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1. EXECUTIVE SUMMARY   

 

Princess Alice Hospice is committed to providing a contemporary and responsive service to 

patients with specialist palliative care needs and their families/ loved ones. The organisation 

recognises the importance of seeking the views of those who use its service in order to ensure 

needs are identified and met in the most appropriate and timely way. VOICES is a nationally 

validated tool used by a number of hospices to obtain the views of bereaved carers about the 

care of their loved one. These results are based on the opinions of bereaved carers of patients 

who had been cared for by Princess Alice Hospice; the questionnaires are sent out on a rolling 

basis, 5 months following the patient’s death. 

 

Key Findings - all percentages relate to those who responded to the question asked. Figures in 

blue relate to last years’ results and help to draw a comparison:  

 

1.1. Response rate and demographic 

 

• There was a total of 1225 (822) VOICES packs mailed from November 2018 to 

September 2019 to bereaved carers, 5 months post bereavement of PAH patients.  

• A total of 201/ 16% (205/25%) surveys were returned. 

• 66% (66%) of respondents were female with a mode age range of 60-69 (60-69) yrs. 

• 55% (51%) of deceased patients were female with a mode age range equally distributed 

between 70-79 and 80-89 years old when they died. 

• 56% (55%) of respondents were a spouse/partner of the deceased whilst 30% (32%) 

were a son or a daughter  

• 99% (95%) of respondents (who answered this question) identified as being ‘White’ 

(British/Irish/Other). This question was answered by 69% of respondents.  

• 100% (95%) of the deceased were identified as ‘White’ (British/Irish/Other). This question 

was answered by 87% of respondents. 

 

1.2. Services accessed   

 

• 47% (45%) of patients had stayed on the IPU at some time before their death. 

• 68% (74%) of patients had received care from the Princess Alice Hospice at Home team. 

• 55% (61%) of inpatients stayed on the IPU for 1-14 days. 

• 12% (11%) of patients had accessed the Day Services. 
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• 61% (44%) of respondents had spoken to someone from PAH about their feelings since 

their loved one had died. 

 

1.3. Place of death 

 

• 77% (71%) of respondents stated that their loved one had expressed a preference for 

where they would like to die. 

• 72% (75%) of those who had a preference, achieved their preferred place of death (PPD). 

• 9% (12%) of all respondents felt their loved one didn’t have enough choice about where 

they died. 

• 18% (19%) of patients wanted to die in the hospice but died elsewhere. 

• 85% (88%) of respondents felt overall that their loved one died in the right place. 

• 80% of respondents, whose loved one did not die at their PPD, felt that they had died in 

the right place.  

• Narratives suggest that a number of patients (and carers) would have had a better 

experience if they had been referred to the hospice earlier.  

 

1.4. Meeting needs  

 

• Most respondents (79%/ 93%) strongly agree that there was enough help available to 

meet the patient’s personal care needs on the IPU.  

• Similarly to last year, very few respondents felt they needed any support in terms of 

financial concerns or other practical problems.  

• In terms of pain relief whilst on the IPU, more than 76% (75%) stated that pain was 

completely relieved either always (48%/57%) or some of the time (28%/18%). 

• For the community, 63% (60%) of the respondents felt that pain was relieved completely 

either always (34%/ 36%) or some of the time (29%/ 26%). 

• On the IPU, 58% (74%) found it very easy to understand the doctors and nurses in 

relation to the patient’s condition, treatment or tests whilst 74% (82%) felt they were kept 

informed about the patient’s condition at all times.  

• 85% (78%) of respondents felt that the Hospice at Home team visited as often as needed. 

• An increased 93% (62%) of those who needed help with personal care at home, felt their 

needs were met completely (70%) or to some extent (23%).  

• For those patients cared for at home, staff moves and organisational changes appear to 

have had a negative impact on peoples’ experience of the service. 
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• A few comments suggest that families might be unclear about our remit and crossover 

with other services.  

• 84% (79%) of respondents rated the care from the Hospice at Home team either 

exceptional or excellent.  

• Day Services remains highly rated by the 12% (11%) of respondents who experienced the 

services  

• Similar to the previous years, there is a consistency in suggestions for further facilities to 

accommodate overnight stay and “out of hours” food and beverages. 

• The majority of respondents were included in all stages of the Bereavement Journey. The 

information was rated as helpful by 75%/ 50% of the responders who received stage One 

and 82%/53% of those who received stage Two, including some very positive comments.  

• Narratives suggest that despite overall satisfaction with communication and involvement 

whilst on the IPU, carers often don’t feel prepared for what is going to happen as the 

patient deteriorates.  

• 68%/59% of all respondents said they would have known how to raise a complaint, 

although the majority of comments suggest that even if they didn’t, they would have 

known how to find out. A negative answer to this question was often related to no intention 

of making a complaint.  

• With regards to how our services are funded, 36% responded “part NHS- part charity” 

whilst 61% answered “charity” only.  

• 93% (82%) of all responders would be extremely likely to recommend PAH to friends and 

family if they needed similar care or support 

 

1.5.  Areas for future focus 

 

• Further improvement of communication, especially in terms of expectation management 

and our crossover with other services. 

• Further focus in conversations preparing the carers for what might happen as the patient 

deteriorates, for patients cared for at home and on the Inpatient Unit as well as patients 

being discharged from the Inpatient Unit.  

• Exploration of options to improve “out of hours” accommodation and meals/drinks for 

carers, whilst on the Inpatient Unit 

• Enhanced clarity in relation to bereavement follow up, to ensure that the carer is happy to 

receive telephone calls and literature and knows how to opt-out from future 

communication, if needed.    
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• Consideration of programmes to enable younger service users to benefit from 

bereavement support.  

• Exploration of tactics to promote more timely referrals to the Hospice, for patients (and 

carers) who can benefit from our services at an earlier stage.    

• Adaptation of the survey questionnaire to reflect the transition from Day Services to the 

Wellbeing Centre and potentially include a section on the ‘social’ aspect of our services.  

 

  

2. INTRODUCTION  

 

This report presents the findings of the Princess Alice Hospice (PAH) – VOICES survey.  

VOICES (Views of Informal Carers – Evaluation of Services) is a nationally validated service 

evaluation and quality assurance tool, used by a number of hospices throughout the UK. It seeks 

to obtain the views of bereaved carers about the quality of care provided by a hospice to patients 

and families before the patient’s death, and to themselves in bereavement. 

 

The questionnaire contains sets of questions relating to the following domains: 

• Demographics 

• In-patient Unit (IPU) 

• Hospice@Home 

• Day Services  

• End of life care 

• Bereavement care 

 

This is the fourth time that Princess Alice Hospice has conducted the VOICES survey. The 

results will be reviewed by the Senior Management Team and Clinical Strategy Committee and 

considered as part of the formal quality and governance structure for the future.   

 

The questionnaire was developed jointly between the Southampton University School of Health 

Sciences and St Christopher’s Hospice London. It is based on the National Bereavement Survey 

– Voices - conducted by the Office for National Statistics and was commissioned by the 

Department of Health to follow up on a commitment made in the End of Life Care Strategy 

(2008). 

 

2.1. Method 
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The VOICES questionnaire was sent to the bereaved carers of patients who had been cared for 

by Princess Alice Hospice, five months post bereavement. The results of this survey reflect on 

the time span from 1st November 2018 to 31 September 2019 inclusive. In total, 1225 VOICES 

questionnaires were sent out, included in stage 6 of our bereavement journey, Invitation to the 

Bereavement Relatives Evening.  

The recently revised VOICES questionnaire includes a section explaining the purpose of the 

survey, and a free-post envelope. The reason for the free-post envelope was to increase the 

response rate. The questionnaire was anonymous, and the wording was adopted according to 

the gender of the deceased. Respondents had the opportunity to provide their contact details on 

the back of the questionnaire if they wished to do so. 

 

2.2. Guidance on interpreting results 

The questionnaire directs respondents to questions relevant to their situation and therefore some 

questions have more responses than others. For instance, fewer people experienced care on the 

IPU and the number of responses to IPU related questions is lower than to questions on themes 

such as support provided to carers at the end of life, which are relevant to all respondents. 

Questions with fewer responses are less robust and consequently have wider confidence 

intervals, reducing the likelihood of significant differences. As well as question response 

differences, VOICES is also subject to response bias and it is important to remember that the 

survey reflects the views of respondents only and nothing is known about the experiences of 

people who do not respond. Some percentages are rounded and may not always sum to 100. 

 

 

3. SAMPLE 

 

3.1. Response rate 

 

Of the 1225 (822) questionnaires sent out, a total of 201 (205) were returned (16%/25%). 

Although the actual total number of VOICES returned was close to the previous year, the 

response rate was significantly lower. This is related to the higher number of VOICES sent out as 

part of the revised process, aiming to capture the bereaved relatives’ views in a more timely 

manner. 

 

There were varying levels of completion, with some questions unanswered and of these, some 

were more commonly unanswered than others. Percentages are determined by the number of 

respondents who answered each question. 
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3.2. Demographics 

 

The majority of respondents identified themselves as “female” (66%), “white” (99%), between 60-

69 (70-79) years old and their relationship to the patient was either spouse/ civil partner (56%) or 

son/ daughter (30%).  The patients were identified in their majority as female (although with a 

small difference, 55%/45%), white (100%) and equally distributed between 70-79 and 80-89 (80-

89) years old.  
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4. CARE ON THE IN-PATIENT UNIT (IPU) 

 

The percentages presented in this report relate to those who responded to the question asked, 

not to the total number of questionnaires returned.  Some free text comments are included. 

Approximately 47% (45%) of the respondents stated that the patient had stayed on the IPU at 

some time before their death. Of these patients, more than 58% (60%) had stayed for a period 

between 24 hours and two weeks. 20% of patients had stayed between 2 and 4 weeks.   
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The respondents were asked to score the following questions using a 5-point Likert scale. The 

ratings ranged from ‘Strongly agree’, ‘Agree’, ‘Neither agree nor disagree’, ‘Disagree’ to ‘Strongly 

disagree’. 

 

4.1. Help and support available 

 

Respondents were asked to consider the amount of personal and nursing care available and the 

adequacy of the surrounding environment and the bed area in providing privacy. Consistent with 

the previous years, the responses remain overall positive with all ratings. The respondents were 

asked whether they felt the patient received enough help with personal care such as washing, 

personal hygiene and toileting needs, as well as nursing care such as giving medicine and 

helping them find a comfortable position in bed. 98-99% of respondents either “agreed” or 

“strongly agreed” that there was enough help available to meet the above needs, whilst on the 

IPU.  
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58%

20%
13%

8%

61%

19%
10%

Up to 24 hours 24 hours to 2
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2-4 weeks Longer than 4
weeks

Length of IPU stay

2019 2018

0% 20% 40% 60% 80% 100%

Strongly Agree
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Neither agree nor disagree

There was enough help with personal care such 
as washing, personal hygiene and toileting needs

2019 2018
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Respondents were asked to consider whether enough support was provided for the patient. A 5-

point Likert scale was used with ratings from ‘Yes definitely’, ‘Yes to some extent’, ‘No, not when 

s/he needed it’, ‘S/he did not need this type of help’ to ‘Don’t know’. The results suggest that 

more people (50%) needed support in all areas compared to those asked in the survey a year 

ago (47%). 
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More than 76% (90%) of respondents felt that their loved one had emotional support needs and 

those needs where met either definitely or to some extent for 100% (74%) of the respondents.  

 

Just under half of all respondents felt that the patient had religious and spiritual support needs 

(42%) whilst staying on the IPU, close to the previous years’ results. 

 

My husband was very grateful to receive holy communion frequently 

during his 10 days in the Hospice. 

 

More than 86% (83%) of all respondents felt that the patient needed relief of symptoms other 

than pain and these needs were definitely met for 60% (74%) of all respondents.  

 

Massage and treatments/alternative therapists were amazing. 

 

67% of all respondents felt the patient had no need for help with financial concerns or practical 

problems, compared to 61% the previous year and 78% two years ago.  

 

With regard to support for family concerns (such as talking to children, caring for someone else in 

the family or managing difficult relationships), 35% (38%) of respondents felt support was not 

needed, a further decrease in those with no need compared to the two previous years. Of those 

who felt support was required, 95% agreed that these support needs were met, whereas 5% of 

respondents weren’t aware.  

 

The nurses made time to get to know my husband, his taste in music, 

our children, and even the dog! Amazing and very personal care. 

 

Respondents were asked to consider whether they felt the patient received enough help and 

support in terms of pain relief. The response to this question demonstrated an increase towards 

carers feeling that pain was relieved partially or part of the time. Nevertheless, majority of 

respondents felt that the pain was relieved completely all of the time.  
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Close to last year, 74% (80%) of respondents believed that the patient’s pain was relieved 

‘completely all of the time’ or ‘completely some of the time’ No respondents indicated that the 

patient’s pain was not relieved at all. It’s worth mentioning that 54% of respondents chose to skip 

this question completely and the above represents 46% of all respondents.   

 

4.2. Communication and Involvement 

 

Communication between staff and patients remains good and very close to the previous year. 

Results suggest that nearly all respondents felt they were ‘always’/’usually’ kept informed whilst 

the patient was staying on the IPU. 
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A few respondents felt there was room for improvement; comments suggest that relatives would 

like to be more aware and prepared. 

 

Before my husband returned home it would have been useful to have 

a conversation with a nurse about what happens over the last hours 

before death and who to contact when death happens. I did not 

recognise how close to the end my husband was and I felt I'd lost 

the choice of how to spend the final hours and hasn't forewarned my 

children. I'd intended to have a conversation with the Hospice at 

Home team but death was sooner than expected and I did not get 

the opportunity.      

* * * * * * * * 

When he came to be admitted, we didn't realise he was as ill as he 

was or appreciate his level of deterioration. The medical team 

obviously knew the signs, but we didn't. 

  * * * * * * * * 

I was not told death was so near. 

 

 Language used by doctors and nurses was rated by 92% (94%) of the respondents are either 

“very easy” or “fairly easy” to understand.  

 

Respondents were also asked whether they were involved in decisions about the patient’s 

treatment and care as much as they had wanted. Similarly, to last year’s results, 90% (94%) 

agreed that they were.  

 

As in previous years, most people believed that their loved ones were always treated with dignity 

and respect by both the doctors and the nurses.  
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Respondents were asked for their overall opinion in relation to the care their loved one received 

from the doctors and nurses. Consistent with the previous year’s results, their experience was 

rated as either exceptional or excellent, by more than 90% of the respondents.  

 

 

 

Family members were treated with the utmost care and kindness at 

all times. My husband was so very impressed with his care. 

 

Similar to previous years, there were a few comments in relation to overnight accommodation 

and “out of hours” food and drinks’ facilities. 

91%
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Doctors Nurses

55%

33%

10%
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28%
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Overall, do you feel that the care he/she got from the 
doctors and nurses in the hospice on that admission 

was:

Doctors Nurses
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A bed was offered to sleep on to stay with mum overnight; only for it 

not to be organised and then told there wasn't any.  It was then 

suggested I sleep in a family room with my mum's partner - really!   

* * * * * * * * 

I wanted to stay 24/7 at the hospice so as not to miss the death 

but no specific bedrooms for family members, only folding beds for use 

in patient’s room, or a room with a chair bed if lucky enough and no 

one had got it first.  No food in evening for family staying 24/7, only 

breakfast and lunch. 

 

 

4.3. Emotional support  

 

Emotional support provided by the hospice team to the respondents themselves was felt to be 

good with the majority of respondents feeling that they ‘definitely’ received enough support. 

 

All the hospice staff exceeded both my mother's and my expectations. 

 

3% 2%

18%

77%

8%
2%

14%

74%

I did not need this
type of help

No, not when I
needed it

Yes, to some extent Yes, definitely

Whilst in the Hospice, did you receive enough 
emotional support from the hospice team?

2019 2018
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Although the standard of care provided was overwhelmingly positive, it is important to take note 

of negative comments and suggestions for improvement, however few, and reflect on how similar 

experiences might be avoided in the future. 

 

 

5. CARE FROM HOSPICE AT HOME 

 

Of the total 201 responses we received, 134 stated that their loved one received care from the 

Princess Alice Hospice at Home team (67%). The following information will refer to the data 

obtained from those who received care. The total number of respondents varies slightly as not all 

respondents answered all questions.  

 

5.1. Responsiveness & Realistic Expectations  

 

An increased 85% (78%) of respondents felt that the team visited as often as was needed and 

92% stated that their expectations were set at a realistic level from the beginning.   

 

 

 

The Hospice at Home team includes the Enhanced Support Service; a multidisciplinary team 

overseeing a virtual ward of patients with particularly complex or urgent needs, and there is a 

practical care element to this team. A night sitting service and night response team as well as a 

rapid response service also sit under the umbrella of the Hospice at Home team. 

 

2% 4%
9%

85%

5%
0%

16%

78%

Don't know No Only sometimes Yes, always

Did the team
visit as often as they were needed?

2019 2018
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We were grateful for the nurses that helped us with night cover. 

They were so very kind. 

* * * * * * * * 

Excellent service. Mum’s CNS was brilliant. The helpline was so useful 

and always helped even when I felt so helpless. 

* * * * * * * * 

The support of the team over the 6 months from referral was 

invaluable. Our nurse even came to see us after my husband was 

admitted to the hospice. 

 

Despite the high percentage of respondents who felt that their expectations were set at a realistic 

level from the beginning, narratives suggest that on occasion families might be unclear about our 

remit and ability to speed up processes and influence other services/ providers. There is also a 

trend of respondents commenting on limited resources and staff levels.  

 

The provision of pain relief prescriptions was not always done in a 

timely fashion.  Family left to drive many miles to collect prescriptions. 

* * * * * * * * 

It was a great disappointment that when he needed personal care 

(washing, moving etc) that the Home team could not provide this. It 

was outsourced to an agency the staff of which were not of a 

standard we liked. We would have been prepared to pay for the 

hospice staff who were exceptional. 

* * * * * * * * 

Equipment took too long to materialise (months, not weeks or days, 

despite level of need). I appreciate staffing is a major problem but 
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there seems to be a need for better rationalisation of services 

provided by PAH. 

* * * * * * * * 

Only concern was lack of OT help - we needed raised toilet seat and 

frame but it never arrived due to lack of staff - which was my 

understanding at the time. 

 

5.2. Support  

 

The respondents were asked to focus on the kinds of support that were available to the patient in 

the community setting, similarly to the question asked of those cared for at the Hospice IPU and 

the same 5 point Likert scale was used. 

 

The results were almost identical to last year’s, with personal care needs requiring slightly less 

support but emotional needs requiring and receiving enough support for 99% of respondents.  

 

The care that my husband received was everything that we as a 

family could have hoped for and more.  It was thoughtful and 

dignified and everyone who came was always a lovely person/s and 

comforting. 
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There wasn’t a significant change in relation to pain relief for those patients cared for by the 

Hospice at Home team compared to the previous year.  
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The team certainly knew how to activate local GPs when more 

medication was needed. 

* * * * * * * * 

It was impossible for them to relieve her pain, due to her illnesses 

and her high pain threshold.  The team tried everything and did their 

best. 

 

 

5.3. Communication and involvement 

 

In the main, respondents felt explanations were provided by the Hospice at Home and in a 

language that was easy to understand and they were involved in decisions regarding the patient’s 

care and treatment as much as they wanted to be. The results are very similar to those of the 

previous year.  
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PAH home team were a fantastic support to us both. It's hard to 

imagine how we'd have coped without them. Kind, compassionate, 

caring, effective. 

* * * * * * * * 

CNS was exceptional in everything she did for my brother and our 

family; her team were always quick to respond and advise and without 

them I doubt that my brother’s death would have been as well 

managed as it was, we are forever in her debt. 

 

Staff moves and organisational changes appear to have had an impact on peoples’ experience of 

the service, in terms of consistency and communication as well as comfort and familiarity and 

with their Hospice carers. 
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As soon as we had met one person they either moved, left, or there 

was a reorganisation.  We never really felt we or mum were fully 

supported as we constantly had to go through mum's condition with 

new people. 

* * * * * * * * 

There is obviously a lack of staff within the team, requiring regular 

restructuring and I really believe that if this service is going to be 

offered it does need to be consistent as far as possible. 

 

A number of respondents felt that the service they received was excellent but wasn’t offered early 

enough and their loved one would have benefited from longer involvement with the Hospice.    

 

In hindsight I wish my mum had earlier and more frequent 

intervention from the team. When a home care nurse finally visited it 

was the Wednesday before my mum died. The nurse was excellent but 

we needed her earlier. 

* * * * * * * * 

My mother lived in a care home and the doctor referred her to the 

hospice nurses just 4 days before she died. I'm not sure anyone 

visited, but I know advice and assistance was given by phone. 

* * * * * * * * 

PAH were only involved in her care for 10 days - the third visit from 

the home team came after she had died. She was treated with care, 

respect and dignity at all times -- thank you. 

* * * * * * * * 
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We will always be very grateful for the team. The CNS was excellent 

and took care of everything for us - we only regret that we did not 

find you sooner. 

 

The importance of communication is woven throughout the survey. Emotional support has joined 

pain management and practical care as one of the cornerstones of the care provided by the H@H 

team. A number of respondents commented that without support from the H@H team, their 

experience would have been very different.  

 

It's hard to imagine how we'd have coped without them. Kind, 

compassionate, caring, effective. 

* * * * * * * * 

Without the wonderful aid in all ways, I wouldn't have been able to 

cope at all. 

* * * * * * * * 

Without them, I don't think I would have got through the last few 

months of mum's life as the worry was making me ill.  I cannot praise 

them enough. 

 

The Hospice at Home team continue to provide a high level of support with 84% (80%) of 

respondents rating the care as either excellent or exceptional.   

 

 

45%
39%

12%

2% 2%

49%

31%

16%

4% 0%

Exceptional Excellent Good Fair Poor

Overall care from H@H
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Thank you to everyone at the PAH, who gave me instant support 

when I asked for it. I will always remember the home service.  

 

6. DAY SERVICES 

 

12% (11%) of respondents said their loved one attended the Day Services at some point whilst 

under the care of Princess Alice Hospice. Different to the previous years, majority of patients 

attended the Day Hospice between 2 and 5 times whilst 20% less attended between 6 and 10. 

There was an increased percentage of patients (25%) who attended the Day Hospice only once. 

 

 

 

 

           

The carers were asked to evaluate whether they found the service beneficial and whether the 

programme met the needs of their loved one. Similar to the previous years, the responses were 

overwhelmingly positive.  

 

Mental stimulation especially.  The visits enabled him to get out of 

his flat, socialise and talk to expert staff about his problems and 

concerns.  This service was very valuable to him and greatly 

appreciated. 

 

38%

8%

29%
25%

21%

29%

36%

14%

Between 2 and 5 Between 6 and 10 More than 10 Only once

How many times did he/she attend 
the Day Hospice?

2019 2018



25 
 

 

 

It is worth mentioning that the answers reflect on a period before the transition of the Day 

Services to the Wellbeing Centre. Nevertheless, highly rated services such as complementary 

therapies and breathlessness and exercise groups are included in the new Wellbeing 

programme.  

 

He only attended for 3 weeks to the breathing clinic and the 

therapists were marvellous.  The drivers who collected us were 

excellent as well.  The therapists were kind and friendly and gave him 

good advice. 

* * * * * * * * 

Attended the Friday morning exercise classes and said afterwards 

that she felt better, not only for the exercise but also for the 

companionship and attention. 

* * * * * * * * 

Both my husband and I received sessions of reflexology - this helped 

my husband enormously as he was not willing to receive any speaking 

therapy. 

 

Despite the overall response rate, it should be noted that the actual number of responses (24) 

was twice the number of responses we received the previous year (12). There were no negative/ 

constructive comments and no one rated the service as “non beneficial”.  

7% 7%

86%

0%
9%

91%

No Not sure Yes

Was it beneficial? 

2018 2019
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7. CIRCUMSTANCES SURROUNDING DEATH 

 

This section presents the views of the respondents regarding the circumstances of the patient’s 

death and any expressed wishes. The questions were asked to all respondents, irrelevant of care 

setting. 

Not too far from the previous year, 43% (40%) of respondents stated that the patient’s wish was 

to die at home. The figures appear to be stable overall, with 9% increase in the number of people 

who would like to die in a Hospice. 

 

 

  

Close to last year’s figures, 72% (75%) of respondents stated the patient died at their preferred 

place of death. 85% of those patients who achieved their preferred place of death, died either at 

home (54%) or in a Hospice (40%). 
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2018 2019

72%

28%

Where did he/she die?

At his/her preferred place of death Somewhere else



27 
 

Respondents commented on how the Hospice team enabled their loved one to die at home.  

 

My mother was able to stay and eventually die in her own home due 

to PAH arranging for a hospital and hoist and various other pieces of 

equipment to make caring for her easier - also filling in forms to 

enable us to get funding. 

* * * * * * * * 

My father died in his own home in familiar surroundings, all his family 

were able to visit him days before his passing and the help I received 

at the moment of his death from the CNS (on the phone) was 

priceless; she offered me the calmest and most amazing help when I 

needed it most and I am forever grateful for this.  She explained 

everything to me and he died in exactly the way she said it would 

happen and it made the whole experience so much easier for me and it 

was not a horrible experience. 

 

Narratives suggest that unpredictable circumstances, rapid deterioration and often a belated 

decision for transfer are amongst the most common reasons impeding patients from dying at their 

preferred or most appropriate place of death.    

 

Dad's condition deteriorated quickly and despite doing all they could to 

arrange to move him, he passed quickly at home. 

* * * * * * * * 

Because her deterioration was rapid at the end, it would have been 

unwelcomed disturbance to move her. 

* * * * * * * * 
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In the last hours, my husband was too ill to be cared for at home 

despite efforts of district matron, nurses and local GP. I made the 

decision to call the hospice. 

* * * * * * * * 

She was on her way to the hospice from the Hospital but she did not 

make the journey and passed away on route. 

When asked whether respondents believed their loved one died in the right place, the response 

was positive from over 86% (88%) of respondents, very close to previous year’s results.  

 

 

 

For the relatives who answered “no” or “not sure”, 71% of patients hadn’t died at their preferred 

place of death. Similarly, for those who answered “yes”, 78% had died at their preferred placed of 

death.  
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Not Sure
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in the right place?

2019 2018
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A static 7% (6%) believe that their loved one did not die in the right place; they describe their 

experience below: 

 

As my wife's health deteriorated I think she would have benefited 

from having medical staff on site to call on. Watching her in pain and 

distress at home for hours during the night was very difficult. 

* * * * * * * * 

Had I known he would die on the day he was admitted, I would have 

kept him at home. 

 

 

8. BEREAVEMENT CARE 

 

8.1. Support in the IPU 

 

(86%) 87% of the respondents whose loved ones died on the Hospice IPU, felt that they were 

given enough help and support by the staff at the actual time of death. 

 

78%

20%

For those who answered “yes”, the patient 
had died...

At her preferred place of death Somewhere else
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My sister and I were supported and prepared by the nursing staff, 

and will always be grateful for the this and the way my mum and the 

family were supported and treated. 

 

Of the 3 relatives who didn’t feel supported, 2 left the following comments: 

 

No social work team on duty but the nurse was a real credit to your 

hospice. 

* * * * * * * * 

I got a call and arrived just as my relative died, despite being 

assured the week before that should he deteriorate I would be 

warned.  That did not happen. No nurse or doctor indicated during his 

final day that it would be so. 

8.2. Follow up  

 

Respondents were asked whether they had talked to anyone from Princess Alice Hospice about 

their feelings since their loved one had died.  
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It is worth noting an increase in the number of those who stated that they talked to someone as 

soon as they wanted to, as well as in those stating that they didn’t because they didn’t wish to.   

 

A difficult balance between 'pestering' and contacting at the right 

time - I think you have probably got it about right, especially with 

addition of locally run/jointly run bereavement cafes in our local church 

hall. 

 

Counselling appears to be very highly rated, although demand is often higher than what we are 

able to offer. 

 

I might have benefitted from one to one bereavement counselling 

following my pre-bereavement counselling which was very helpful.   

* * * * * * * * 

It would have been helpful to talk to a bereavement counsellor 

sooner, even if initially on the phone. 

 

For a few respondents, the follow up came too soon or felt overwhelming: 

 

Sometimes there is too much information, too soon. 

* * * * * * * * 

Just as I think I am getting on with things, the envelope with the 

logo comes through the door and I get upset again. 

 

Nevetheless, the majority of the respondents who received bereavement follow up, found the 

service helpful and felt reassured just by knowing that it was there.  

 

Very supportive. Lots of follow up care, above and beyond what was 

expected. 

* * * * * * * * 
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I could not ask for more help than has been offered these past 

months. I shall be forever grateful for the help, advice and above all 

the wonderful support from you all. 

* * * * * * * * 

Knowing you will be there if I need you is an immense comfort to me. 

       

8.3. Bereavement Journey  

 

Princess Alice Hospice provides bereavement support in a number of ways, including our 

Bereavement Journey, introduced in December 2016. This section looks at the different kinds of 

support available, the level of helpfulness and the impact of the new Bereavement Journey.  

 

Once a patient is identified as potentially “near the end of life”, a pre-bereavement pack titled 

“Essential information to help you at this time” is provided for the patient’s representative or next 

of kin. This is normally given by hand, either on the IPU or in the Community. A post 

bereavement pack titled “Some useful information to help you in the time ahead” is either given 

immediately after death by hand – for example, during the after-death visit as previously 

mentioned, or it is sent by post. 

 

We asked the respondents what information they received and how helpful they found it; the 

feedback was rather positive: 



33 
 

 

 

An increased 75% (50%) rated Stage 1 information as either partially (20%/11%) or very 

(55%/39%) helpful. A static 1% didn’t find the information helpful whilst 21% (17%) said they 

didn’t remember.  
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Very close to the previous year’s results, majority of respondents rated Stage 2 of the 

Bereavement Journey as either very helpful (46%/44%) or partially helpful (18%24%). Again, a 

static 1% didn’t find the information helpful whilst the rest of the respondents either didn’t know or 

couldn’t remember.  

 

 

 

For Stage 4 of the bereavement journey ‘Making memories live on’, a much higher 84% (35%) 

found the information either very (51%/23%) or partially (33%/ 12%) helpful.   
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This year, we also asked them to rate the phone call received at Stage 5 of the Journey, 

approximately 3-4 months, following the death of their loved one. 88% of respondents said it was 

helpful.  

The vast majority of the respondents left positive comments in relation to the information they 

received as part of the bereavement journey.  

 

I find reading about death and bereavement helpful. Therefore, book 

recommendations useful. Can be difficult to take in information with 

so much going on, so repetition helps. 

* * * * * * * * 

I attended the event for those who lost their loved ones about 6 

months ago. It was very good and helpful. I can't think of any other 

ways to improve your support for the bereaved. 

 

Unlike last year, there was no indication of carers slipping through the net of bereavement follow 

up; there were also no negative comments in relation to fundraising material included in the 

bereavement journey packs. There were a couple of interesting comments/ suggestions in 

relation to the bereavement groups: 

 

I tried a group session but it was too big and overwhelming. 

* * * * * * * * 

I am 55 and I suspect that most of the people coming to your 

events are older. It would be good if there was a group for working 

parents of teenagers. 

 

9. OVERALL EXPERIENCE 

 

Reassuringly and increased compared to all previous years, 93% of respondents stated that they 

would be extremely likely to recommend Princess Alice Hospice to friends and family, if they ever 

needed similar care and support whilst a combined 96% would be either likely or extremely likely.  
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When we arrived from St George's and I walked through the doors, 

my shoulders dropped, the smiles warmed me and I felt we have 

some 'home'. 

* * * * * * * * 

The holistic approach was great. I appreciated being able to have 

'sleepover' times to make the most of my husband's last days. The 

beautiful gardens gave me solace and excellent food, the coffee 

counter volunteers, the flower arrangements in my husband's room 

and all the other expressions of care sustained me. 

 

9.1. Making a complaint  

Feedback mechanisms are important both in terms of user satisfaction and service development. 

This was highlighted by the question “If required, do you know how to make a complaint about 

our services?” 
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The Hospice informs service users and the public about the complaints process in the information 

leaflets about its services and on the Hospice website.  It’s worth mentioning that a negative 

response to this answer often reflects no intention to make a complaint whereas respondents 

who didn’t know, stated that if needed, they would be able to figure it out. 

 

 

10. FINAL THOUGHTS AND RECOMMENDATIONS 

 

Not unlike the previous years, this report highlights a number of themes for consideration when 

looking at formal quality and governance structures as well as service development. 

 

PPD results remain favourable; narratives suggest that input from the H@H team enabled a 

number of patients to stay and die at home, as per their wish. A number of comments highlight 

the challenges faced by carers when dealing with persistent symptoms at home as well as the 

potential benefit of an earlier referral to the Hospice.  Enhanced communication, improved 

expectation management and collaboration between care providers would improve patient and 

carer experience.  

 

Feeling prepared for what might follow as the patient deteriorates, was a new theme which 

emerged from this survey. A few comments highlighted the importance of ensuring that the carer 

is aware of the patient’s condition and the fact that death could potentially be imminent. Other 

narratives suggest that relatives who had the opportunity to have these conversations, even over 

a telephone call, felt more prepared and reassured.  

59%

72%
68%

2017 2018 2019

If required, do you know how to make a 
complaint about our services?

Yes
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Another new theme in this report was continuity and how frequent organisational changes and 

staff moves might affect the patient and carer experience. As these changes are often inevitable, 

it might be beneficial for patients and carers to be aware of the likelihood for their lead clinician to 

change and familiar with our (larger caseload) buddy working system. Service users need to feel 

reassured that all essential information is handed over to their new carer and that we have the 

means and processes in place to ensure continuity, consistency and effective communication.  It 

is worth highlighting a staggering 30% increase, compared to the previous year (93%/62%), in 

those who needed help with personal care at home and felt their needs were met.  

 

In our previous report, a number of respondents felt let down that their loved one could not be 

admitted to the IPU. Our revised IPU model meant that at the time of the survey we were able to 

care for more patients with general palliative care needs. The results in this survey indicate that 

the percentage of those who died in their PPD remains positive and an increased percentage of 

patients died in the Hospice, whilst none of them died in A&E.  Unfortunately, one patient died in 

transit from the Hospital to the Hospice.  

 

Towards the end of 2016, the Hospice introduced a new Bereavement Journey Process, 

consisting of a series of stages and information packs, aimed at the patient’s representative or 

next of kin. The vast majority of the respondents who were included in that process, returned 

positive feedback, further improved from the last report, and rated the provided literature and 

overall follow up as helpful, beneficial and comforting. A small percentage of respondents felt that 

the follow up was either too soon or too often; it is important to streamline process and 

communication to ensure relatives know when they are going to be contacted and have the 

option to be excluded from future communication, if they find it unnecessary or distressing.  

 

Day Services, together with the activities/ therapies offered, remain a hugely positive experience 

for the small number who attended. The new wellbeing model is gradually increasing the number 

of attendees and therefore hopefully responses related to the service. 

 

With regards to how our services are funded, 36% of respondents thought that we are “part NHS- 

part charity” whilst 61% answered that we are “charity” only. To make this question clearer and 

more meaningful in the future, we will consider adjusting it in line with our YouGov survey and 

replace with either (or both) of the following questions: 

• Do you think that Princess Alice Hospice is part of the NHS, a private organisation that 

charges for the care it provides, or a charity that provides free care? 
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• Princess Alice Hospice receives part of its funds from the NHS.  What proportion of its 

income do you think comes from the NHS? 

 

The positive results from this VOICES report help to afford assurance of the quality of the 

services offered, despite the challenges of the last 12 months, and improvement can be seen 

across a number of areas explored in the survey. The combination of qualitative and quantitative 

approaches used gives data meaning. 

However, as stated at the beginning of this report, nothing is known about the experiences of 

people who did not respond to this survey. 

 

It is also essential not to become complacent and so the data provided will assist in informing 

future planning and service improvement for the organisation. Benchmarking against other 

hospices will become easier over time, as other organisations undertake this process in a similar 

way, meaning that comparisons can be drawn in an accurate and robust manner. 

 

There is something so very unique about what PAH offers, which no doubt is 

found in other hospices... at such a difficult time the care of your loved one is 

all that matters. PAH gave the support and love that was appropriate to 

our situation, for which we will be ever grateful for. 

 

 

Konstantina Chatziargyriou 

Quality Improvement Manager  
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