got it, 
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somewhere. They were very good and then someone else came to fit the specs. They 
were okay too. Surely you've heard about this. 
 
Researcher - About what sorry? 
 
Participant - About these people who come to your home, the opticians. 
 
Researcher - Could it have been an optometrist? 
 
Participant - It's these people. 
 
[Gives a leaflet] 
 
Researcher - Oh right. 
 
Participant - It was a friend who told me about this because she had it done. 
 
Researcher - Right so you had a gentleman come to your home in order, on your eye test. 
 
Participant - Yes he had all the paraphernalia, you usually have to go to Boots but you see 
it has just got too much for me to get there. 
 
Researcher - Okay and with him coming and asking you, assessing your eyes did he ask 
you any health questions, any questions about your reading or was it purely questions 
about your eyes. 
 
Participant - No just my eyes. He's just an optician. 
 
Researcher - Okay and to use the example of the people from age concern, when you had 
people coming in to help you, as you say with your shopping- 
 
Participant - Yes they were just employed by age concern to do shopping and that. That's 
it. 
 
Researcher - Okay did they ever ask how you were coping with getting around the house? 
 
Participant - Not that I recall, no. 
 
Researcher - Okay then and have any other services, medical or otherwise, ever double-
check? 
 
Participant - No. 
 
Researcher - Okay. 
 
Participant - I did manage to get the medical centre. I did manage that, to get them to 
come give me the flu jab. I rang up actually to tell them I will have to miss it this year 
because I just couldn't get myself in and out of the practice. I couldn't get there. They then 
said you need to be on the nurses list because she'll come and do it for you. I said oh I 
didn't know you did that. She said well if you don't let us know then we don't know what 
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you need. 
 
Researcher - So it's about you volunteering the information to them? 
 
Participant - So she came, yes, so she came, it was nurse [name], and I said so I take it 
then that I am on the list for next year, then? She said, well actually no, you will have to 
ring the practice, ring to remind us, for us to come to you. She did not ask me about 
anything else. 
 
Researcher - Right so she just came to give you the jab and off she went. 
 
Participant - Yes. 
 
Researcher - Okay so we may revisit that reviewing aspect of it later. The fact that you 
need to keep telling them, as opposed to being on the list. 
 
Participant - Well that was the receptionist of course. She said if you don't let us know 
what you need we don't know. 
 
Researcher - Okay and whenever, and this is not necessarily strictly medical 
professionals, but whenever someone has needed information about you, do you 
generally get asked face to face, do you ever fill in forms? 
 
Participant - I don't recall ever filling any forms. 
 
Researcher - Okay so generally when you are giving information to professionals is it face-
to-face? Or over the phone? 
 
Participant - Yes, well it has been a while since I have been to the doctor, even if I often 
don't feel well, but I just managed somehow and hopefully it passes. Whatever it is. 
 
Researcher - You mentioned it was the receptionist that took your information, when you 
were talking about the flu jab. 
 
Participant - Yes. 
 
Researcher - Whenever you are talking about health matters, do you generally talk to the 
receptionist or admin staff, or is it mostly nurses and doctors? 
 
Participant - It's mostly the receptionist. 
 
Researcher - Right okay, and do you have any experience of repeating yourself, repeating 
the same information to professionals? 
 
Participant - Not especially, no. 
 
Researcher - Your records, so with your chiropodist, with your eye doctor, your GP, do 
you know how they record your information, whether they- 
 
Participant - Well I just assume that everything is on the, you know, they have got it up, all 
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up on the screen. 
 
Researcher - On the computer? 
 
Participant - Yes, all about you. 
 
Researcher - So you are not aware of any other form of record? 
 
Participant - No. 
 
Researcher - That's fine. Now are you aware of how your information is kept up-to-date. 
So do these services ever check with you and review everything is up to date? Or do they 
just expect you to tell them? 
 
Participant - Well truthfully I haven't really been in touch with the surgery for a long time. I 
don't know how long, a full year, 18 months at the least. 
 
Researcher - And do you mind if I ask, what was your last visit about? 
 
Participant - Yes, I had a urinary infection which I had antibiotics for. That is what it was 
about. 
 
Researcher - Did the doctors ever check that you will still okay at home? That you were 
not having any recurrences or any other issues with your health? Or do they just anticipate 
that if anything goes wrong you let them know? 
 
Participant - They just anticipate that if anything goes wrong, say, they, I get the feeling 
very much that with doctors nowadays, even on your last legs they expect you to get to 
the surgery. I always feel you've got to ring up and say I might be dying, then a doctor 
might come. [Laughs] you can't put that down. 
 
Researcher - No, no it's okay, 
 
Participant - But that is the feeling I get, 
 
Researcher - Well that is what we are interested in. Now your records, have they ever 
been shared with you? So have you ever seen your medical history? 
 
Participant - No, not really. 
 
Researcher - Have you ever asked to see them? 
 
Participant - No. 
 
Researcher - Okay. Would you ever like to access that information? 
 
Participant - It doesn't really worry me because after all I know what has been wrong with 
me and what I've been through so I'm... 
 
Researcher - So is it fair to say that you are happy so long as the doctors are doing their 
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job. So long as they have got that information, you're not that concerned with it? 
 
Participant - Yes. 
 
Researcher - Okay. 
 
Participant - I must say, and it isn't one of your questions, but I do get the feeling that I'm 
surprised that surgeries don't have for people like me, elderly people, who are 
housebound, physical things wrong with them, that a doctor doesn't perhaps occasionally 
just, when they are on their rounds, sort of call occasionally to see how this person is 
getting on. 
 
Researcher - Yes so you would feel better if someone reviewed people in their homes 
without being asked? 
 
Participant - Yes, what they can't seem to understand is when you are say younger, like 
yourself or my daughter, something wrong with you, you straight away get an appointment 
and you go see the doctor. You go. You're up to it. When you are older and the pain is 
killing to get in and out of the taxi to get there... 
 
Researcher - Or to the phone? 
 
Participant - Oh yes, especially with some people. Luckily I have got a good neighbour 
who just if I bang on the wall, she is there. She has got a key, she'll be round. To be 
honest I rely more on ordinary people than the medical professionals. 
 
Researcher - Okay, thank you for telling me that. That is really relevant. Okay now, you 
mention organising your care yourself in terms of who looks after you. Do you keep any 
records yourself, say of any medication you take, any medical condition and how they are 
doing? 
 
Participant - In what way would you mean? 
 
Researcher - Just using the example of say, for blood pressure issues, writing a record 
day to day of what your blood pressure is? 
 
Participant - No, no, no. I don't do anything like that. 
 
Researcher - Okay so you keep no records at home? 
 
Participant - No. 
 
Researcher - That is fine as anyone ever asked about your care preferences. So say can 
then call you by first name and surname? 
 
Participant - No. 
 
Researcher - They have not checked about dietary or cultural preference? 
 
Participant - No. 
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Researcher - Okay right, has anyone ever checked who should be contacted if you were 
ill? 
 
Participant - No only my neighbour. 
 
Researcher - So no professionals have ever checked? 
 
Participant - And friends, maybe. 
 
Researcher - Okay and has any professional ever asked about your wider family or pets 
for example? Anyone dependent on you? 
 
Participant - No. 
 
Researcher - Okay and you have hinted at this already but the next question is if anyone 
regularly checks up on your situation at home. So say cooking, bathing, shopping, keeping 
the house clean. So am I right in thinking professionals don't check and that concerns 
you? Do any of these friends or family who are your support network, do they ever come 
and check up you are okay? 
 
Participant - Well my daughter rings me every night. 
 
Researcher - So you do have a regular contact?  
 
Participant - I do. 
 
Researcher - To let know that everything is all right? 
 
Participant - Yes. 
 
Researcher - And you are happy with that? 
 
Participant - Yes. For instance you have come to day, and tomorrow I have my hairdresser 
that comes every week. I can't think of anyone else right now that will come this week, but 
off and on I have people coming in and out of the house for, you know, there are not many 
days that I am on my own, that there is no one coming in. At the weekend I always see my 
daughter and often my son as well but as I say none of this is medical. 
 
Researcher - Well we are interested in the non-medical as well, so if anything the majority 
of people who you see, who make sure you're okay, in that, say, you had not had a fall or 
taken ill, are not medical professionals. They are for example hairdressers, family 
members. 
 
Participant - Yes. 
 
Researcher - Okay. Now we're looking at a hypothetical scenario now so have you made 
any arrangements for someone to speak on your behalf if you were to be taken ill? 
 
Participant - Not, um are you thinking of... 
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Researcher - This can be power of attorney, 
 
Participant - Power of attorney, up to now my daughter and I think it is not necessary. We 
have discussed it. 
 
Researcher - Okay so you have discussed it, you have had that conversation? 
 
Participant - Yes. 
 
Researcher - Am I right in thinking that your daughter would be the person to have power 
of attorney? 
 
Participant - Possibly, I have got three children I have one son who lives in Essex, so he is 
out of the picture. The other two, in fact my son is skiing at the moment in Austria on 
holiday. He is good, he is just not as hands on as my daughter and she is the eldest, and 
because of course she is the eldest that is what happens with the eldest in the family. She 
has always been the one to do everything, so look after her brothers and all that. So I 
suppose if I did have to go for power of attorney, possibly, it would be her. 
 
Researcher - Okay, so if you have a conversation alluding to that but there is no actual 
paper record of that? 
 
Participant - Well I got a leaflet while I was more out and about actually, at Age Concern's 
place, with a bit about it. 
 
Researcher - Right, so you have actually found some information about it. 
 
Participant - And thought about it but we don't think it is necessary yet. 
 
Researcher - Okay, so we skip the next question as it is not relevant, so a different 
situation now, this is for any unplanned visit to hospital. For example if you had to go to 
the emergency room or be admitted suddenly, has that happens to you in the past few 
years? 
 
Participant - No, I've had one or two, once or twice, when I had terrific pain in the night, 
and I dialled that one, one, one number, and ambulance people have come and taken me 
to that place on Derby Road, near Hillside. 
 
Researcher - Which one is that? 
 
Participant - I don't know what it is called. Well both of those times I was in my dressing 
gown. I couldn't get dressed or anything and both of those times it was severe urinary 
infection. 
 
Researcher - Okay so you are recovered with that? 
 
Participant - Yes and the hospital is just up the road, the Queens. It is just on the right 
hand side on Derby Road. 
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Researcher - Right, I know the road. 
 
Participant - Before you get, I don't know what they call it, but they are extremely good 
there. This is sort of in the middle of the night. 
 
Researcher - With this process where you have been in a large amount of pain, can you 
remember what sort of questions they asked you over the phone? 
 
Participant - [Pause] where are you? Are you in bed or on the floor? They'd want to know 
your situation. Are you on your own? That type of thing, can you manage to open the door 
for us? If we come? That's type of thing. 
 
Researcher - And when the paramedics arrived did they ask similar questions? Did they 
ask different questions? 
 
Participant - They asked, I can remember one saying to me, I think it was when I had that 
dreadful pain in my eye, that happened as well once at night, I remember her saying out of 
1 to 10 what would you say this pain is like? And I said I think it is 8. I wouldn't have been 
ringing if it wasn't dreadful. Yes I think that was when it was this eye that was hurting so 
badly. That is when I first discovered what was wrong with the eye. 
 
Researcher - Right so between the phone and the paramedics they have asked very 
practical questions, in terms of- 
 
Participant - They are excellent, no grumble with them at all they are excellent, and when I 
have gone to that place on Derby Road, the doctor, who I see there, immediately has my 
prescription, and it's the little ambulance that they have there, the little ambulance that 
brings you home. The ambulance driver stopped at one of the all right places and got the 
prescription for me and everything. They are excellent. 
 
Researcher - Okay so with these situations, a couple of times with your urinary tract 
infections and your eyes, in getting from the ambulance to see the doctor on Derby Road, 
did the doctor already know what was going on or to did you have to explain. 
 
Participant - They are able to let your doctor know and also when I went to the hospital the 
very first time about eyes, they say, they asked who you are with and can they let them 
know, my doctor at, what is it called again but they have all those details about me. 
 
Researcher - Okay and the doctor that actually saw you on the night, so as the ambulance 
dropped you off there, did the doctor already know what was going on or did you have to 
explain? 
 
Participant - I had to explain, sort of felt my tummy and said he wanted a sample of water, 
of course, and he said it was shocking actually. He said this isn't just cystitis or anything, 
he said what I get apparently, when I get it, it also affects the bowel and there is one 
particular, I keep a detail of it, antibiotic that does work, because I've had it for this before, 
if you see because the regular one doesn't work. So I have kept details of it so if it 
happens again I know what I need. 
 
Researcher - Okay, so do you just have that written down? 
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Participant - I got it. 
 
Researcher - Okay, so if you were to feel yourself becoming unwell again with the same 
situation, would you give that information to the doctor and say this works for me?  
 
Participant - Well quite honestly if that happens I would phone, explain the situation, I can't 
get in myself and this is what, I know what it is, are you willing to write the prescription and 
perhaps a neighbour could pick it up for me. That's what I think I would do. 
 
Researcher - Right, so that hasn't had happened yet, but that would be what you would 
do? 
 
Participant - Yes that's what I think I would do. 
 
Researcher - Okay. 
 
Participant - I'm not struggling to get in, and now it is a bigger place, my daughter says it is 
so much better now but the other place, you would just walk in and you were there. Now 
this new one is big and I am hobbling through with my stick and then to use, to get up the 
stairs, and then, there is a long, long room and there are two different lots of surgeries and 
of course mine is the far end, to get a seat to sit down, and of course you wait ages, 
because they don't think, you don't make a time, you just go you don't have the time. In 
fact one time I thought I was going to collapse before I got to the doctor. I can remember. 
 
Researcher - Was this when you had already spoken to the receptionist? 
 
Participant - Yes and I remember one of the receptionist, I remember, giving me a glass of 
water. So I avoid going down if I can possibly help it.  
 
Researcher - Is the whole appointment system, and not being able to pre-book a problem 
for you? 
 
Participant - That's it, that is what I'm trying to get to, there is no appointment system. You 
just go down. 
 
Researcher - And do you feel that this has caused problems for you? 
 
Participant - Yes. 
 
Researcher - Okay, thank you. In the past year or two have you had a change in your care 
needs which has meant you have started seeing a new professional? So say your 
chiropodist or any people from Age Concern?  
 
Participant - Well only the people coming to test my eyes at home instead of going to 
Boots because I went to Boots for 15 years and that is all. I used to manage to go to the 
surgery, if you made an appointment. They had the chiropodist on certain days and I used 
to be able to do that, now I have one that comes to my home. Just those two. 
 
Researcher - So with the chiropodist and the optician did they ask a lot of questions when 
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they first saw you?  
 
Participant - I don't really recall, but I suppose they must have done, because the 
chiropodist is more lets look at your feet and see what I am doing, more than asking, isn't 
she. The optician certainly said now, do you know about anything and I told him obviously 
about my eyes and he knew about this condition, this thing I have got wrong with my eyes 
and he is the one who said always make sure you have got bright lights. Never, never try 
to read in a bad light. Also about the degeneration at the back of my eye, and apparently 
the hospital told me that sometimes there has been some damage to the retina of my right 
eye and that's why occasionally it gets extremely painful and they get me, at the hospital, it 
is the eye casualty I go to, they will give me antibiotics. They are very good actually at that 
clinic.  
 
Researcher - Okay so would you ever say with the people at the eye casualty, the optician 
and your chiropodist, do they seem well-informed about you before you see them or do 
you have to explain everything again when you go? 
 
Participant - Well I think the eye casualty, before they do anything, you have to wait until 
someone can see you, and they do a very extensive eye test of all sorts to see what they 
are dealing with that is how they work. 
 
Researcher - So it is not so much about having any notes ahead of time or any records 
about you, they treat you as a new person? 
 
Participant - Yes. 
 
Researcher - Are there any other services that help you or have we covered them? 
 
Participant - I think we've covered them. 
 
Researcher - Okay so all the more social or, say, transport side of things, we have 
covered. 
 
Participant - Yes. 
 
Researcher - Right, so can you tell me a bit about how you feel when people ask you 
about your health and how you are living, so do you feel listened to? 
 
Participant - Yes, generally, yes. 
 
Researcher - And do you feel that professionals generally take on board what it is you tell 
them, and act on the information? 
 
Participant - Well I must admit that, and could be wrong, but I personally, now the year my 
Husband died, what was that, 2000 and must be nine years ago, 2004. When he was 
very, very ill with cancer and I was looking after him I knew I could feel a lump on this side, 
as it happens, but I never mentioned anything about it because he was so ill and all the 
family and everything, you know, we were thinking about him that after he died now I had 
a very very good doctor who had been with our family for many years, Dr what was his 
name, X, he was a Scot. I went after, after the funeral and we had got everything out of 
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the way and over, and I felt I could bring myself to a doctor and I can remember I said to 
Dr X just have a feel on this, maybe I'm imagining this, and he said my god you are not 
imagining this and he got me in hospital straight away for a hysterectomy. Fortunately it 
was just a large ovarian cyst, fortunately it wasn't malignant. He said I think it's been the 
stress of looking after [Husband] but he knew us as a family. He was the last one I ever 
had who I would call a family doctor. He has retired now 
 
Researcher - So he's really taken on board what you've said- 
 
Participant - I tell you what, well ever since then, I have had this funny water thing that has 
been peculiar and all sorts of strange pains and I've always felt, and I could be wrong, and 
have even told the doctor but they just dismiss it because I probably am wrong, but I have 
always felt as if my insides were never put back together right, properly and have never 
felt the same again ever since I've had the operation and they dismiss it but they could be 
right and I could be wrong but nobody's ever suggested will send you for a scan and just 
see if it is anything. 
 
Researcher - Right so in that instance, you've had the range of from a doctor who's been 
very trusting in and excepting of your point of view in your information, in terms of I've got 
this lump, Dr X- 
 
Participant - There is not been anyone like him since. 
 
Researcher - And then having a not as good example- 
 
Participant - Well he knew me you see, nobody knows me like he did. He knew when I 
said I was bad I was bad. 
 
Researcher - Right so kind of having that experience and time with the doctor, would you 
say that built that kind of relationship of trust between the two of you? 
 
Participant - Well of course, yes. And he was marvellous and when he was away on 
holiday he would make sure a doctor called round to see I was all right. 
 
Researcher - Well that's very good. 
 
Participant - But you see there's nothing like that now. 
 
Researcher - Right so when you volunteered this information that you've not felt right ever 
since the surgery and that you have concerns that there are issues, you say the new 
doctors have dismissed it? Outright? Have they ever given you an explanation or tried to 
investigate the pain? 
 
Participant - No they just more or less ignore that. 
 
Researcher - They ignore you? Right. 
 
Participant - But you see they have a lot of women who say this after hysterectomies, they 
might for all I know. I don't know. 
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Researcher - So you have concerns but they have never been addressed? 
 
Participant - And even friends who knew me well. They say I've never been the same 
since I had that surgery, that hysterectomy. 
 
Researcher - Okay and has anyone ever taken on board that information from friends and 
family? That you don't seem right, or have the doctors only ever spoken to you about it? 
 
Participant - Not really, no. Because I don't go into great detail with family. I mean my 
daughter will ring me and say, I'll say I've got through a day and she'll just say all right 
then. Don't worry. 
 
Researcher - So not as forthcoming with the information? 
 
Participant - Yes. 
 
Researcher - Okay then. 
 
Participant - I don't want to be a nuisance you see. I appreciate what they do and I would 
hate to become a burden, a nuisance to them really so I keep it as low-key as possible. 
 
Researcher - I understand. Okay, now we are looking at the people who care for you use 
so you've not so much got a single carer but rather a group of people who between them 
look after you and help you stay within your home. Now have any doctors or medical 
professionals ever checked what the abilities and limitations of your carers are, so do they 
know what the limitations of what your carers can do or not? Or have they just never 
asked? 
 
Participant - I don't imagine they know, no. No 
 
Researcher - Okay and they have never checked? With you? 
 
Participant - No. 
 
Researcher - For example can your carers get you outside, get you dressed etc. 
 
Participant - No. I mean for the first time really a receptionist at the surgery, sort of said to 
me, when I rang up that was last autumn, about my jabs. Because before of always 
manage to get in and get one and I just said to her I wondered if you doing them yet, I 
think it was October time, but I'm feeling my arthritis is so much worse now that really can't 
get out of my home I'm housebound, and unfortunately I just can't, cannot get in. She said 
then, and that's when she said the nurse could come here and then I said oh I didn't know 
you did that. Then she said well if you don't tell us, if you don't let us know what you 
need... That is the nearest I've ever had to anything of what you're speaking about. 
 
Researcher - Okay so almost a case of do you list all of your medical complaints, or 
knowing what is or is not relevant that they can help you with. Right, so if you're carer or 
carers were unable to look after you for a time, have you got any process in place to make 
sure that you are still looked after, so you mention knocking on the wall if your neighbour 
is in. 
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Participant - Well if I was, it I mean I don't like to put on her because she is very kind and I 
would have to be in a very bad way before I got her to do anything for me but, and next 
door but one along here is very good. I could at a push call on her. 
 
Researcher - Right so it is not so much of a formal plan in place, it is just you have people 
you could call on if needed. 
 
Participant - Yes, well my next door neighbour has a key. 
 
Researcher - Oh so there is some arrangement there? 
 
Participant - That's an arrangement, isn't it. 
 
Researcher - Now the information you have given to medical professionals, so this can be 
anything from checking the long, to concerns about the pains, do you believe doctors 
effectively use that information? 
 
Participant - I honestly have no idea. I just presumed they do because I presume when 
you do go in the screen comes up with everything you have had through quite a long 
period of time, I imagine. So they know who they are talking to. That is what it is for isn't it. 
 
Researcher - So no strong indication whether they do or do not read it, or take it on board. 
You just presume it is available to them and they are doing what they need to. 
 
Participant - Yes, yes. I presume they do. 
 
Researcher - Okay now what awareness to professionals have regarding your 
confidentiality preferences? So do they know whether they should strictly only speak to 
you or can speak to your daughter etc? 
 
Participant - There has never been any sort of arrangement for things like that. 
 
Researcher - Have the doctors ever checked who they can talk with? 
 
Participant - No. 
 
Researcher - Okay, right and finally is there anything you would like to add which you think 
is relevant? 
 
Participant - No not really, I think we have more or less gone through everything with 
carers and health and doctors and things like that. 
 
Researcher - So that's covers everything you would like to say regarding this? Okay well 
thank you very- 
 
Participant - I mean the things I had in mind were more about hospitals. 
 
Researcher - Okay well would you mind just letting me know what it is you are thinking? 
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Participant - [Picks up handwritten list] I will start with what everybody does. Why the devil 
did they take away the matrons? I mean I know what hospitals used to be like and if they 
haven't a matron, I don't care if they don't call it a matron, something else. Why do they 
not have a person in charge of two or three wards making sure everything is running right 
so that these dreadful things that are happening to people in hospital don't happen. I don't 
care if they are short staffed. If they had somebody watching, to me, the patients should 
come first and that is what we are not getting now.  
 
Now when I had my two hip replacements at the City Hospital when I was 70 that was 
1996, and their care I had then was marvellous and I was in a lot of pain and I waited a 
long time to have it done on the National Health and they had given me up at the hospital 
various treatments to help me through the pain while I was waiting like therapy in water 
and quite a lot of things that were very good and I do remember but it is by the by actually, 
I had this Dr, he rang me up and said this other hospital could take on some extra people 
for hip replacements and I said well I will come in and talk to you. So I went in and at this 
time, this hospital was having a very bad report and so he did not admit that and I said to 
him what do you think about this hospital because I am in a lot of pain waiting. It was 
easily 18 months to 2 years, and all he said to me was well I can tell you the hip 
replacement team are highly thought of throughout the country and that is who you will get 
at the City. I said well that is it, and that was true. It was marvellous. 
 
Now by the time it got to, originally it was just the left hip that was bad, but I had waited so 
long, the doctor said when I got there he did not know which one to do first because they 
were both so awful, but we will do the left one and the treatment there was absolutely 
superb. He showed me the x-rays after and showed me what he had done, that it had 
been successful and that sort of thing. When I came home of course my Husband was 
there then and I had help, so that was okay.  
 
Then I had to go on another waiting list to have the other done. He said if you are up to it, 
this was March, if you are up to it I will do your other one in July. Well I thought that was 
super but that was way back then. Now when I went in, in 2004, and had the 
hysterectomy, the City again, it was like a different place. I wasn't particularly well looked 
after and I managed to get to the loo at one time and really I think I should have had 
someone to help me get there and actually I collapsed and fell right backwards. It was a 
hard floor and I was very lucky actually, that I did not damage my hip replacements 
actually, I thought. I don't know how long I was there but I gather it was another patient 
that managed to get a nurse and I didn't even know about getting me back to bed and I felt 
really, really dreadful. I think it was the next day, the doctor came around with his thing 
and he said to me yes I think you will be alright to go home tomorrow and I said I'm sorry I 
am not. You know I am on my own when I get home and he looked quite taken aback 
actually, but I knew I wasn't fit to go home so there is the difference. 
 
Researcher - Absolutely. Just to pick up on that with the doctor- 
 
Participant - And also another thing, after the operation. After a little while they get you to 
come up, get up as quick as possible, sit in a chair and I am sitting in a chair and suddenly 
my dressing gown is covered in blood. That was all the stitches had given way so it was 
not a happy affair at all. 
 
Researcher - Just to pick up on especially that's point with the doctor assessing you, 
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saying you are ready to go home, so the doctor was not aware that you had tried, you had 
fallen- 
 
Participant - Well I imagine he was told, but was he? 
 
Researcher - So you do not know whether he was or he wasn't, and he had still made at 
that conclusion? 
 
Participant - I felt absolutely awful. 
 
Researcher - And you had to volunteer to him that when you went home there would be 
no want to look after you. 
 
Participant - They knew I lived on my own, I was coming home alone. 
 
Researcher - They knew that? And so you raised these concerns with the doctor saying 
you did not think you were ready to go home. How did he respond to that? 
 
Participant - He was taken aback because he is not used to it. Patients are poorly and 
they have not got the oomph to talk back, generally. 
 
Researcher - So did he act on your concerns at all? 
 
Participant - Yes well he said if you feel that way, have a few more days. 
 
Researcher - Right so there was no sort of provision of getting you home with help or 
trying to make sure you were better looked after, it was just more time? 
 
Participant - No but after the hip operation things they came to my house before I ever got 
home to find out how I was going to manage. Would I need help with the shower or the 
bath, getting in and out of the bath. Putting things on these armchairs to make them 
higher. They put a thingy on the toilet seat to make it higher, I apparently needed that. 
They talked to my Husband and made sure he was able to help me and all that sort of 
thing before I ever got home. 
 
Researcher - So you were quite comprehensively assessed before you even left the 
hospital? 
 
Participant - It was terrific, the difference between the two. 
 
Researcher - And this is the same hospital? Different departments but the same hospital? 
 
Participant - Yes, over many years. Yes, over those years. 
 
Researcher - So a good example of them getting the information they need before you 
went home so you could cope, and then the opposite. 
 
Participant - It just seems as if the real proper nursing and doctoring and care and 
compassion and as well as the knowledge of everything medical that they should have is 
gone and I think it is all to do with money. 
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Researcher - Thank you for that. Was there anything else you wanted to share? 
 
Participant - Well I forget now [checks note] I'm not running the hospitals but it is like 
running the country, we would all do different things. Well first of all, and I have underlined 
it, why did we get rid of matrons or someone similar? Why do we no longer have decent 
hospital cleaners? Why don't we stick to definite visiting times? Why do we no longer allow 
only two or three visitors at one time? That is how it used to be. They are bringing in 
germs. Why are nurses and other hospital staff now allowed on public and other transport 
in their working clothes? It didn't used to be. No way would you have been out in your 
clothes on a bus with what you had been wearing in a ward. I was once on the number 17 
and two nurses got on that bus and I was shocked because they were just in their work 
clothes and it used to be that you changed when you got there. You changed to go home 
and it used to be set times and never loads of people all around one bed and this is when 
we had matrons and everything was more sterile. Clean and just, you see these things 
that are happening to some poor patients, if they had someone in charge of two or three 
wards who was properly trained to do the job, these things could not happen. 
 
Researcher - So what concerns you as a patient- 
 
Participant - This is what I think is wrong in hospitals now. I'll have a look at what else I 
have written. Oh I have just written why aren't nurses taught about care and compassion 
as well as their clinical training but personally I think nursing is a calling. I mean nobody 
goes into nursing for the money so what is happening to them. I know they are short 
staffed, I know we haven't got a lot and that is another thing. Why doesn't the government, 
what have I written down, why doesn't the government advertise a good sensible policy 
such as on the television etc etc, to enable us to enrol young nurses? They spend a lot of 
money on a lot of other things but I would like them to, if they are short of nurses, all right 
do something about it. That is the main cry, they are short staffed and people get 
neglected but I still think if they are short staffed if someone was watching over two or 
three wards, what is most needed for whatever patient it is will be seen to. 
 
Researcher - And can I ask, your main list of concerns, are these concerns that come to 
you from personal experience, as in this has happened to you- 
 
Participant - Well a friend of mine recently has been very poorly, in and out of hospital, 
and she has for years had a very nasty ulcer which at times has been a bit better. I have 
spoken to her on the phone and she has managed to get home again. When she was in 
hospital the last time she caught that nasty bug thing and actually her family thought she 
was going to die but she got it together and got home and someone comes to dress her 
thing that she has got on her leg. What did I say, ulcer, and she said but there was one 
day the pain of it was beyond what I could bear so I rang the surgery and she admitted a 
doctor did come and he said I could get you into hospital and you can be on a drip with 
antibiotics which will be more, you know, work better, than just giving you antibiotics and 
she said no way are you taking me back to any hospital. That was last week I spoke to 
her. 
 
Researcher - So is it fair to say the concerns you have on the list are not just personal 
concerns but perhaps concerns on behalf of other people as well? 
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Participant - Well they are really, they are really. Yes. 
 
Researcher - Well thank you for sharing that. 
 
Participant - I just think things are either well run or not and the hospitals aren't. There is a 
few, and I am not saying all, I gather this one I have just read about is beyond the pale, 
and they say close it down and I think what good is that to people. What they need is 
some decent staff and the place run properly. I mean, I don't know. I know the health 
service are hard pressed, I do understand that money is possibly a bit short but well I am 
just a person who all through my life has liked things run properly, what ever it is. If your 
heart is not in it then don't do that, do something else. Although as I say nurses don't go 
into it for the money. You have got to want to do it in the first place but I think well, that 
some elderly friends of mine, one or two of them are dead now, were nurses and sisters 
and everything in the old days and they had nothing but complaints about how things are 
now compared to how they are used to be. So if it ain't broke, don't fix it. I just wonder why 
they changed everything and I can only think it has got something to do with money. 
 
Researcher . Right so does that cover your list of concerns? 
 
Participant . I think so [laughs] 
 
Researcher . Right well thank you very much for taking part. 
Appendix  18 
 
Interview 18 transcript 
 
Context 
 
Present at interview were the interviewer and the participant. 
 
The participant was in reasonably good health and solely viewed herself as a carer. When 
asked about her own needs, her concerns were more about financial help or support to aid 
her in her caring role. The participant had the unusual situation of currently caring for two 
people within her home. 
 
Interview 
 
Researcher - So can you tell me which medical and social care services currently look 
after you? 
 
Participant - My GP, just my GP. 
 
Researcher - And concerning your Husband and Mother-in-Law, what services are they 
currently in contact with, or is it the same GP? 
 
Participant - No, my Mother-in-Law has got a different doctor, at a different practice. A GP. 
 
Researcher - Okay so whenever you want going to see the GP or any other service, do 
you frequently meet the same medical professionals and staff or does it tend to be 
different people each time? 
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Participant - It tends to be different people. 
 
Researcher - Okay and is there anyone else involved in supporting you or looking after 
you? 
 
Participant - No. 
 
Researcher - Okay and do you act as a carer for anyone? 
 
Participant - Yes I do. 
 
Researcher - And just for the benefit of the recording, that is your Husband and Mother-in-
Law? 
 
Participant - Yes. 
 
Researcher - Fantastic. So now I just want to look at how information about you is 
gathered, has anyone asked for information about your health and living conditions in the 
past year or so? 
 
Participant - No [laughs] 
 
Researcher - That's fine and on behalf of say your Husband and Mother-in-Law, has 
anyone checked for them, say that cooking and cleaning is being done, they can get out 
and about okay? For example you mentioned outside of the recording your Husband's 
surgery, did anyone check to make sure he could cope when he came home? 
 
Participant - Errm, not really, no. They only checked the size of the bed to see if he would 
be able to get on and off the bed without using his hands. 
 
Researcher - Okay so not so much medical questions, but practical ones about his 
abilities? 
 
Participant - Yes. 
 
Researcher - That's fine, and when you are asked for information, how is it typically 
gathered? So are you asked face-to-face? Do you fill in forms? 
 
Participant - Both. 
 
Researcher - Okay and who typically collects information off you? So doctors, nurses, 
receptionists? 
 
Participant - Just the medical staff, not receptionists or anything. 
 
Researcher - Okay and do you have any experience of repeating the same information to 
different members of staff? 
 
Participant - Sometimes, yes. I have but obviously when you don't have the same staff or 
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person you are talking to, you have to re-Everything and just make sure they know what is 
going on. 
 
Researcher - Okay so you finding that when you go to a new member of staff? It is almost 
starting from scratch? 
 
Participant - Starting from scratch, yes. 
 
Researcher - How does that make you feel? Having to repeat yourself? 
 
Participant - Well it can't be helped. If it is for something like they are changing shift or 
something like that you just have to, don't you? You just have to get on with it. 
 
Researcher - And do you know how that information about you is kept? So does it tend to 
be staff memory? On computer? Written down? 
 
Participant - Computer files, typically. 
 
Researcher - Okay and are you aware of how the information is kept up-to-date? Do they 
ever double-check details with you or just expect you to tell them if anything changes? 
 
Participant - They expect us to tell them. 
 
Researcher - Okay. Now you will records have they ever been shared with you? 
 
Participant - No. 
 
Researcher - Have you ever asked to see them? 
 
Participant - No. I didn't know whether I could or not. 
 
Researcher - Would you ever liked to have access to that information? 
 
Participant - I think I would like to review it to see what has been done or what has 
happened. 
 
Researcher - Okay so if you wanted to access it, what would be the easiest way for you? 
So getting a copy on paper? Accessing it by computer? 
 
Participant - I don't think I would want anything like that. I would feel better going in myself, 
seeing them in person. 
 
Researcher - So you would prefer to see them at the surgery? 
 
Participant - Yes. 
 
Researcher - Okay and do you keep any record yourself? This is for yourself all those you 
care for, anything recorded at home? 
 
Participant - No, not really. Well my Mother-in-Law, I have a folder full here. When the 
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nurse comes in to check her blood pressure and everything, and she used to write it down 
in the folder. It was 2009 she started but a while ago she stopped doing it. She has a 
computer now so she does everything on that, not the folder any more. Before I would 
have a written copy which we would keep at the house but now it is all computer. 
 
Researcher - Okay and have you ever shown any one those records? 
 
Participant - No. 
 
Researcher - Okay and has anyone asked about you or your family's care preferences? 
So whether you prefer to be addressed by your first name or your surname? Any kosher 
or halal dietary needs? 
 
Participant - Well dietary needs, yes. They checked that at the hospital for my Husband 
and my Mother-in-Law when they were ill. They do actually check dietary and they should 
know. 
 
Researcher - Okay and did they take that on board? Did they act on that? 
 
Participant - Yes, they paid attention. 
 
Researcher - That is good. Now has anyone ever asked about wider family, pets for 
example? 
 
Participant - No. 
 
Researcher - Okay and does anyone, we have touched on this already, but does anyone 
regularly check up on the situation at home? Making sure the cooking and shopping is 
done? Coping with day to day life? 
 
Participant - No, I just make sure that is sorted. 
 
Researcher - Okay now have you made any arrangements for anyone to speak on your 
behalf if you became ill? 
 
Participant - No. 
 
Researcher - So no power of attorney or next of kin? 
 
Participant - No. 
 
Researcher - And do you know if that has been set up for your Husband and your Mother-
in-Law, do you know? 
 
Participant - Well my mother in law, I expect myself to look after her, to take that role. 
Otherwise no. 
 
Researcher - So no official record or anything? You just feel you have the responsibility? 
 
Participant - Yes, that is it. 
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Researcher - Now in an ideal world, so with your care arrangements, how you look after 
your Mother-in-Law and Husband and make sure you are looked after, who do you think 
should have that information available to them? That you are the person to contact? 
 
Participant - The doctors I suppose. All the medical people and the benefits people, the 
ones that give her money, I think they should know that they should go through me and I 
do actually give them my number. I tell them I am her care worker as well as family. 
 
Researcher - Okay so you inform various services, both social and medical, that you are 
your Mother-in-Law's carer, and you find yourself volunteering that information and 
actively giving out your number so they have a way to contact you, and as you mentioned 
outside of the recording with there being also a language barrier issue with your Mother-in-
Law. You help with that also. Thank you, I just want to check my understanding of that. 
 
Participant - Yes, that is right. Yes. 
 
Researcher - So in a different scenario now, have you or the people you care for had to go 
into hospital for an unplanned visit? So this would be accident and emergency for 
example. 
 
Participant - Yes, this surgery my Husband just had. It was heart surgery. It was 
unplanned. Well it was a cancellation really, which we would have had this year, but 
ended up having last year with three days notice. 
 
Researcher - Okay so just to ask a few more questions about that. Were you already 
aware that your Husband had an issue with his heart? 
 
Participant - Yes. A few months ago we found out. His blood pressure wasn't going down 
and they wanted to find out why. 
 
Researcher - And so getting that investigated, did you start with your GP and go to 
hospital? 
 
Participant - Yes. 
 
Researcher - And when you went to hospital, where they already well-informed about your 
Husband? Or did you have to explain everything from the start? 
 
Participant - I think both really. They knew we were coming but asked a lot of questions 
still. 
 
Researcher - Do you remember the kind of questions they asked? 
 
Participant - Umm, like how long my Husband had had the BP. What medication he was 
having, things like that. 
 
Researcher - Right so very medical questions, and was the decision from that, they 
discovered that he needed heart surgery? 
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Participant - With the x-rays and that, yes. And the ECG. 
 
Researcher - Okay so did you have to move between several departments? In order to 
have his tests, treatments and eventual surgery? 
 
Participant - Yes. 
 
Researcher - And did each department to communicate well with each other regarding his 
care? 
 
Participant - Yes, they did. I think they knew each section we would have to go through 
and right up to the consultants they knew we were coming. 
 
Researcher - Would you say it was well organised? 
 
Participant - Well organised, yes. 
 
Researcher - And upon getting this sudden notice that there was a cancellation, and his 
surgery would be in three days, when you arrived were you well-informed as to the 
process of what would happen? 
 
Participant - Yes, they sort of, we went straightaway after finding out and they went 
through the procedure and what would happen. It was quite accurate actually, thinking 
back. 
 
Researcher - And it did you go to hospital with your Husband? Were you with him 
throughout? 
 
Participant - Yes. 
 
Researcher - Okay and did they ask you for a lot of information about him or did they 
focus on asking your Husband? 
 
Participant - Well the consultant was sort of talking to both of us. 
 
Researcher - And did they treat information from both of you equally? 
 
Participant - Yes. 
 
Researcher - Okay so for yourself all the people you look after, and we have hinted on this 
with your Husband's surgery, but has there been a change in your care needs in the past 
year or so which has meant you have had to start seeing a new professional? 
 
Participant - No, no. 
 
Researcher - Okay so other than your Husband's surgery, you have met no new members 
of medical staff? 
 
Participant - Well there is a nurse that comes round once a fortnight for my Husband to 
see how he is getting on and they did say that one of the side-effects would be 
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depression. We were told to keep our eye on that, see if he is getting low or if there is 
improvement. 
 
Researcher - Okay so there is an awareness of safeguarding his mental health as well as 
keeping track of his physical health? 
 
Participant - Yes, oh yes. 
 
Researcher - Okay and that nurse, were they well-informed about you before they came? 
 
Participant - Yes, yes. 
 
Researcher - And are there any other services that help you such as transport, podiatrist, 
things like that? 
 
Participant - No, no. 
 
Researcher - And can you tell me a bit about how you feel when people ask you questions 
about your health and how you are living? So do you feel listen to? 
 
Participant - I don't feel I really get that very often. I couldn't say. I mean they ask about my 
Mother-in-Law, the nurse that comes every month really saw my Mother-in-Law 
deteriorating. She got to the point where she could not be left on her own. I volunteered for 
that but I have had no support for, well, a year now. Even now I am not getting paid for it, 
no help. The lady from the Carers Federation, she came in and helped me fill out the 
forms, get some assistance. That was a big help. They explained that the letters are 
coming apparently that will get me some assistance but it is just taking forever. 
 
Researcher - Okay and did the carers assistant ask you a lot of questions about the 
situation at home, and how you are living? 
 
Participant - Yes. 
 
Researcher - Okay and when these various professionals are asking these questions to 
you or your family, do you really feel they are taking on board what you are saying? 
 
Participant - I think they do take it seriously, but you just end up on a waiting list, it's time, 
you're always waiting. Someone needs call you back or you need an appointment, it's just 
waiting. 
 
Researcher - So is it fair to say that you feel the information you give is being used, it just 
gets tied up in the process? 
 
Participant - Yes, I would. 
 
Researcher - Now you yourself don't have a camera but is considering your Husband and 
Mother-in-Law, do the professionals that look after them, doctors and nurses for example, 
know what your abilities and limitations? For example do they know if you can get them 
about, cooking, cleaning? 
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Participant - No, I don't think they actually know. 
 
Researcher - Have they ever asked? 
 
Participant - They haven't asked me, I don't know if they know. The thing is I work with 
special needs kids, I have done first aid, feeding, medication and done the tests to show I 
can do it. I am actually really experienced with care, the doctors just don't know that, only 
myself. 
 
Researcher - Okay and if you were to become unwell, is there any plan in place to ensure 
the people you care for are still looked after? 
 
Participant - Umm, not professional-wise, there is no official plan in place but I'm sure the 
people I know could help. I have family members I could call on. 
 
Researcher - Have you already had that conversation with them? 
 
Participant - Yes. 
 
Researcher - Oh, so it is something that is understood between you. We have already 
gone through whether you think the information you give is effectively used and you 
mentioned how staff do take on board the dietary needs of your family, you feel the letters 
you need are coming but is taking a long time to get through the system. Now what 
awareness to professionals have regarding your confidentiality preferences? So this can 
be between either yourself, your Husband or your Mother-in-Law. Do the doctors know 
who they can disclose information to? 
 
Participant - Well we have been dealing with these doctors for years and years. Probably 
over 25 years. They know who I am, me and my family. 
 
Researcher - Okay so they know they can discuss details with certain family members, not 
just the patient? 
 
Participant - Yes. 
 
Researcher - Okay and just finally is there anything you would like to add? 
 
Participant - Well the only thing I would say it's just I think the doctors really really do a 
good job. My Mother-in-Law gets her medication delivered as well so it does help. She 
does have her monthly nurse come in and check her up. They are doing quite well really, I 
can't put them down. She gets her correct medication, it comes on time. 
 
Researcher - That's good, and when this monthly nurse comes is she checking your 
Mother-in-Law, making sure her condition has not gone up or down? 
 
Participant - Yes, it is like a full MOT on her. 
 
Researcher - Right well thank you very much. 
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Appendix  19 
 
Interview 19 transcript 
 
Context 
 
 
Present at interview were the interviewer, the participant, the participants Husband and 
also some extended family. 
 
The participant and her Husband held mostly similar attitudes to healthcare staff and 
rarely contradicted each other. What is worth noting is that the participant's son, Daughter-
in-Law and two young granddaughters were in the room during the interview. The 
atmosphere was pleasant and the participant forthcoming, however, it must be considered 
that the presence of the family members (especially the young girls), may have limited 
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their answers.  
 
Interview 
 
Researcher - Okay so can you start by telling me which medical and social care services 
currently look after you? 
 
Participant - The medical centre at the top of the streets, that's my GP. There are several 
GPs there though. 
 
Researcher - Okay and do you ever regularly visit any hospital clinics, or other services? 
 
Participant - No. 
 
Researcher - Okay and do you frequently meet the same members of staff when you go in 
or does it tend to be different people each time? 
 
Participant - It all depends on who has got the first appointment because you could be 
waiting three weeks for certain ones. 
 
Researcher - Okay so it is within the same group but- 
 
Participant - Yes, you can have any. 
 
Researcher - And are there any other people involved in supporting you? Friends or 
family? 
 
Participant - No, only my Husband. 
 
Researcher - Would you class him as your carer? 
 
Participant - Oh you mean help me out? No, not really. 
 
Researcher - That's fine, and do you act as a carer for anyone? 
 
Participant - [Laughs] no, not really. 
 
Researcher - Okay so I just want to look at how information is gathered about you, so in 
the past year or so with the doctors you have seen, have they asked any health questions 
or how you are living at home type of questions? 
 
Participant - No, not really. They just discuss the problem I have gone in with. 
 
Researcher - Okay so they stick specifically to the query you have gone in with, with no 
extra questions? 
 
Participant - Yes, just the query. Oh wait, I have had blood tests and things like that. They 
have tested to see other things I have got. 
 
Researcher - Okay so what they have investigated has strictly been what you have gone 
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in for? 
 
Participant - Yes. 
 
Researcher - Okay then, now when you go and speak to the doctors do you find yourself 
volunteering a lot of information? Or do you just generally answer the questions that they 
ask you? 
 
Participant - I just answer what they ask me. I have got an MOT coming up. They do that 
once a year. 
 
Researcher - Would you mind telling me a bit about that? The sort of questions they ask 
you at that? 
 
Participant - Well they check your weight and do your height. If there is a problem there, 
they will discuss that with you. BP, is that it is? I have only had one, next week will be my 
second one. 
 
Researcher - Okay and did someone prompt you, that it might benefit you to go? Or did 
you go of your own accord? 
 
Participant - I think it's comes automatically when you are over 70. It kicks in then. 
 
Researcher - And when you are answering your questions to the GPs and giving them the 
information they need, how is it typically collected? So do they ask you face-to-face? Do 
you fill in forms? 
 
Participant - Face to face, or over the phone. 
 
Researcher - And who collect the information? So is it typically the receptionist, Dr, 
nurses? 
 
Participant - It goes on the computer. 
 
Researcher - And who puts it into the computer? 
 
Participant - The doctor, at the time. 
 
Researcher - And do you have any experience of repeating the same information to 
different people? 
 
Participant - If it is what I have been through already, it is on the computer so they should 
know. 
 
Researcher - Okay so for example if you went to your GP about your back, and went back 
a second time and it was a different GP, do you have to explain everything again or do 
they typically read your notes? 
 
Participant - They read your notes, generally. They probably ask you if they are not sure. 
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Researcher - Okay so they have some awareness of your history- 
 
Participant - Yes, they can follow it right back. 
 
Researcher - And, well you have answered my next question already which was do you 
know how your information is kept. You have mentioned it is on computer. Is that the only 
store you are aware of? 
 
Participant - Yes. 
 
Researcher - Okay and are you aware of how they keep the information up-to-date? So do 
they ever review it with you or expect you to tell them if anything changes? 
 
Participant - Yeah, they just expect you will tell them. 
 
Researcher - And apart from the MOT, there is nothing else that they prompt you for? 
 
Participant - No, no. As I say it is only my second one. It is just age-related before you 
start going. 
 
Researcher - Okay and is now your records at the GPs office, have they ever been shared 
with you? 
 
Participant - No, I have not, well, I have never asked. 
 
Researcher - Well that was the next question. Have you ever asked to see them? 
 
Participant - Well I did ask them for one printout, when I went for x-rays. I needed it for, 
like a chiropractor at the time, that I was seeing. 
 
Researcher - Okay so you needed the information to take to another professional? 
 
Participant - Yes, what it was, they needed to see whether it was a dislocated shoulder or 
whether it was not, it was wear and tear when it came back. I suppose she wanted to 
know what it was before she treated it. 
 
Researcher - Did you have any trouble getting the printout? 
 
Participant - No, it was simple enough. 
 
Researcher - And apart from this one printout, you have never asked to see your medical 
records? 
 
Participant - No. 
 
Researcher - Do you think you would ever like to have access to that information? 
 
Participant - I suppose you would if you thought about it. I don't think about it. It would be 
interesting to see what was on it. 
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Researcher - Okay so in a hypothetical situation, you want to see your records, what 
would be the easiest way for you to get them? 
 
Participant - Well I did ask to see my Mom's a year or so back. I just saw the manager and 
he brought them up on screen and printed them out, but I have not had cause to do that 
for myself. 
 
Researcher - Okay so you were all right with being given a paper copy of them. Would you 
find that preferable to say calling up for them? Or logging on to a computer and getting 
them? Or is it easiest for you to go in and collect them? 
 
Participant - We have not got a computer here so it is just a matter of going in and getting 
the printout. 
 
Researcher - Okay and do you keep any records yourself regarding your health? 
 
Participant - Yes. 
 
Researcher - What sort of records do you keep? 
 
Participant - Not generally all, I just have a little book if it is something I have got to 
remember. I just jot the dates down and what I have gone for and what they have given 
me. Just a little notebook. 
 
Researcher - And have you ever shown anyone that book? 
 
Participant - No, oh wait, I did when they were putting my blood pressure down. At that 
point in time, see it always went up when I was at the doctors, I measured it at home and 
wrote it down as it was fine. 
 
Researcher - Now has anyone ever asked about your care preferences? So this can be 
anything from do you wish to be called by your first name or title and surname, any dietary 
or cultural needs? 
 
Participant - No, it has never come up. 
 
Researcher - Have they ever checked who should be contacted if you were taken ill? 
 
Participant - I suppose it would be my Husband. Can't remember whether it is written 
down anywhere or not. 
 
Researcher - So would it be fair to say they have not checked recently at the very least? 
 
Participant - No. 
 
Researcher - And have any of the doctors ever asked about your wider family or pets for 
example? Whether you have anyone dependent on you? 
 
Participant - No, never asked. 
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Researcher - And we have touched on this question already so can you tell me if anyone 
regularly checks up on your situation at home? So making sure things like cooking, 
shopping, bathing are still okay? 
 
Participant - Yes, I am still fine with that. 
 
Researcher - Does anyone check that? 
 
Participant - No. No doctors or anyone. 
 
Researcher - Okay. Now hypothetical situation, have you made any arrangements for 
anyone to speak on your behalf if you became ill? So this could be power of attorney or 
next of kin. 
 
Participant - We have got power of attorney for two of my sons for as and when. It is not in 
motion at the minute, it is just for as and when. 
 
Researcher - So have you filled out the forms but just not put it into effect? 
 
Participant - Yes. We have said if it is ever needed, you just go to the solicitor and they'll 
set it in motion. 
 
Researcher - And do you know, you have mentioned the solicitor has the information, is it 
recorded anywhere else? 
 
Participant - Just me and my sons. 
 
Researcher - Okay now in an ideal world, who would you want to have that information? 
So who do you think would need it or does everyone who you want to know, already 
know? 
 
Participant - Well I think all that needs to know have got it already. 
 
Researcher - That's fine, now a different healthcare situation now. So have you had to go 
to hospital for an unplanned visit in the past year or so? So accident and emergency for 
example? 
 
Participant - Only one by appointment where I was just being checked out, when I went for 
that head scan after I fainted. My GP said do I mind going to see a neurologist to get 
checked up. I don't faint see, normally. It were a trapped nerve in the end, in my neck. It 
got stuck and stopped the blood going to my head. 
 
Researcher - So when you had fainted and were advised to go see a neurologist, was the 
doctor already well informed about you before you got there? So did they know why you 
were there? 
 
Participant - Yes. 
 
Researcher - So you did not have to explain everything? 
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Participant - No, no. He had done all that. 
 
Researcher - And do you remember what sort of questions they asked you? If any? 
 
Participant - They just asked me how it happened and I mean, there must have been a 
reason. I can't remember. Oh, and he tapped me on my knee to see if my knee shot up 
but that was fine. 
 
Researcher - Okay and did anyone go with you to hospital? 
 
Participant - Yes, my Husband. 
 
Researcher - And did they ask him for any information? 
 
Participant - The doctor did because when I passed out I didn't know what had happened, 
you see. So he went with me to explain. 
 
Researcher - Okay and did they accept the information from your Husband with as much 
validity as they did with you? 
 
Participant - Well they seemed to listen to what he was saying. There was only him what 
could tell them [laughs]. 
 
Researcher - Right so in the past year or so, have your health needs changed to the point 
where you have had to start seeing a new professional? So this could be a social worker, 
care worker, transport services. 
 
Participant - No. 
 
Researcher - Okay and there are no other services that help you? 
 
Participant - That's right. 
 
Researcher - Okay now can you tell me a bit about how you feel when people ask you 
questions about your health and how you live? So do you feel listened to?  
 
Participant - Well I suppose if I tell them, they would listen. They wouldn't get away with it 
[laughs] you know, if I were talking to someone they would listen wouldn't they. 
 
Researcher - So your experience of doctors is that they are rarely dismissive when you 
speak to them? 
 
Participant - That's it. They are fine, really. 
 
Researcher - And they readily believe the information you give them, and act on it? 
 
Participant - Up to now, yes. 
 
Researcher - Now we skip a couple of questions because you don't have a carer. Now the 
information you give to doctors, do you believe it is effectively used? So you have 
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mentioned, especially outside of the recording, but just to confirm that when you go to the 
doctors for your back or your knee problem, it doesn't matter which doctor you see, they 
will read your notes and get themselves up to date. 
 
Participant - Yes, before you go in. They will do it, sit and go down it and then ask, when 
you are in with them as well. 
 
Researcher - So is that your general experience of doctors? Do they seem to make the 
best of the information that is available to them? 
 
Participant - Yes. 
 
Researcher - And what awareness do doctors have regarding your confidentiality 
preferences? So whether you only want them to speak strictly with yourself or you are 
happy with them speaking to your Husband, do they know that? 
 
Participant - Well I go on my own so I'd presume it is just a one to one thing. 
 
Researcher - Okay so they have never checked is it okay for us to speak with anyone 
else? 
 
Participant - No, it has never come up. 
 
Researcher - Okay and finally is there anything you would like to add? 
 
Participant - No, I think that is it. 
 
Researcher - Right well thank you very much. 
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Appendix  20 
 
Interview 20 transcript 
 
Context 
 
Present at interview were the interviewer, the participant, the participants Wife and also 
some extended family. 
 
The participant did seem to make a distinction between different types of care. The 
participant was very positive when it came to the actions of staff involved with surgery, 
scans or x-rays, however much more dismissive or negative in his description of other 
treatments such as tablets or exercises.  
 
Interview 
 
Researcher - Okay so can you start by telling me which medical and social care services 
currently look after you? 
 
Participant - The doctors across the road. 
 
Researcher - Okay so you are at the GP. 
 
Participant - Yes. 
 
Researcher - Okay, and just for the benefit of the recording, you mentioned you had been 
into hospital a few times- 
 
Participant - Yes, new knees, and things. 
 
Researcher - And do you see any of those departments still, regularly? 
 
Participant - I have to go for checks up at the hospital for my knees. I have got to go it 
again in 2014, I have been down two or three times, two or three times. I have a letter 
saying I have to go in in 2014 for a check-up so they do keep an eye on you. 
 
Researcher - Okay and when you go to the doctors or the hospital, do you frequently meet 
the same staff or does it tend to be different people? 
 
Participant - More or less the same, like my Wife says, you can get any doctor, anyone 
you want. You can see another one. 
 
Researcher - And when you have been to the hospital is generally the same or different 
people who have looked after you? 
 
Participant - Or the consultant who done my knees, he left. He left me under another one 
and I have seen him. I have been down and seen him. 
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Researcher - Have you seen him more than once? 
 
Participant - No, I think, I think I have seen him once. The physio that is under him, I have 
been down not long back here and seen them. Have them x-rayed again, checked. I can't 
grumble at that. I'm lucky, see. Mine went alright. 
 
Researcher - Are there any other people involved in supporting you? Or looking after you? 
 
Participant - My Wife, normally. 
 
Researcher - Would you class her as your carer? 
 
Participant - I would class her as a lot of things [laughs]. She's all right. 
 
Researcher - Do you act as a carer for anyone? 
 
Participant - Me? No. 
 
Researcher - That's fine, so if you were in here on your own, say your Wife had gone on 
holiday, you would be fine looking after yourself? You would not need help? 
 
Participant - Oh aye. I'd be all right, duck. 
 
Researcher - Okay so I just want to look at how information is gathered about you, so can 
you tell me who has asked for information about your health and living conditions in the 
past year or so, if any? 
 
Participant - Nobody really. No, nobody. I only go up for these, as she says, MOT's. I was 
checked to see if I needed these hand rail things, when I had my knees put in. 
 
Researcher - Oh right, so when you had your operations, they were not just asking 
medical questions but also practical, checking you could get around your house and things 
like that. 
 
Participant - Oh yes. They asked all of that. They ask if you needed, if I needed any toilet 
things or getting in the bath. They asked me all that but I managed on crutches, then 
walking stick. I did all right, I just managed. 
 
Researcher - Okay so they did check but you did not feel you needed the extra 
assistance? 
 
Participant - Yes, that is right. They did ask, all of that. 
 
Researcher - Okay and you mentioned some other surgery you had, was it a double 
hernia? You had that operated on. Was that a similar situation in terms of the checks they 
made to ensure you would be okay at home? 
 
Participant - In and out, same day job. Did the surgery in one go. 
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Researcher - Okay and did they check you would be able to move around the house 
okay? 
 
Participant - No, they just rang up the week after and asked if I was all right. I just said 
what about these three patches I have got on my stomach. They said oh, you should have 
taken those off on the first day, sorry the first 48 hours. So I piddle them off. They did ask 
me any swelling, any discomfort, but that was when it had only been done on the 
Wednesday, and they called up the following Tuesday. They discharged me. They said 
any problems go to your GP or call this number, or come back up to the hospital. It was all 
fine. It all went alright. 
 
Researcher - Okay so you mentioned you had to volunteer a bit of information about these 
patches on your stomach. 
 
Participant - Well I just told them what about when I take these patches off, because it was 
keyhole surgery you see. They said you can take them off after 48 hours. They didn't tell 
me when I came out but it didn't matter. It didn't bother me. 
 
Researcher - That's fine. Did you have to volunteer a lot of information like that or was that 
a one off? 
 
Participant - No they just asked me if I was all right and I would tell them I was all right. I 
asked them what I could do and how long before I could go out. I asked the consultant. I 
asked the anaesthetist, you know, the knockout woman, checked with all of them what I 
could do. 
 
Researcher - So when you, whenever the doctors or GPs have needed information off 
you, for example checking you can get around the house okay, how is the information 
collected? So are you asked face to face? Do you fill in forms? 
 
Participant - Well they just, when I was down the hospital they just ask you face-to-face. 
Of course you fill out all these forms when you go for an operation, what do they call 
them? Pre-med? Yes you get a pre-med and they check your heart, that CCG, ECG 
whatever they call it. They just check all things like that before you have it done. 
Questioned me if I was all right, what tablets I took, what tablets not to take the day 
before. You know, the blood pressure tablets. They said all of that, same with my knees. 
They told me what tablets not to take. See they make your blood thinner so you bleed 
easier. I had to leave that one off. They told me everything and I did what they said. 
 
Researcher - Okay so the people that have been asking you the questions and giving you 
the forms to fill in and done the tests, were they all doctors? Did you ever speak to any 
admin staff or receptionists? Or was it strictly medical staff? 
 
Participant - Just to nurses and doctors I imagine. I suppose they are dealing with it, the 
admin people, but I did not see them. 
 
Researcher - Okay and through the process, so you have spoken to different departments, 
anaesthetist, consultants, doctors, have you found yourself having to repeat the same 
information to the different professionals or have they tended to have the information 
already? 
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Participant - No just when I went down, I would sort of tell them what was wrong. Well I 
went to the doctors and they say I might have the double hernia. Went on to talk to the 
consultant, he said it was a double hernia. He said that I would come in, they would do it 
all the same day, day surgery. Which I was, no problem. 
 
Researcher - And when you went into the surgery, did they already know who you are and 
have your information or did you have to tell them everything? 
 
Participant - They seemed to know I was coming [laughs]. 
 
Researcher - Right so your information, your records with the hospital and GPs, do you 
know how that information is kept? 
 
Participant - I have no idea. Well they must have it on computers, I should imagine. 
 
Researcher - Okay but you don't have much awareness of it? 
 
Participant - No. They must have it all down because they keep tabs on my knees. 
Because like I say a letter came for 2014 now. It seems they last about 10 years, these 
knees. 
 
Researcher - So they monitor your knees on an ongoing basis? 
 
Participant - Yes, I had one done in 2007, one in 2008. They have kept in touch. 
 
Researcher - You have kind of already answered my next question of are you aware of 
how this information is kept up-to-date. So at least with your knees, especially, they are 
actively keeping track of your health. So with say, your GP, do they ever do that? Check 
your details or up-to-date or do they just expect you to let them know if anything changes? 
 
Participant - Well they send, when it is your birthday, once a year for your MOT. 
 
Researcher - Okay so your records, with the hospital all the GP, have they ever been 
shared with you? 
 
Participant - No, not that I know of. No. 
 
Researcher - Have you ever asked to see your records? 
 
Participant - No I have never asked, I have never had need to. 
 
Researcher - Do you think you would ever like to have access to that information? 
 
Participant - Not if I was all right. If I was not alright I would perhaps want to know what 
was going on, querying it then. I haven't done too badly myself. 
 
Researcher - Okay so say hypothetically you are in a position where you want to see your 
records, what would be the easiest way for you to access it? 
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Participant - Doctors. 
 
Researcher - So you would prefer to go in and see it? 
 
Participant - I would just go in and ask them for a copy. It is only across the road. 
 
Researcher - Okay so if they provided you with a printed out copy, you would be happy 
with that? 
 
Participant - Yes. I'm hoping I don't need them, really. 
 
Researcher - Okay so with your health do you keep any records yourself at home? 
 
Participant - Not really. 
 
Researcher - Okay so we skip the next question. 
 
Participant - Well I do keep these letters that they send. That is what I keep. Keeps me 
organised with dates and such. 
 
Researcher - That's fine. Now has anyone ever checked your care preferences with you? 
Now this can be as simple as how you like to be addressed to any cultural or dietary 
needs you want observed. 
 
Participant - No. 
 
Researcher - Okay and have they ever asked who should be contacted if you were to 
become unwell? 
 
Participant - No, not yet. No. Nobody has checked that, no, no. 
 
Researcher - And has anyone ever asked about your wider family or pets for example? 
Anyone dependent on you? 
 
Participant - No. 
 
Researcher - Okay and we have hinted on this already as to whether anyone regularly 
checked is up on your situation at home so you have these checks regarding your knees 
and also these checks annually for your health and the physical side of things. Now does 
anyone check on the more social side of things, that you are getting the shopping in, able 
to keep the house in order? 
 
Participant - No. 
 
Researcher - So you only get asked medical questions? 
 
Participant - Yep. Well they only ask me, mind, I think I have told you that when I had my 
knees done, I told them I would be all right. They did ask if I was on my own and if I would 
be all right. I told them I'd be fine but they did ask me. 
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Researcher - That's fine and has anyone checked since then that you are still okay? 
 
Participant - Only when they keep sending for me, so 2014 next, I guess [laughs]. 
 
Researcher - Okay so have you made any arrangements for anyone to speak on your 
behalf if you became ill? So for example power of attorney. 
 
Participant - We have got that. We have got power of attorney. For myself and my two 
sons. 
 
Researcher - Okay and is that recorded anywhere? 
 
Participant - The solicitors I should imagine. We have a letter and they have a letter. 
 
Researcher - Okay so am I right in thinking that it is just the solicitor, yourself, your Wife, 
and your sons who know? 
 
Participant - Yes. 
 
Researcher - Okay so in an ideal world, who would you want to know that information? So 
that if you were ill your sons could enact power of attorney. Are you happy with everyone 
that knows, or do you think anyone else should know? 
 
Participant - Well I am happy with these, who know. 
 
Researcher - Okay so different healthcare scenario now, have you had to go into hospital 
for an unplanned visit in the past year or so? For example into accident and emergency. 
 
Participant - No, I have not been in, in the last year. Not to accident and emergency. Not in 
the last year. 
 
Researcher - Okay so you have not gone in as an emergency recently, you have 
mentioned you have had surgery in the past year so are you okay if I ask you some 
questions about that? 
 
Participant - I have had that. That is fine. 
 
Researcher - Okay so this was for the double hernia. Was it you will GP that referred you? 
 
Participant - Yes. 
 
Researcher - Okay. So when you went to the hospital did they already know some 
information about it or did you start from the beginning with them? 
 
Participant - Well what you see, what they had to do, you had to make your own 
appointment. You get a letter for an appointment. You get that back and then I just went 
down to hospital then. The GP had referred me, but you have to make your own 
appointment. They gave you a choice. I got a choice between a few hospitals as well. 
 
Researcher - And do you remember what sort of questions they asked you when you got 
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there? 
 
Participant - No, they did not ask me much at all. I had to just be examined, saw Dr, he 
told me what I had got, said what we are going to do. Mentioned this keyhole surgery. 
Then a nurse came, asked me questions about my health, took me in for a CEG or 
whatever it is, ECG. Of course you had to fill a form in with all questions on and that's 
where that. It were all in the same day. 
 
Researcher - Okay so in that instance the questions were all pretty much medical. 
 
Participant - Yes, just all done on the same day when I went down. I just waited and they 
sent for me and that was it. Job done. 
 
Researcher - So in the past year or so, have you had any change to your care needs 
which has meant you have started seeing a new professional regularly? So this could be a 
new social worker, care worker. 
 
Participant - No . 
 
Researcher - That's fine. And there are no other services that help you, so say pharmacist, 
transport?  
 
Participant - No, no one. 
 
Researcher - Now can you tell me a bit about how you feel when people ask you 
questions about your health and how you live, so do you feel listened to? 
 
Participant - Well nobody comes and asks at the moment. 
 
Researcher - Okay but typically whenever you have spoken to doctors, do you feel they 
take on board what you are saying? 
 
Participant - Well they did about this hernia operation job, they listen to me there. 
 
Researcher - Okay so do you believe the information you give to doctors is effectively 
used? 
 
Participant - While they do after a bit, don't they? You can go to the doctor and say what is 
up. They will put you on a few pills. That is the bit that really gets me at times. When you 
go in to the doctors for something, they will give you a tablet, and instead of sending me 
for an x-ray at the beginning, at the beginning of the job. Like when I had my knee done, I 
went stand to see, I were ages. I were seen for so many different things, up at so many 
places. Hip and knee treatment places, six weeks of exercising. Then I had to go back up 
there. I had to tell them I could not do the exercises now, my knees are too bad. When I 
got to hospital the consultant said these doctors should not mess you about because at 
the end of the day it makes a big job. They were messing about, all this keyhole job, 
scraping outs, and all it does at the end of the day is make a bigger job. When I finally had 
my surgery, I had no trouble after that. They mess about before cleaning them out, 
pumping this gel in and it doesn't do any good. I just kept on with the painkillers. 
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Researcher - So would it be fair to say then that you don't feel the doctors took on board 
just how severe your issue was? 
 
Participant - No, not at the beginning. 
 
Researcher - But eventually they did? 
 
Participant - Oh aye. They took action because you can be going there and being on this 
tablets, that tablets, you know. Instead of sending you for an x-ray to see how bad you 
are, they just keep giving you tablets. I did go that long, before I had them done, I could 
hardly walk. It got really bad. My legs got bowed. Could hardly walk towards the end, 
couldn't go dancing. 
 
Researcher - And did you ever tell doctors that you didn't think the treatments you were on 
were adequate? 
 
Participant - I kept telling them. I kept saying I need to have these done and eventually 
they did send me. After all this delay and rigmarole. It were weeks in pain. It's like with my 
hernia. I went in with them thinking it was appendicitis. They just said oh, you have just got 
a bit of a stomach strain. See this pain I had in my stomach it went down the side of my 
groin so this lad I know, he has got this St John's medical book. So I had a look at these 
groin strains what footballers get. Well I didn't find that, I read about abdominal pains and 
this pain that goes down the right-hand side of your groin and it said it could be 
appendicitis. So I went straight back to the doctors and I said you know that thing you are 
telling me about, that stomach strain, it could be appendicitis. The doctor said oh no, that 
is too high. Fill this out and go and get these, and he gave me a piece of paper to go and 
get an x-ray. Bloke took one look and said double hernia. That is the bit what gets me 
sometimes with these doctors. Instead of admitting they don't know what they are doing, I 
had to mess about for a fortnight thinking it was just a stomach strain and it was this 
hernia. It was getting worse. 
 
Researcher - Okay so it would be fair to say that is an example of doctors not accepting 
what you were saying- 
 
Participant - Well they shouldn't have dismissed it. It was there and they didn't do 
anything. I was in so much pain, and I was frightened of these strangulated things. I did 
manage to get it done. 
 
Researcher - Thank you for that. Now regarding your confidentiality preferences, have the 
doctors ever checked with you who you are okay with them speaking to on your behalf? 
 
Participant - No, nobody has asked me that. 
 
Researcher - Do they only ever deal with yourself? 
 
Participant - Yes. 
 
Researcher - Okay and just finally is there anything you would like to add? 
 
Participant - Not really, I mean I have said what I said, like. If you go to doctors, and they 
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don't know, they just give you a load of tablets and painkillers. Why don't they send you to 
somebody who does know in the beginning? And that is my gripe against all the doctors. 
The ones that just come back with a different tablet every time. It is like my knees. Instead 
of just sending me to get them done, they just fobbed me off with tablet after tablet. I could 
be a doctor with how they perform, I could have a book there. See what sort of pain you 
have got, and give you the tablet for it. I will tell you another thing, all these BP tablets, 
they are cheap. They will have you on one in the beginning, it happened to me, and 
change it to the cheaper one. I even asked the pharmacist when they changed the name 
on my tablet, why am I being changed. The pharmacist just said it wasn't on the 
prescription any more. I said to her, it's a cheaper one isn't it? She said yes. It's the same 
with cholesterol, there is a dear tablet and a cheap tablet. I don't like it when they fob you 
off with a cheap tablet. 
 
Researcher - Have you ever raised that as a concern? With a doctor? Or have you only 
discussed it with the pharmacist? 
 
Participant - I told them at the chemist it is just cheap things. They know, I know they 
know. They have so many tablets coming out, different companies making them. Different 
brand every time, but what can you do. 
 
Researcher - But it is something that concerns you? The different types of tablets you 
keep getting? 
 
Participant - Well it is just cheap. You don't know what is in them. It is all to do with money 
this is, you know. It's like my Wife. They put her on a BP tablets and she were fainting and 
all sorts. Her hand swelled up and everything so different tablet, then another. Eventually 
they checked her blood pressure, well we did at home and it was perfectly normal so she 
were on the tablet and didn't need it. Her blood pressure was just always higher in the 
doctor's office. And she's convinced all these problems with her nerves have started since 
she had those tablets.  
 
It is all money. It is like folks go and they are struggling. They finally get a scan and it is 
too late. They have got money for everything else. They are going to build a railway for I 
don't know how many millions but they cannot get the National Health just right. Why can't 
they just send people, if they are ill, just for a scan straight away and find out. Instead they 
just mess you about on a tablet then when you get the scan it is too late. If they just did 
that in the first place and found out, I mean if I were a doctor and I did not know what was 
wrong, I would want to know before I started treating anyone like they used to do. I tell 
these doctors if he went to a garage with his car, different ball game. They have to put it 
on a computer now before they can find out what is wrong with these engines. There is no 
guesswork, they put it on the computer but now they are that complicated. It is the same 
with your body, unless they check its proper, they don't know. 
 
Researcher - So you do have concern with patients being fobbed off with lesser treatment, 
you are not confident in doctors assessing urgency of treatment? 
 
Participant - Not at all. Not until it is too late. I don't even to have the flu jab. I admit I have 
a cough now but I won't even have that. They must be cheap. They must be, otherwise 
they would not be doling them out like that. You have got an immune system, I bet your 
immune system wonders what is going off with all these tablets you are taking, potions 



246 
 

and whatnot. If they were that expensive, they would not be doing them out like they do 
and if I get flu I will cure it. I am not going looking for it, I tell them that. They can find 
money for all the railways and that but the main thing people need don't matter. They will 
pass you about until it is too late. It's like my friend X the other day. She had trouble going 
to the toilet. She had this tablet, that tablet. Well it was her funeral yesterday. She had a 
blockage, cancer. If they had done their job properly in the first place she would still be 
here. They just don't send you soon enough and it is all to do with money. I could be a 
doctor like this, just have my catalogue with the tablets. Well that is my piece on the 
matter. 
 
Researcher . Right well thank you very much. 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


