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3. Diagnoses (according to patients' medical records) 

TB 3 
AIDS 14 
Unknown 2 
TB and AIDS 2 
Pneumonia and AIDS 1 

Section B. Patient's Experience of Care 

A Likert Scale with five graded options was used for the rating of patient satisfaction. 

These varied from 1 (very unhappy) to 5 (very happy). 

1. Patient's Experience of Nursing Care (Q1 of the Interview Schedule) 

All patients felt happy or very happy with the care they received (see Fig. 1). Ten 

patients described themselves as happy and 12 as very happy with the nursing care. 

Fig 1 Satisfaction with nursing care 

10 

12 

• Happy OV.Happy I 
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myself I hate these napkins and sometimes they take too long to come and change 

them and the smell is not nice. " 

2. Patient's Experience of Care of Physical Problems/Symptom Control (Q2 of 

Interview Schedule) 

The responses to this question indicated that all patients were either happy or very 

happy (see Fig. 2). Ten patients described themselves as happy and 12 patients as 

very happy. 

Fig 2 Satisfaction with care of physical problems/symptom control 

10 

12 

• Happy DV.Happy I 

2.1 Positive Experiences 

Adequate control of pain was the symptom described most frequently by patients, 

although other symptoms like management of diarrhoea and vomiting, pruritis and 

mouth ulcers were also mentioned. 

2.1.1 Prompt attention to reported pain. 

Eight patients related experiences in which they had been in pain, requested help, and 

were helped immediately. This help usually related to prompt dispensing of 
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Fig 3 Satisfaction with emotional/spiritual support 

2 1 

_ Unsure 0 Neither Happy _V. Happy I 

The following themes were identified from the experiences described by patients: 

3.1 Positive Experiences 

All patients who described a positive experience used terms relating to comfort and 

support. 

3.1.1 Comfort/support 

Eight patients described experiences of comfort or support, usually in conversation 

with caregivers. One patient said, "I worry a lot about my illness, so always I talk 

with the caregivers, who are always ready to listen and offer support." Another said, 

"Talking to caregivers is very comforting-they make youfeel you are not alone in 

your troubles." One patient mentioned that he usually spoke to other patients if he 

needed support. 

3.2 Negative Experiences 

3.2.1 Busyness of the caregivers 

41 
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Only one patient explicitly described a negative experience, related to perceived 

busyness of the caregivers. "The caregivers are too busy and I do not want to disturb 

them. Most of the time we sit with them and watch TV and discuss TV stories." Eight 

patients volunteered that they preferred not to talk to someone else about personal 

issues and concerns. A typical response was: "I feel that I do not fee/like talking 

about my problems. It's not yet time. Mostly we talk about social issues, not personal 

problems. " 

4. Satisfaction with Explanation about SicknesslInformation Given by Staff (Q4 of 

Interview Schedule) 

Most patients expressed themselves as happy with the explanation they had received 

from caregivers concerning their illness. Five patients however, described themselves 

as unhappy (see Fig 4). 

Fig 4 Satisfaction with explanation about sicknesslinformation given 

1 

• Unhappy 0 Neither Happy I 

This question differed from the others as, rather than being asked to relate an 

experience, patients were specifically asked if they knew what was wrong with them. 
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The responses were as follows: 

TB 
AIDS 
ill V 
illY/AIDS 
Problems with the brain affecting my legs 
Chest problems and bedsores 
No idea 

7 patients 
4 patients 
4 patients 
1 patient 
1 patient 
1 patient 
4 patients 

These answers contrast with the diagnoses noted on patients' files. Compared to the 

17 patients who, according to diagnosis had an AIDS related illness, only 9 patients 

reported an AIDS-related diagnosis (see Patient Profile). 

Diagnosis according to patient 

1 

1 

1 

I_ Patients' Perceived Diagnosis .TB DAIDS HIV .HIV/AIDS . Brain problem . Chest problemlbedsores c;JNo idea 1 

Diagnoses (according to patients' medical records) 

1 3 

14 

la TB _AIDS 0 Unknown TB+AIDS. Pneumonia+AIDS 1 
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1. Attitudes towards Lay Caregivers (Q6 of Interview Schedule) 

Patients were asked how they felt about the lay caregivers. 8 patients rated 

themselves as happy in their attitude towards the lay caregivers and 14 patients as 

very happy. 

Fig 6 Attitude towards caregivers 

• Happy DV.Happy I 

1.1 Positive Attributes 

Positive attributes described related to perceptions of a caring attitude of the 

caregivers; helpfulness, patience and gentleness were all mentioned. 

1.1.1 Helpfulness 

Six patients mentioned helpfulness as a positive attribute of lay caregivers, for 

example, "They are nice people-always there to help us. " 

1.1.2 Patience 

Eleven patients noted that caregivers are patient or have time for them. An example of 

this was in Interview no. 3: "They are patient and understanding. They are so 
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different from the staff of the hospitals I have been to. They have all the time in the 

world to help us. " 

1.1.3 Love/GentlenesslW armth 

These attributes were mentioned by 9 patients. One patient commented "They are 

very good people. They treat us with love and respect. They have even helped me to 

accept my illness because of the way they treat us. " One patient was clearly touched 

by the welcome she received. "The first time I came to the hospice, my family and I 

were warmly welcomed. I will always remember the love and patience shown. " 

1.2 Negative Attributes 

There were no negative experiences or attitudes recorded. 

2. Attitude towards the Visiting Doctor (Q7 of Interview Schedule) 

Satisfaction with the visiting doctor was generally high, although 5 patients felt they 

couldn't comment because they had not met the doctor yet. Seven patients rated their 

experiences as good and 9 patients as very good (see Fig. 7). 

Fig 7 Attitude towards doctor 

1 

• Unsure 0 Neither Happy _V.Happy I 
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2.1.5 Assistance with problems at home 

One patient noted, "You can tell him about problems at home and he will help. " 

2.2 Negative Attribute 

A negative attribute mentioned by several patients was that the visiting doctor seemed 

to lack time. Patients expressed feelings of disappointment and frustration. 

Six patients related negative attitudes, all related either to not yet having seen the 

doctor (patients who had been in the hospice for less than three days) or to having 

seen the doctor only once. For example, "I have not seen the doctor since being here. 

Maybe it's because I've not been here long. " Another patient said, "The only thing is 

we don't see him often. He only comes sometimes. " All five of these patients 

accounted for the relatively high number of "neither happy nor unhappy" responses 

recorded using the Likert Scale. 

3. Attitude towards Visiting Religious WorkerslMinisters (Q8 of Interview Schedule) 

A large number of patients (16) felt they could not comment on their attitude towards 

the religious workers because they had never met them. Those who had met them 

were all happy (6 patients). 

Fig 8 Attitude towards visiting religious workers/ministers 

• Unsure 0 Happy I 
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Fig 9 Attitude towards social worker 

2 

• Unsure [] Unhappy Neither. Happy I 

4.1 Positive Attributes 

The patients who felt they could comment described two closely related areas: 

helpfulness and patiencelkindness. 

4.1.1 Helpfulness 

Four patients mentioned different ways in which they had experienced the social 

worker's helpfulness in administrative issues. "She was just fine in helping with my 

pension grant forms. " 

4.1.2 Patiencelkindness 

Three patients mentioned that they had experienced her as patient or kind. "She was 

so approachable. She was the one who came to collect me at home to bring me to the 

hospice. " 

4.2 Negative Attributes 

Two patients mentioned negative attributes, both related to the perception of the 

social worker nor having enough time to spend with them. Frustration and 
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disappointment seemed to be expressed by the following statement, "/ wanted to talk 

to her about some personal problems; it seemed as if she was in a hurry and did not 

have time to talk. She said she would get back to me, but she never did. " 

5. Attitude towards Auxiliary Staff (QI0 in Interview Schedule) 

Patients' attitudes towards auxiliary staff (the two cook / cleaners and the gardener) 

were positive overall. Four were very happy; 14 were happy; one was neither happy 

nor unhappy; and 3 did not know (because they had not yet met the auxiliary staff). 

Fig 10 Attitude towards domestic staff 

3 

14 

• Unsure 0 Neither Happy _V.Happy I 

5.1 Positive Attributes 

Valued attributes were helpfulness, kindness (one cook in particular was mentioned 

by several patients) and efficiency. 

5.1.1 Helpfulness 

Ten patients gave examples of ways in which the auxiliary staff had been helpful. For 

example, "The gardener is always willing to help-we send him to buy stuff at the 

shop and he won't complain. " 
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