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Executive Summary 
 
The purpose of this report is to provide the results of the Leeds Palliative Care 
Network (LPCN) bereaved carer’s survey which was undertaken for adult deaths that 
occurred from October 2018 to December 2018. 
 
The bereaved carer’s survey aimed to understand people’s experience of the quality 
of care their relative/friend received in the last days or hours of life across different 
health care settings in Leeds; hospices, hospital, care homes and their own homes. 
 
Over the three months the survey was made available, 204 relatives (in a range of 
settings) took the time to fill in the questionnaires. We thank all the people who took 
the time to share their experience during such a difficult time in their lives.  
  
Respondents provided feedback on the place/environment where their relative or 
friend had died and how satisfied they were with the care around symptom 
management, religious/cultural support, privacy, dignity and personal care. Each care 
setting had additional specific questions relating to their services.   
 
Results were analysed by Healthwatch Leeds and St Gemma’s Academic Unit for 
Palliative Care.  
 
Overall there were high levels of satisfaction of the care provided across all care 
settings especially in relation to management of pain and other symptoms and 
privacy and dignity.  
 
Areas where improvements were highlighted were shared within each organisation. 
An action plan has been developed by each care setting, outlining the plans for 
service improvements.  
 
The response rate as compared to the number of deaths per organisation were as 
follows; St Gemma’s Hospice (70%), Wheatfields (32%), Leeds Teaching Hospitals 
Trust (11%) and Leeds Community Healthcare Trust (7%).  
 
The feedback from families used in conjunction with quality data for individual 
organisations, helps provide the assurance that we are delivering good care to dying 
patients and their families and in some instances are delivering outstanding care.  
 
The survey provides valuable feedback for all services and will continue to run 
annually city wide. We plan to repeat the survey in January 2020 for a period of 3 
months.  
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1. Introduction 
 
A city wide survey of bereaved relatives was undertaken in 2018-19. The aim of the 
survey was to measure the quality of the care we are delivering to patients who die 
within Leeds.  
 

2. Background 
 
Since 2015, the Leeds Palliative Care Network has been running an annual survey of 
bereaved relative’s experiences of care in the last days of life. 

In 2018 the survey was developed by stakeholders from Leeds Palliative Care 
Network with the involvement of Healthwatch Leeds and St Gemma’s Academic Unit 
for Palliative Care (AUPC) to measure the care delivered to patients and their 
families in the following care settings: Leeds Teaching Hospital Trust (LTHT), St 
Gemma’s Hospice, Sue Ryder Wheatfields Hospice, and at home or in residential 
care homes known to Leeds Community Healthcare NHS Trust (LCHT).   

3. Method  
 

The 2018 survey underwent a redesign, making it shorter, user-friendly and with 
more focused questions, taken from the themes that were highlighted by the Salter, 
Wood, and Sue Ryder Care 2013 report. This report looked at what was important to 
people at the end of life and highlighted the following areas:  

 Being free from pain and discomfort (management of symptoms)  
 Being surrounded by loved ones (needs of the families) 
 Having privacy and dignity (environment/staff) 
 Being in familiar surroundings and being in a calm and peaceful atmosphere 

(where the person died). 
 

Each organisation developed their own processes for providing the survey to the 
bereaved relatives for adult deaths between 1st October 2018 and 31st December 
2018. 
 
The completed surveys were submitted via post or online to Healthwatch Leeds by 
31st Jan 2019 for LTHT, St Gemma’s and Wheatfields hospices and by 28th 
February for LCHT.  
 
Results were analysed by Healthwatch Leeds and St Gemma’s AUPC.  
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4. Feedback and Findings 
 

A total of 686 surveys were distributed from which 204 responses were received 
which provided a 30% City wide response rate based on the number of surveys given 
out. During the 3 month period (Q3) there were a total of 1337 deaths for all the care 
settings. Table 1 describes total number of responses.  
 
Table 1 -Total number of responses by care setting 
Care Setting Number of 

surveys 
given out 

Response 
rate as % of 
number 
returned 
surveys  

Total 
number of 
deaths Q3 

Response 
rate as % of 
total deaths 
Q3  

LTHT  345 26% (91) 817 11% 

LCHT /Residential Care 
Home  

180 14% (25) 364 7% 

Wheatfields Hospice 57 32% (18) 57 32% 

St Gemma’s Hospice 99 70% (69) 99 70% 

 
It should be noted that although these results are very valuable, they cannot be taken 
to be wholly representative of all care delivered in each setting. LTHT is large acute 
hospital that accounted for 61% of deaths during the 3 month period. Caution should 
be taken when comparing results from the other care settings. These results need to 
form part of the portfolio of information each care setting holds in order to make a 
judgement about the standard of our care of the dying.  
 
Respondents provided feedback on place/environment where their relative or friend 
had died and how satisfied they were with the care around symptom management, 
religious/cultural support, privacy, dignity and personal care. Each care setting had 
additional specific questions relating to their services.   
 
 
4.1 Demographics  
 
The equality monitoring section of the survey was optional for the respondent to 
complete. The respondent completed the demographic on behalf of the person who 
had died.  
 
Over half were female, three quarters were over 70 years old when they died, and 
the majority were white British (96%) and Christian (66%). However, a quarter had no 
religion. Table 2 describes the characteristics of the person who had died by care 
setting.   
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Table 2 - Demographics  
 Hospices 

(n=87) 
LTHT 
(n=91) 

LCHT 
(n=25) 

Gender Female 42 50 10 

Male 42 40 14 

Did not say 3 1 1 

Age group 30-39 3 1  

40-49 4 3  

50-59 2 5 1 

60-69 15 13 2 

70-79 32 17 8 

80-89 22 28 7 

90+  9 23 6 

Did not say 3 1 1 

Religion Christian 57 58 15 

No religion 18 26 6 

Jewish 3 1 1 

Hindu   2 

Buddhist 1   

Sikh 1   

Did not say 7 6 1 

Ethnic Group White British 81 85 22 

White Irish 2 1  

Asian/Asian British Indian 1  1 

White German   1 

Black/Black British Caribbean  1  

Dual nationality 
British/Australian 

 1  

Polish  1  

Did not say 3 2 1 
 

4.2 Thematic analysis of free text comments  
 

A thematic analysis approach was undertaken by the St Gemma’s Academic Unit for 
Palliative Care (AUPC). This approach summarised the qualitative data and 
extracted overall themes from the responses. The majority of the responses were 
short and concise, leaving only limited scope for further in-depth interpretation.  
 
Appendix 1 includes the full report of the thematic analysis.   
 
Within the free text responses to this survey, respondents expressed certain needs 
and wishes. The extent to which these needs were met influenced how positively the 
carers reported their experiences and underpinned the responses throughout the 
survey. These overarching themes provide a useful summary of the overall content 
and feel of the survey responses.  
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Overarching themes (as needs) from all responses: 
 

The needs carers expressed… 
…as a family member or friend: 
• Need to be kept informed (timely, regular, clear communication from staff) 
• Need to be cared for (acknowledged, provided for, sympathised with) 
 
…on behalf of the patient: 
• Need to be treated appropriately (in suitable environment, not over-treated, at 
the right time, basic care needs met) 
• Need to be valued as a person regardless of condition (dignity, empathy, 
respect, individual needs understood and met) 
 
…in relation to their expectations of staff: 
• Need to have a compassionate, flexible and empathetic attitude towards 
patient and family/friends 
• Need to demonstrate consistency between professionals, departments and 
between shifts (especially overnight and weekends) 
• Need to help the family to help the patient (clear information, direction for what 
family can do, an acknowledgment of their presence and empathy to their 
experience) 
 
…in relation to their expectations of the environment 
• Need for a peaceful environment 
• Need for privacy when required  

 
The free text responses from the specific questions were then addressed in turn. 
Themes were identified for each location and differences highlighted between 
hospice, hospital and community data (See Appendix 1).       
 
4.3 The right place   
Respondents were asked about the place/environment where their relative/friend had 
died:   

 100% (69) felt that St Gemma’s was the right place 

 94% (17) felt that Wheatfields was the right place 

 92% (23) felt that home/residential care home (LCHT) was the right place 

 84% (76) felt that hospital (LTHT) was the right place 
 

A total of 6 respondents (LTHT=5 Wheatfields= 1) answered ‘don’t know’ to this 
question and 12 respondents (LTHT=10, LCHT=2) did not feel that their 
relative/friend had died in the right place. Where respondents felt that hospital was 
not the right place this was because they felt that their relative or friend would have 
preferred to have died at home or in the hospice. However, it was acknowledged by 
some that the person remained in hospital for their final days as they were too poorly 
to transfer or there had been a sudden deterioration that prevented the person from 
moving at the time. There was one case where there was no hospice bed available 
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however the respondent was very satisfied with the care the person received in 
hospital.  
 
4.4 Symptom management  
Satisfaction for the management of pain and other symptoms was rated highly in 
most care settings.   
 
4.4a Pain relief 

 LTHT - 86% very satisfied or satisfied 

 LCHT - 91% very satisfied or satisfied  

 Wheatfields - 94% very satisfied or satisfied 

 St Gemma’s - 100% very satisfied or satisfied 
 

4.4b. Relief of other symptoms 

 LTHT - 88% very satisfied or satisfied 

 LCHT - 83% very satisfied or satisfied  

 Wheatfields - 94% very satisfied or satisfied 

 St Gemma’s - 100% very satisfied or satisfied 
 
4.5 Religious or cultural support  
There were many respondents that felt this question was not applicable (N/A). After 
N/A answers were removed satisfaction was rated as:  

 LTHT - 78% very satisfied or satisfied 

 LCHT - 100% very satisfied or satisfied  

 Wheatfields - 87% very satisfied or satisfied 

 St Gemma’s - 100% very satisfied or satisfied 
 

As described in Table 2 the majority of the deceased were from white-British ethnicity 
and Christian faith. This may have contributed to the reason why it was felt to be N/A 
for many of the respondents regarding cultural support.     
 
4.6 Privacy and dignity  
Satisfaction was rated highly in most organisations for their relative/friend being 
cared for with privacy and dignity:   

 LTHT - 91% very satisfied or satisfied 

 LCHT - 92% very satisfied or satisfied  

 Wheatfields - 94% very satisfied or satisfied 

 St Gemma’s - 100% very satisfied or satisfied 
 

4.7 Personal care  
Satisfaction was rated highly in most organisations for their relative/friends personal 
care needs  

 LTHT - 84% very satisfied or satisfied 

 LCHT - 95% very satisfied or satisfied  

 Wheatfields - 94% very satisfied or satisfied 

 St Gemma’s - 100% very satisfied or satisfied 
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Figure 1 describes the satisfaction ratings for the five aspects of care: relief of pain, 
relief of other symptoms, religious, cultural & spiritual support, privacy & dignity and 
personal care.  
 
Figure 1 - Satisfaction ratings for the five aspects of care  
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4.6 Information provided (organisation specific questions) 
 
LTHT survey asked respondents about information provided on facilities which found 
that:  

 90% were offered a drink 

 76% were informed about nearest toilet for their use 

 65% were informed about open visiting  

 63% were told where they could obtain food and drink 

 59% (where applicable) were provided with the free car parking permit 

 39% were informed where the prayer room was 

 33% were told about washing facilities  

 31% were informed about overnight accommodation 
 
With regards to information provided by the hospices:  
Wheatfields  

 100% felt that the staff were professional, made time for them and they could 
ask questions/ raise concerns 

 100% were given information about how to register a death 

 89% (N/A=11%) were given information on how to contact a funeral director 

 100% were given information about accessing support 
 
St Gemma’s  

 100% felt that the staff were professional, made time for them and they could 
ask questions/ raise concerns 

 94% (N/A=4%) were given information about how to register a death 

 84% (N/A=12%) were given information on how to contact a funeral director 

 98% were given information about accessing support 
 
With regards to information provided by LCHT: 

 92% were informed about Neighbourhood Teams and out of hours support 

 87% felt informed about the plan of care  

 70% were offered information about how to contact a funeral director and 
register a death 

 78% of carers received information about support available for them. 
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5 Early Learning & Actions 
 

A small number of comments on completed surveys highlighted dissatisfaction with 
care. These were shared promptly by Healthwatch Leeds with the appropriate 
organisation. Each organisation responded immediately, and where respondents had 
asked to be contacted, this was done by a member of staff within that setting.   
LTHT results have shown that improvements are required with providing practical 
support to families and friends. This is an objective which has been highlighted in 
LTHT Nursing, Midwifery and Allied Health Professionals ‘Caring the Leeds Way - 
Our Professional Commitment 2018-20’. The objective states to ‘Support all adult 
CSUs to introduce the offer of comfort care packs to every family staying overnight 
with dying relatives / friends and increase the numbers of relatives being offered 
practical support on wards (provision of tea and coffee, car parking permits, open 
visiting, use of toilet / washing facilities, overnight facilities)’. 
 
Overall both hospices received outstanding feedback from families however there 
were some individual points made by families relating to reception areas and staff, as 
well as providing single rooms and food.  
 
The survey findings suggests LCHT Neighbourhood Teams provide high quality care 
in the last days of life; in particular supporting people to die in the place of their 
choice and providing information about the plan of care and effective symptom 
management. The national survey of bereaved people (VOICES): 2014 (ONS, 2015) 
suggest pain management at home can be poor compared to other settings and this 
survey suggests quality improvements in this area are having an impact, for example, 
impact of new palliative care roles and access to independent nurse prescribers, care 
at night and seven day support from community Specialist Palliative Care Teams. 
Feedback reinforced the elements known to be crucial to delivering high quality care 
at end of life in community settings; the value of senior nurse experience and 
oversight of care delivery, the importance of timely responses to effectively manage 
when patients’ symptoms, sensitive communication and effective multidisciplinary 
team working with community Specialist Palliative Care Teams. 
 
 
6 Issues with Survey 

 
The response rate was representative of the number of people that died at St 
Gemma’s and Wheatfields hospice during the 3 month period, however there is still 
work to improve number of responses from LTHT and LCHT to gain a fairer 
representation of the organisations population including larger responses from ethnic 
minority groups for all the settings. 
 
Distribution of surveys was particularly challenging for LCHT due to a data protection 
(GDPR) requirement to seek carers’ consent, which is likely to explain the lower 
response rate. In hospital and hospice settings relatives returned to collect the death 
certificate and the survey was offered at this time. 
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7 Recommendations   
 
The survey provides valuable feedback for all services and will continue to run 
annually city wide.  
 
A summary of results for each organisation has been shared locally through their 
clinical governance and quality assurance structures. 
 
The LPCN Bereaved Carers Survey city-wide results report will be hosted on the 
LPCN website and will be shared by Healthwatch Leeds to their partners and will be 
available on their website. 
 
It is hoped that the survey will continued to be supported by Healthwatch Leeds and 
AUPC.  
 
8 Plans for Service Improvement 
 
8.2 Leeds Teaching Hospitals NHS Trust  
Throughout 2019 the LTHT palliative care team plan to introduce the SUPPORT 
campaign to ensure a consistent approach to providing practical information about 
facilities to relative and friends. The SUPPORT campaign aims to raise awareness of 
the things that can be done to make the relatives experience a little bit easier, from 
offering car parking permits, comfort care packs and open visiting to providing 
refreshments and explaining where to get something to eat. A short film has been 
made involving LTHT staff, explaining how they can support: 
https://youtu.be/lZdeQcEkEU8  
 
LTHT are participating in the National Audit of Care at the End of Life (NACEL) 2019-
20 which includes a quality survey that will be sent to the ‘nominated person’ of 
people who died under their care between 1st April 2019 – 31st May 2019. Results 
will be linked to feedback received from the next LPCN bereaved carers survey.  
LTHT are also collecting feedback from families as part of the national learning from 
deaths project. 

 
8.3 Leeds Community Healthcare NHS Trust  
The findings reinforce LCHT’s continuous quality improvement focus on case 
management, use of electronic records to ensure well-coordinated and responsive 
care in and out of hours, staff skills and confidence in symptom management, 
communication skills, advance care planning and clarity of roles and responsibilities. 
LCHT is exploring how to ensure a consistent approach in providing information to 
families following a death. 
 
8.4 St Gemma’s Hospice  
St Gemma’s Hospice received little feedback focusing on areas for improvement. 
However, the feedback was very informative and essential. The Hospice now 

https://youtu.be/lZdeQcEkEU8
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continuously runs this survey as part of their public engagement and experience 
assurance framework.  
 
 
8.5 Sue Ryder Wheatfields Hospice 
In response to feedback, Wheatfields Hospice is ensuring the ward reception desk is 
manned from 08:00 -17:00. An afternoon tea and cake round for visitors has been 
introduced and they are looking into the food provision for families. They are working 
hard on the environment internally and externally to improve all areas of the hospice 
 
9 Plan for Future Survey 
 
We plan to repeat the survey in January 2020 for a period of 3 months.  
 
Given the low response rate for LCHT and nursing homes a joint approach with 
Primary Care for 2019-20 has been agreed. Feedback from carers about end of life 
care is included in a GP Quality Outcome Framework for 2019-20. An approach in 
which carers will be offered the survey when attending the GP surgery to collect the 
death certificate is being developed, providing a more consistent approach similar to 
the hospices and LTHT. 
 
Table 3 describes the bereaved carers survey action plan for 2018-2019.  
 
10 Conclusion 
 
Working collaboratively with Healthwatch Leeds and across all organisations we 
have been able to improve the response rate to our survey. The feedback from 
families used in conjunction with Quality data for individual organisations, helps 
provide the assurance that we are delivering good care to dying patients and their 
families and in some instances are delivering outstanding care.  
We are grateful to the families involved who have taken the time to share their 
experiences, which in turn informs us where we have got things wrong and highlights 
areas requiring improvements.  
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11 Table 3 Bereaved Carers Survey 2018 / 19 - Action Plan 
 

What Why How Where Who When 

1. Further development 
of future Bereaved 
Carers Surveys. 

To take account of 
18/19 feedback and 
improve our 
understanding and 
learning of patient and 
family needs. 

 Continue to improve the process 
used; especially within community. 

 Strive to improve the return rate 
across all providers. 

 Review and make necessary 
improvements survey content. 

 Consider including question for 
Leeds Palliative Care Ambulance 

 Roll out plans to repeat Survey 
cycle 19/20. 

All All December 2019 
 
 
 

Jan-Mar 2020 

2. Include a new 
introductory 
statement on all 
surveys highlighting 
how the collected 
information will be 
used. 

To improve clarity and 
understanding for 
those completing the 
survey. 

 Draft and agree a short statement. 

 Ensure all surveys are updated 
prior to print. 

All Helen Syme Sept 19 

3. Share the survey 
evaluation themes, 
across the city 
partnerships to 
influence future 
education and 
training. 

To improve the 
standard of care and 
core competencies 

 Highlight to Trish Stockton who is 
exec lead for education and training 
for the LPCN 

All Diane Boyne July 19 

4. To ensure the city 
wide results and 
evaluation of the 
Bereaved Carers 

To communicate the 
survey results across a 
wide public and 
professional audience. 

 To finalise the citywide report 

 To share with LPCN exec group 

 To share with Healthwatch Leeds 

 To post onto websites. 

LPCN & 
Healthwatch 

Diane Boyne Aug 19 
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Survey is ‘publicly’ 
published on the 
LPCN & Healthwatch 
Leeds website.   

5. Embed the SUPPORT 
process across all 
appropriate adults 
ward at LTHT  

To establish a 
consistent approach 
across all adult wards 
for how practical 
information and 
support is provided to 
a relative or friend of a 
dying patient.    

Undertake a managed campaign: 
SUPPORT  
Supporting care in the last days of life  
leaflet,   
Understand needs  
Parking permit 
Personal space   
Open visiting, overnight accommodation, 
offer comfort care pack,  
Restrooms,  
Tea and coffee. 
https://youtu.be/lZdeQcEkEU8 

LTHT Elizabeth 
Rees 

June 2019 –Mar 
2020 

6. Use the information 
gathered from the 
NACEL quality 
survey audit and 
national learning 
from deaths project 
to inform what 
aspects of care to 
survey.  

To gather hospital 
specific feedback and 
share learning from 
across the country to 
inform survey 
development.  

 Undertake the National Audit of 
Care at the End of Life Audit.  

 Ensure feedback informs future 
service improvements. 

LTHT Elizabeth 
Rees 

April 19 – 
31st May 19 

7. Provide consistent 
information to 
recently bereaved 
families.  

To improve family 
experience and 
provide better support 
after death of someone 
close. 

 Review existing information leaflets 
and processes  

 Refresh and raise awareness of 
local Neighbourhood Team process 
 

LCH Sarah 
McDermott 

By March 2020 

8. Improve the uptake 
and returns of the 
bereaved carers 

To increase the 
feedback so it better 
reflects a broader 

 Work collaboratively with NHS 
Leeds CCG Primary Care Support 
Team and GP’s to develop a new 

LCH  
& 

Primary 

Sarah  
Mcdermott 

 

By December 
2019 

https://eur02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fyoutu.be%2FlZdeQcEkEU8&data=02%7C01%7Chelen.green%40locala.org.uk%7Ce8c1c6fae30a46c37f0008d6efd3b6df%7Ce77a174db00d44b2bac7e5388520f5ab%7C0%7C0%7C636960089916015297&sdata=brmDKDXpDX8PUkxb3LY87RfYisLgm7fVp7D8EgYPn68%3D&reserved=0
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survey in the 
community 

patient experience of 
care in the community 

survey process that will include GP 
practices. 

 Update the survey content to reflect 
this. 

  Agree the process that would start 
when death certificate issued by 
GP practices. 

Care  Gill Pottinger 
 

Lisa  
Kundi 

 

9. Review the 
environment for 
care and support 
within Wheatfields. 

To further improve the 
patient and family 
experience when 
receiving hospice care 
and support 

 Develop and implement local 
environment improvements Plan. 

 
 

Wheatfields 

 
Sue 

Waddington 

 
 

2019-20 

10. To conduct a 
continuous 
Bereaved Carers 
Survey at St 
Gemma’s. 
 

To maintain level of 
feedback and 
responsiveness. 

 Continue issuing survey throughout 
the year. 

 
St. 

Gemma’s  

 
Clare Russell 

Ongoing 

11. Improved support 
to families on the 
wards at 
Wheatfields. 

To improve level of 
support and 
responsiveness to 
families and visitors. 
 

 Increase availability of ward 
reception desk to 08.00-17.00 

 A sign to be used if ward clerk is 
away from desk (e.g. back in 10 
minutes) with instructions. 

 
Wheatfields  

 
Sue 

Waddington 

During 2019 

12   To improve the 
availability of food     
for families and 
visitors at 
Wheatfields. 

 

Improve level of 
support and 
responsiveness to 
families and visitors 

 Start afternoon tea rounds for 
visitors. 

 Consider how else food can be 
made available in the hospice. 
 

 
Wheatfields 

 
Sue 

Waddington 

During 2019 

 
 
 



17 
 

 
12 References  

 
Office for National Statistics (2015). The national survey of bereaved people 
(VOICES): 2014, ONS 
 
Salter, J, Wood, C, Sue Ryder Care (2013). A time and a place - What people want 
at the end of life? Demos  
 
 

13 Acknowledgements 
 
We thank all the people who took the time to share their experience at such a difficult 
time.  
 
Furthermore we would like to thank the following for their contribution and 
involvement in the survey.   
 

 Healthwatch Leeds,  

 St Gemma’s Academic Unit for Palliative Care,  

 Staff at St Gemma’s Hospice  

 Sue Ryder Wheatfield Hospice,  

 LTHT Bereavement Liaison Office,  

 LCHT Neighbourhood Teams  
 
Bereaved Carers Survey Group Members:   
 
 
 

 
 
 

Members Organisation 
Claire Iwaniszak LTHT EoLC 
Elizabeth Rees LTHT EoLC 
Helen Syme LTHT EoLC 
Sam Austin LCH 
Stuart Morrison Healthwatch 
Clare Russell St Gemma’s 
Diane Boyne LPCN Manager 
Sarah McDermott LCH 
Sue Sutton Carers Leeds 
Gill Pottinger CCG (Primary Care) 
Amanda Storer LPCN Administrator 



 

18 
 

14. Appendices  
 

Appendix 1  
A Thematic Analysis of the Free Text Responses to the Leeds Palliative Care 
Network Bereaved Carers Survey 2018-19 
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This report contains the qualitative analysis of the free text responses to the bereaved carers’ survey 

and some additional descriptive statistics. A thematic analysis approach was taken to summarise the 

qualitative data and extract overall themes from the responses. The majority of the responses were 

short and concise, leaving only limited scope for further in-depth interpretation. The analysis 

reported below begins by reporting the overarching themes emerging from the free text responses 

to the questions taken as a whole. The free text responses from the specific questions are then 

addressed in turn, where differences between hospice, hospital and community data are 

highlighted, before reporting the themes and example extracts for each location.       

Considering the distressing experiences this survey explores, it is a credit to staff working in this area 

that there are so many positive comments from carers.  

Overarching Themes 
 
Within the free text responses to this survey, bereaved carers expressed certain needs and wishes. 
The extent to which these needs were met influenced how positively the carers reported their 
experiences and underpinned the responses throughout the survey. These overarching themes 
provide a useful summary of the overall content and feel of the survey responses.  
 
Overarching themes (as needs) from all responses: 
 
The needs carers expressed… 
 
…as a family member or friend: 

• Need to be kept informed (timely, regular, clear communication from staff) 

• Need to be cared for (acknowledged, provided for, sympathised with) 

 
…on behalf of the patient: 

• Need to be treated appropriately (in suitable environment, not over-treated, at the right 

time, basic care needs met) 

• Need to be valued as a person regardless of condition (dignity, empathy, respect, individual 

needs understood and met) 

 
…in relation to their expectations of staff: 

• Need to have a compassionate, flexible and empathetic attitude towards patient and 

family/friends 

• Need to demonstrate consistency between professionals, departments and between shifts 

(especially overnight and weekends) 

• Need to help the family to help the patient (clear information, direction for what family can 

do, an acknowledgment of their presence and empathy to their experience) 

 
…in relation to their expectations of the environment 

• Need for a peaceful environment 

• Need for privacy when required  



 

20 
 

 

Participant characteristics 

  
  

 
Total number of participants in each group 
 

Hospice 
 

87 

Hospital 
 

91 

Community 
 

25 

Gender Female 42 50 10 

Male 42 40 14 

Did not say 3 1 1 

Age group 30-39 3 1  

40-49 4 3  

50-59 2 5 1 

60-69 15 13 2 

70-79 32 17 8 

80-89 22 28 7 

90+  9 23 6 

Did not say 3 1 1 

Religion Christian 57 58 15 

No religion 18 26 6 

Jewish 3 1 1 

Hindu   2 

Buddist 1   

Sikh 1   

Did not say 7 6 1 

Ethnic Group White British 81 85 22 

White Irish 2 1  

Asian/Asian British Indian 1  1 

White German   1 

Black/Black British Caribbean  1  

Dual nationality British/Australian  1  

Polish  1  

Did not say 3 2 1 
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Question 3 - Do you feel that your relative or friend died in the right 

place? 

A high proportion of respondents in all groups believed the person died in the right place. This was 

particularly evident in the hospice respondents.  

 

 
 

Main differences between hospice, hospital and community 
Most respondents across all three groups believed the person had died in the right place.  The 

hospice group’s comments were almost all positive whereas community and hospital experiences 

were mostly positive with a few negative comments.  

Receipt of necessary, appropriate and timely care and reducing the family burden of patient care 

were common topics in hospice responses.  The topics mentioned in the community responses were 

centred on the importance of fulfilling the person’s wish to die at home.  Hospital responders, who 

indicated this was not the preferred place of death, were aware that circumstances had dictated it 

had become the patient’s best option. 

Hospice – themes and extracts 
Most (86) respondents indicated they believed the Hospice was the right place of death for the 

person; no respondents indicated it was not the right place and one indicated they didn’t know. 



 

22 
 

Theme 1 – Patient preference 

The respondent who said they didn’t know if the person had died in the right place said that care 

received in the hospice was better than could be provided at home, despite this location not being 

the person’s wish. 

“My Mother had wanted to die at home - we had both thought that she was coming into the 

hospice for treatment for an infection ….On the other hand I know that the nurses were able 

to give her better care than I could have at home.” 

All other comments were positive. People reported the care received was necessary, appropriate 

and met the needs of the person, even if it had not been their original choice. 

“Initially my husband wanted to die at home - on the last day of his life he realised that this 

was not for the best, he chose to be cared for at [the hospice].  We as a family firmly believe 

this was the right thing. 

“Dad didn't want to die in hospital, but as his illness progressed it was apparent we couldn't 

care for him at home.  Although he was at [the hospice] for less than 24 hours, the care 

shown to him was amazing.”  

Theme 2 – Symptoms, care and environment 

Carers considered the value of the person’s medical and nursing care needs being met by their 

hospice admission. 

“My Mum needed nursing care at that point.” 

“First hand immediate medication, stopping of suffering was priority for us” 

Hospital – themes and extracts 
Fifteen carers provided brief free text detail in response to this question, which can be summarised 

into two key themes.   

Theme 1 – Patient preference 

A small number of carers expressed their preference for the patient to have died in an alternative 

location to the hospital. The two preferred options described were in a hospice or in the patient’s 

own home. There was an acknowledgement from several carers that, although they may have 

preferred other options, the patient was too ill to be moved from the hospital. 

“We would have liked Mum to have been moved to a hospice but she was too ill” 

Theme 2 – Symptoms, care and environment 

Some carers used this space to describe certain aspects of their experience that they felt had not 

been managed as they would have liked.   

Two carers described difficult A&E experiences for them and their family member. These 

experiences involved long waiting times and the patient being treated or finally dying in a place they 

would not have wanted.  

“My Mother in law died on a hospital trolley in an A&E cubical”  
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There were examples of carers reporting how difficult it had been for staff to manage the patient’s 

pain. This seemed like it was distressing to carers and patients, and caused problems such as 

patients wanting to discharge themselves. 

“He signed himself out because they were not doing his pain management efficiently” 

The appropriateness of the hospital as a place for the patient to die was also influenced by the 

physical attributes of the environment. There were several responses relating to a lack of private 

side-rooms in the final stages of the patient’s life. Conversely some carers did not like the idea of the 

patient being left isolated in these final stages. 

“In the last few hours of my Mother’s life no private room in the hospital could be found, this 

was an awful experience. No Doctor was called out to see her over the weekend, when I tried 

to contact the palliative care team on Monday the answer phone was still on by lunchtime”  

 

Community – themes and extracts 
A variety of services may be involved in providing care for people at home or in their residential care 

home known to Neighbourhood Teams. All will have GP involvement, with additional support where 

indicated from agency carers and Community Specialist Palliative Care Teams. 

Theme 1 – Patient preference  

Out of the 25 respondents, most (23) carers had indicated they believed home/care home was the 

right place of death for the person; two respondents indicated it was not the right place.   

In the community setting, carers were more likely to emphasise the importance of fulfilling the 

person’s wish to die at home. 

“It was his wish and although not easy physically and pretty tough emotionally, we were so 

happy to fulfil his wish.”  

“Dad wanted to be at home.” 

Theme 2 – Symptoms, care and environment 

There were a range of reports of how symptoms and circumstances were managed.  

This respondent valued the care the person received. 

“The care was second to none.” 

This quote demonstrates how the care the person received enabled them to remain symptom free 

and die peacefully in an environment valued by themselves and family.  

“He was at home with me (his wife) and passed away peacefully in bed whilst we had been 

looking at photographs of our son and grandchildren as small children. 

This response indicated that carers thought that around the clock care would be more widely 

available within the hospital. 

“I feel if he had been in hospital he would have had 24 hour care.”   
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Question 4 - During this time how satisfied were you with the care 

given to your friend or relative in each of the following areas? 
The charts below show satisfaction ratings for five aspects of care: relief of pain, relief of other 

symptoms, religious, cultural & spiritual support, privacy & dignity and personal care. A high 

proportion of respondents in all groups were satisfied or very satisfied; greater levels of satisfaction 

were reported by the hospice group for each aspect. 
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Main differences between hospice, hospital and community 
Around half the respondents in each group gave further comments regarding satisfaction. 

Comments left by the hospice group tended to be positive and cover a wider range of benefits 

relating to the person, family, staff and environment than other groups. Hospital and community 

responses were mostly positive.  Where comments indicated dissatisfaction, carers showed insight 

into the reasons behind the limitations of the service or were able to also cite positive aspects. 

Hospice - themes and extracts 
A high level of satisfaction was reported and many respondents left positive comments. 

 

Theme 1 - Interaction between staff and family 

Respondents talked about how hospice staff had facilitated them to be family and friends rather 

than carers or visitors.  The effects of this were that they could be freed of responsibility, more able 

to be with the person, and share their last days in a relatively comfortable and relaxed way.  This in 

turn led to a more peaceful experience for the person. 

It was important to feel included in their relatives care. 

“Family members kept up to date with everything.” 

To also be respected, cared for and understood. 

“We the relatives were looked after too.”  

“We all felt loved, not just visitors.”  

“The love and kindness shown to us all (family) deeply moved us, we will never forget this 

whole experience.” 

Being with the person. 

“He died peacefully with me and family around him.” 

The care they received helped families stay with the person. 

“The facilities were 5 star! How wonderful to meet everyone’s needs. We didn't have to leave 

her too long to get a meal or a break.”  

 

Theme 2 – How the patient was treated by staff 

Respondents described holistic care in how the person’s physical, emotional and social needs were 

met.   

“We saw a level of care that was very much more than nursing. It was on a level that a family 

member would care for their own.” 

 “the care was outstanding. An absolute credit to their profession and to the city of Leeds.”  

“everything was just amazing.  We were so pleased that [Patient]'s care and needs were 

met.”  

 “My wife was always treated well and with great respect by all staff.”  
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“All the staff were amazing, caring for my husband keeping his pain under control.” 

 

Theme 3 - Environment 

Most comments about the general environment were positive, however one respondent would have 

preferred their father to be in a private room 

“Sadly my Dad died on a ward and it would have been nicer if he had been in a private room 

but none were available.  The staff, however, did their best in the circumstances.”   

 

Hospital – themes and extracts 
There were both positive and negative responses to this question. However, when given the 

opportunity to say something additional about the care their family member had received, more 

than half of the responses were positive and reflected the excellent service offered by staff. Several 

carers reiterated that they were happy the hospital was the right place for the patient to have died. 

“The staff were amazing - they tried everything to keep him. Care was fantastic. Nothing was 

too much trouble” 

Whether the comments were positive or negative, they focussed on the same themes. 

 

Theme 1 - Interaction between staff and family 

The carers took the opportunity to say how important it was for staff to have clear, consistent and 

caring interactions with the carers. Carers valued being kept informed about what was happening 

with the patient, their treatment and upcoming plans or changes. Alongside being kept informed, 

carer’s experiences were improved when they felt cared for and included in what was happening.  

 “Staff were very pleasant and very informative when asking for help/advice. Nothing was 

too much trouble. The whole experience was as friendly and welcoming as possible under the 

circumstances” 

However, when there was a perceived lack of communication with family about what was happening 

with the patient, it could be distressing and frustrating for the carers.  

“I was never approached by either Doctor or Nurse until after she had died” 

 

Theme 2 – How the patient was treated by staff 

The carers were sensitive to the way the patient was treated by the staff, both medically and 

interpersonally. Regardless of the current physical and cognitive condition of the patient, carers 

valued staff who treated the patient with compassion, respect and dignity, and this improved the 

experience for the carers. It seemed reassuring for carers when staff checked on the patient and 

carers on a regular basis, so that issues could be addressed in a timely manner. 

“The care, respect and compassion they showed to my Mother in law and the rest of the 

family was superb” 
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 “We were checked regularly so my Mum could be moved to reduce bedsores and discomfort 

but this was done in a non-intrusive way. They also changed the bed linen and clothes prior 

to her death” 

“Most of all they treated my Mum with respect and dignity, they really cared for her. Thank 

you so much” 

Carers found it difficult when they perceived that staff were slow to address issues such as pain, 

personal care or emotional distress experienced by the patient. 

“The care for [Patient] was unfortunately in a ward that was overstretched, and whilst I was 

with him a mediator was called because of the lack of punctuality with administering his pain 

medication! So they KNOW they were not doing the job with due care and diligence” 

Although some carers acknowledged that there were issues of understaffing, delays in attending to 

patient issues were compounded when there was a perceived lack of compassion from staff. 

“There didn't appear to be any compassion from the nurses (?)/helpers (?) as he screamed 

and yelled in pain at them as they pushed him and turned him. The nurse filling in the 

'paperwork' with me on screen completely ignored what was going on and didn't seem to 

understand why I couldn't answer her questions whilst listening to my Father yelling and 

appearing to be bullied. I was almost in tears and complained to the Doctor about Dad’s 

treatment but he didn't do anything. The patient in the next bed gave me a note he had 

written "don't worry I will look after him" - he realised the situation and how distressing it 

was. He was more caring than the nurses” 

Alongside individual issues with the compassion of some staff members, some carers raised 

problems with continuity of care. This related to inconsistent care between individual members of 

staff, information not being well shared between staff, shifts or teams, and a lack of treatment from 

night shifts or over the weekend. 

“I think her treatment fell well below what should have been expected and in my opinion 

going by what I saw and heard she seemed to be waiting for Monday when the place opened 

after the weekend, which she unfortunately never reached”   

 

Theme 3 - Environment 

The main issue reported by carers relating to the environment was that there was not enough 

privacy for patients, especially for those in the final stages of their life.  

“We would have liked Mum to have been in a side room but they were all full. The curtains 

were round on her last day but it was still awkward listening to other visitors’ conversations 

whilst our Mum was dying” 
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Community - themes and extracts 
There was a high level of satisfaction with community services. There were some isolated issues 

were around symptom management, privacy and dignity and personal care.  

 

Theme 1 - Interaction between staff and family 

Respondents talked about the importance of being able to care for their loved one. 

“As the patient's daughter, I provided personal care at the end of my Father’s life.”  

 

Theme 2 – How the patient was treated by staff 

Being shown care and respect were important and many were highly satisfied with it. 

“He had many severe illnesses and everyone treated him with great respect.”  

 “All the care that was given was 100%.  Don't have a bad word for anything.  Very friendly, 

very helpful to us all.”  

Being available when needed to provide support and care was important. 

“My great gran didn’t need any care that had to be provided specifically by nurses e.g. 

injections the majority of the time. They just changed her position and did personal care. 

However when called out to administer medication they arrived promptly and supported me 

during her final moments.” 

“Did feel the support of the St Gemma’s nurse was very important. Real confidence that they 
know what was going on”. 

The following comment demonstrates the value of this specialist input despite comfort not being 

completely under control. 

“With regards to relief of symptoms, good advice was given and things tried but we never 

100% got the comfort right - this I think was more to do with the nature of the disease rather 

than anything else but he did get comfy for periods of time - lack of sleep was always though 

an issue but everyone did their utmost to help.” 

Barriers associated with poor symptom relief appeared to be about difficulties and delays in 

accessing the relevant health professional who could administer pain relief. 

“Issues related to giving nausea relief only when patient feeling nausea, so having to call for 

injection, for patient not to be feeling nausea when nurses arrive.”  

“The last 15 hours of my Mum’s life was horrific due to lack of pain relief.  I phoned [a 

community service] at 3.30pm, told them my Mother’s breathing was fast and shallow and 

she was in pain and restless and very distressed.  They said they would send someone to 

administer morphine at 5.45pm.  I received a call from a nurse to tell me she was with 

another patient.  She said she would phone the office and alert them and they would send 

some out, by 7.15pm still nobody came, I called again to the out of hours service they said 

somebody would be on their way, by this time my Mum is extremely distressed and in a lot of 

pain, calling out.”  



 

29 
 

Services offered and received 

The table below shows how many carers received information about relevant services.  Most 

community carers (84-88%) were given contact details for the Neighbourhood Team, out of hours 

support and the GP; around half (52%) were given contact details for the hospice.  Most (80%) were 

given information about the person’s plan of care. 

The carers in the hospital group were asked which services they were told about, however it is not 

known which respondents these services were relevant to.  More than half (53-68%) were given 

information about open visiting, quiet/family room, car parking permits and the location of toilets, 

food and drink.  Fewer were told about overnight accommodation and prayer/worship room (21-

27%); it could be assumed many did not need this information. Most (88%) carers were offered a 

drink. 

Carers in the hospice and community groups were asked if they were given information about 

accessing support for themselves, registering a death and contacting a funeral director.  Most of the 

hospice group (93-97%) and around two thirds of the community group (64-72%) were given this 

information. 

The hospice group were asked specifically about the staff; almost all of this group said staff were 

professional, made time for them and that they could ask questions or raise concerns (95-98%). 

 Hospice 
N (%) 

Hospital 
N (%) 

Community 
N (%) 

Were you given contact details for:    

Neighbourhood Team contact details    22 (88) 
Out of hours support contact details    22 (88) 

GP contact details    21 (84) 
Hospice contact details    13 (52) 

*Were you given information about:    

Plan of care   20 (80) 
Location of toilets  62 (68)  

Where to obtain food and drink  51 (56)  

Open visiting  53 (58)  

Quiet/Family room  49 (54)  

Car parking permit  48 (53)  

Overnight accommodation  25 (27)  

Shower/bathroom  24 (26)  

Prayer room /worship area  19 (21)  

Accessing support for you 83 (97)   18 (72) 
How to register a death 80 (96)   16 (64) 

How to contact a funeral director 71 (93)  16 (64) 
Were you offered a drink  80 (88)  

Were staff professional 86 (99)   
Did staff make time for you 85 (98)   

Could you ask questions/raise concerns 83 (95)   
n.b.* we don’t know how many are “not applicable” 
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Question 7 - We would also like to know what we did well and where 

we can improve. Please tell us more in the box below 
 

Main differences between hospice, hospital and community 
Across all groups there was some degree of repetition of previous comments.  The comments were 

largely about appreciation of the care received by the person and their family and the skill and 

compassion of staff. There were very few negative comments and these can be interpreted as 

constructive criticism rather than complaints.  They related to the environment (hospice and 

hospital) and care (hospital and community). 

Hospice - themes and extracts 
Many comments were positive with most respondents saying they could not suggest further 

improvements and respondents reiterated what they said in previous questions. 

Theme 1 - Interaction between staff and family 

Families were shown care and compassion. 

“During my wife's final hours the nurses were particularly supportive to myself and my 

family, bringing in an extra reclining chair to ensure we were all comfortable.  When 

collecting the paperwork the nurses were very helpful and gave us a great deal of time.”  

Families were kept informed, giving them peace of mind. 

“They answered all our questions and gave us peace at a time that was most difficult.”  

 “Honest and informative talk about my Mum’s condition and what to expect.”  

Respondents talked about the support they are receiving following the person’s death. 

“They have done far more than I would have imagined and I don't know how I would have 

coped without their help.”  

“the staff at [Hospice] were on hand and may well be of help to me over the coming months 

depending on how I cope with my loss.”  

Some wanted to find ways to say thank you. 

“Thank you is not enough for the care given.”  

“At the funeral we put out donation box for [Hospice] which I have brought in to you.  

Thanking you again.”  

 

Theme 2 – How the patient was treated by staff 

Positive comments focussed on the whole person – not just their physical care. 

“Dad passed away at peace and was well cared for.”  

“The level of sensitivity and respect given to my Mum and myself was exceptional.” 

“Taking time to give her care and dignity at the end of her life and after.” 
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“Her death, despite it being untimely and too soon, was graceful and she died with enormous 

dignity.”   

And was sometimes compared with a hospital stay. 

“From the moment that we arrived with our Mum, the care was poles apart from [Hospital] 

… No pain drive had been given at [Hospital], but within the hour at [Hospice], one had been 

inserted and our Mum was immediately made comfortable and pain free, also given sedation 

to relieve her agitation.” 

Attention to detail in meeting the person’s needs was appreciated and made a huge difference to 

them. 

“[Patient] wanted a prawn sandwich one night at about 10.30.  He enjoyed every bit of it.  Oh 

and loved the Christmas drinks trolley.”  

“lovely hot food at lunch time and a good choice of food the rest of the day made [Patient’s] 

stay more bearable.”  

Staff were described as being professional and committed and came from all staff groups. 

“The care supplied by Doctors, nurses and staff was exceptional.”  

“The staff at [Hospice], from the domestics to the Doctors were wonderful.  No better please 

to leave this world.  I cannot find fault but give only praise.” 

 “Excellent care from all staff right through from reception, cleaning, gardener to care staff.”  

 

Theme 3 - Environment 

Most comments about the environment were positive, however there were some problems with the 

use of shared space. 

The aesthetic feel of the hospice was appreciated and appeared to contribute to the wellbeing of the 

person and their family. 

“The hospice had an aura of beauty and calmness.” 

 “the hospice itself exudes an atmosphere of calmness and serenity and we all felt that this 

helped us to cope.” 

Some cited areas for improvements about shared space 

“The only improvements would be to have a little more space for family groups, but we 

realise the confines of the building.  We also were very concerned about the smoking policy 

at the hospice and feel that this should be reviewed.  Watching people smoke/entering a 

smokey atmosphere is not conductive to the environment.  We can see that some patients 

need and want to do so but we wonder if thought could be given to that away from the front 

of the hospice and in the wooden gazebos so everyone can benefit from them.”  

… about personal space 
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“I recognise it is difficult in a medical environment but some kind of acoustic baffling 

treatment would have helped.  The breathing equipment and fan were quite noisy and, when 

[Patient] was particularly weak, conversation was difficult.” 

…. and need for more space. 

“More bed spaces so no-one has to wait any time at all.” 

One respondent said it would be beneficial to have a clear point of contact on the ward: 

“A point for improvement could be that when I first visited and arrived on the ward, the lack 

of reception or point of reference made me feel a little unsure, If I needed to speak to a 

nurse/doctor sometimes I didn't know where to go ask someone.  A lot of the time there 

wasn't anyone at the desk - not the main reception desk, but the one on the ward.”  

Others concerns were about the noise from other people. 

“My sister was very upset with the Christmas Fair going on in the reception area when Dad 

was dying just down the corridor.  Although she fully understood that this was how they 

made their money it took away the quiet atmosphere that helped deal with Dad's dying.” 

“it was very upsetting to be at her bedside and hear raucous and high pitched laughing from 

visitors at the other side of the corridor.  People should be made aware and respect other 

people’s predicaments at such times.” 

 

Hospital – themes and extracts 
Once again, given the opportunity to comment about any aspect of their experiences, over half of 

the respondent reported positive experiences. 

 

Theme 1 - Interaction between staff and family 

Interestingly given the context of the experiences carers were being asked about, there were 

multiple and regular references to the importance of the basic feeling of being cared for. This 

included being offered drinks, biscuits, tea, toast, and somewhere to sit. Amongst all of the 

distressing emotional and health related experiences, this feeling of being cared for remains 

important and noticeable to carers.  

“The staff were lovely. Drink and food was offered very regularly and we felt very well looked 

after” 

Some carers found it very noticeable when they were not being cared for and one carer described 

feeling “invisible” to staff. 

“Offered a drink twice in 6 days. No medical staff entered the room unless we had asked 

(numerous). We felt like we had been left to our own devices, despite asking for assistance 

regularly. We felt that because Dad was at the end of his life, no-one was interested. Very, 

very poor and very disappointed with the treatment we and our Father received” 

As in other areas of the survey, carers valued being kept well informed by staff. There were 

approximately equal numbers of examples where this was experienced positively and negatively by 
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carers. Particular issues that were mentioned were having prognosis and treatment plans clearly 

explained, but also what would happen after the patient had passed away.  

“I honestly don't think you can improve that much. Everything was explained to me, step by 

step” 

Carers found it distressing when it was difficult to get responses from members of staff. It seemed 

that carers didn’t want to disturb staff, but equally wanted to know what was happening and have 

opportunities to ask questions. 

 “We had difficulty in obtaining information by phone on one occasion - however difficult it is 

to speak to relatives and patients who are dying it is best to just tell them the situation” 

 

Theme 2 – How the patient was treated by staff 

Carers reported difficulties with different aspects of the way that patients were treated by staff, 

relating to practicalities of care and attitude of staff. As in previous questions, personal care not 

being dealt with in a timely manner was distressing for carers as well as patients. Several carers 

reported that they felt the patient was moved or discharged when they were too ill for this to occur. 

This resulted in quick and distressing readmissions on occasion.  

Some carers reported that staff didn’t know how to care for specific co-morbidities such as 

dementia. 

“There needs to be much more of an understanding overall in all aspects of care on how to 

treat dementia patients as in my Dad's case. The doctors did not seem to know what to do 

next with Dad and we sadly witnessed a rapid demise of Dads health whilst in hospital” 

One carer suggested that when the patient is in significant pain and distress towards the end of their 

life that the process of death should be hastened. 

“In such cases death should be hastened as much as possible to save prolonged agony for the 

patient and relatives”  

Some carers reported the need to feel assured that their loved one was well cared for when they 

were not with them.  

“It was of great comfort to us that someone spent each night sitting with my husband” 

This linked to a wider issue of understaffing on the wards and perceived reduction in quality when 

comparing day staff to night/weekend staff. There were several comments about how 

night/weekend staff were less well informed of the patient’s circumstances and had less 

compassionate attitudes. However, problems related to a perception of understaffing were often 

offered with sympathy by respondents. 

“It was very obvious that the nurses were very stretched, no doubt due to understaffing but 

they immediately stopped what they were doing to comfort me when I was very upset” 

As well as the practical elements of patient care, the qualities and attitudes of the staff were 

important to carers. Multiple carers reported that the patient was treated with compassion, dignity 

and respect, and this was clearly important to them. Carers appreciated when staff acted in a 

professional and competent manner, but were also flexible to work around problems. 
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“The staff also cared for me and apologised as there was no take heart room available and 

offered a camp bed. As they could not find a camp bed I was provided with a mattress on the 

floor which was made up blankets and sheets. This was more than adequate and would have 

been my preferred choice to remain with my Mum. I was provided with the opportunity to 

shower and remain present with my Mum until her death. I cannot think how anything could 

have been improved”  

Unfortunately some carers reported feeling like staff were ignoring patients and they often had to 

intervene to ensure that the patient was attended to quickly. 

“until I intervened....they were simply ignoring him "as trouble causing", when in actuality he 

was in immense pain. Until the end, he felt he had no option but to discharge himself and 

self-medicate, so he could manage his pain himself” 

 

Theme 3 - Environment 

As with previous questions, carers valued the option for patients to have privacy and private spaces 

when they needed them, especially in the final days of their lives. There were also several comments 

about the need for the wards to be spacious, as quiet as possible and have good natural light. 

Several carers reported difficult experiences in A&E and how this was not an appropriate 

environment for someone in their final stages of life. 

“The worst part of the end of my Father's life was the time spent in A&E. His condition was 

worsening during the day and we were not able to find out what and when anything was 

going to happen. I know A&E is very busy but when it is the beginning of the end of 

someone’s life it is important to feel cared for as a person” 

There were several more practical responses relating to the experience of being a carer within the 

hospital environment. Carers appreciated when there was flexibility in visiting times, to allow them 

to be as present as they wanted to be with their relative. Other practical elements, such as parking 

permits and good signage to services and areas around the hospital, were appreciated by some 

carers. However, several carers reported frustration with a perceived lack of facilities for family and 

friends, including seating, out of hours eating, and the ability to stay the night. 

“The canteen downstairs was open over dinner time so with us all being there all day there 

was nowhere to eat, so the canteen could be open at tea time. I had to go out for food when 

I want to stay with my Dad near the end” 
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Community - themes and extracts 
Comments were mainly positive and centred around the care and support the teams had provided 

to the person and the family. 

 

Theme 1 - Interaction between staff and family 

This respondent described staff as being professional and committed and the family member 

knowing what to expect. 

“Although I wanted to care for my husband and do as much as I could myself as he was a 

very private person I always knew that I had the support of both the Doctor and the 

Community Nurses as and when I needed them and with the understanding that I could have 

much more help coming in if it was required.” 

Another respondent described how they did not know what to expect from nursing care. 

“We were confused about the role the nurses played.  They took over one of the carer’s calls 

(at lunch) but didn't attempt to give her food and drink, some nurses would try, others would 

say "it's not in the care plan" or "we don't feed them on fast-track" and implied they didn't 

have time.  It really depended who you got on that day.  Because she was still able, for the 

most part, to take her meds orally, the nurses were effectively 'doing' less than the carers 

would have and with a more superior attitude” 

Despite this comment, this respondent was also able to describe helpful aspects such as care and 

detailed attention to the deceased person and the positive effect of this upon on the family. 

“Some nurses, especially the senior ones, were wonderful and handled everything 

professionally and with sensitivity.  On the day that she passed away, I called the team to ask 

someone to come out and administer some meds to relieve her wheezing breathing and a 

nurse came very quickly.  As it happened my Great Gran was taking her last breaths as we 

went up to her room.  The nurse (I wish I could remember her name) offered fantastic 

support in those final moments, she was calm and kind and guided me through what was 

happening.  Afterwards she called a colleague to confirm and together they cleaned, 

changed, brushed, creamed and dressed my Great Gran beautifully in the clothes we had 

prepared, with a great deal of love and respect - I was very pleased and touched.  They also 

explained what to do next /who to call.” 

 

Theme 2 – How the patient was treated by staff 

These quotes are representative of the many comments that praised the input of the staff. 

“All the carers who visited and looked after my Mother was brilliant.  She had excellent care 

from all the NHS we saw in the last few weeks.  Would like to thank them all.”  

“The [Neighbourhood] team were great and really cared for Dad, they deserve a medal 

especially D” 

This respondent described how the limits of health professional duties prevented them from 

meeting the person’s needs which resulted in a loss of dignity for the person.  The experience of this 

continues to impact upon the family. 
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“[Patient] could not get out of bed so his bowels opened and when we rang for help (plus he 

could not breathe all the time this was going on). We were told we would have to deal with 

this ourselves as you were NOT A CLEANING SERVICE.  We had no gloves and I don't think my 

daughter and I should have had to do this. He was a proud man and he was fully aware of 

what was going on.  One hour later he died laid in all this mess, we did our best but we are 

not nurses.  This memory will stay with us forever.” 
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Appendix 2 - Examples of Survey 
Front Page & Demographics - Example from LTHT version 
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LTHT Version - Questions  
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LCHT Version - Questions (Home & Residential Care Home) 
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Hospice Version - Questions 
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