
Learning from Feedback:  
End of Life Care 

Trust Board: Wednesday 11th March 2020 
 

TB2020.24 

Sam Foster: Chief Nursing Officer  



End of Life Care 
 

End of Life Care encompasses the care for patients that are considered to 
be in the last stage of their lives. It includes care provided to “all those 

with [an] advanced, progressive, incurable illness to live as well as 
possible until they die. It enables the supportive and palliative care needs 

of both patient and family to be identified and met throughout the last 
phase of life and into bereavement. It includes management of pain and 

other symptoms and provision of psychological, social, spiritual and 
practical support” 1 

1 Department for Health and Social Care (2008) End of Life Care Strategy: 
promoting high quality care for adults at the end of their life.  



Chief Nursing Officer’s Report – March 2020  

Executive Summary:  

Improving End of Life Care is one of the Trust's patient experience priorities; it forms one of the ten 
focus areas within the Patient Experience Delivery Plan. It is important to patients, their families, 
and to staff. It is particularly important for a teaching trust of this size, as patients tend to be sicker, 
with more complex needs.  
 
The End of Life Care provided at the Trust is mostly excellent, as evidenced by the positive feedback 
received via the Bereavement Survey, given to families following their loss. However, the Trust aims 
to improve the ways that staff recognise that a person is dying and are able to effectively 
communicate care pathways to patients and their families. 
 
 

 

Purpose: This paper explores the experiences of relatives/friends of people who have died in our 
hospitals and of the experiences of our staff. It also  outlines what the Trust is doing to ensure that 
we continue to deliver compassionate, high-quality End of Life Care. 
 

 
 
 
 

Board lead: Sam Foster, Chief Nursing Officer 

Key purpose: Strategy    Assurance    Policy    Performance 



Background 

Around 2,500 patients die in our Trust each year, which is around 50% of the deaths in 
Oxfordshire. Compared to other European countries England has a high proportion of 
hospital deaths (47%) and within the country there are regional variations; London has 
the highest (53%), and the North East has the lowest (48%). 2 

 

End of Life Care is an important area of work for all our staff. They are caring for dying 
patients of all ages in all clinical areas, including stillbirths, children and adults. Some 
deaths are expected and many are unexpected. The challenge of providing care and  
‘being with’ patients nearing the end of life include lack of time, lack of training, lack of 
supervision and insufficient coping mechanisms. 3 

 
Our staff are committed to providing emotional and practical support to patients and 
their families. This work is supported by many non-clinical teams, including chaplaincy, 
bereavement, mortuary, porters and housekeeping staff, as well as a number of 
charities. Improving End of Life Care is one of the ten focus areas within the Patient 
Experience Delivery Plan which is being driven forward by the Patient Experience Team.  

 

 

 

2Hunter and Orlovic (2018) End of Life Care in England. Institute for Public Policy Research (IPPR) 
3 Speakman (2018) Challenges of ‘being with’ patients nearing at the end of life. Nursing Times [online]; 114: 4, 28-30. 



Patient Experience Delivery Plan  (PEDP) 
The PEDP was initiated by the Chief Nursing Officer in the autumn of 2018 and is a two-year programme of 
projects within  10 focus areas.  

 

PLAN  

Feb - Mar 

2019 

• Divisional leads meetings  to discuss focus 
areas. Engagement of staff and patients to 
improve experience 

 

DO  

 Apr - May  

2019 

• Gather available information 

• Design questions, including embedding of 
equality and diversity in the engagement 
process  

 

STUDY  

Jun 2019 - 
Mar 2020 

• Fieldwork: Engagement of staff and patients to 
obtain their views and experience 

• Triangulate with available information (FFT, 
other surveys, incidents) and learning from 
other feedback  

• Analyse survey results 

 

ACT  

Jan – May 
2020  

• Work with Divisions to develop 
implementation plans for service 
improvements, in response to the surveys  

• Evaluation of the process to inform Stage 2 of 
the cycle  

PEDP Focus areas: 

 Patient waiting times in ED  
 Patient-centered care plans for patients 

with cancer 
 Home First  
 Noise at night  
 Bridging the gap in the discharge process  
 Delivering same sex accommodation 
 Cancelled procedures and admissions 
 End of Life Care  
 Car parking on hospital sites  
 PLACE (Patient Led Assessments of the 

Care Environment) 

NB: there is some time overlap  between the Study and Act phases due to work within different focus areas 
progressing  at different rates.  



Bereavement Survey 2018-19 Summary of Results 

 
The bereavement survey is offered to all relatives and friends of patients who have died within the Trust. The 
purpose of the bereavement survey is to understand how well people who are dying and those important to them 
are supported at this critical time in their lives.  The results of the survey provide context to the current standards of 
care being provided in the Trust. Where possible the bereavement survey is compared to the national quality survey 
(part of the National audit of care at the end of life - NACEL) and the Trust scored better than the national average. 
 
Key results of the survey (May 2018 and March 2019) : 
• There were 81 completed surveys (4% of deaths in this period) 
• 94% (73/79) felt that on balance their loved one died in the right place. 
• 79% (62/78)  described the care given to their loved one as excellent or outstanding, compared to 61% nationally. 
• Much of the feedback provided is positive. However, themes for improvement include recognition that a person is 

dying, and communication, outlined below. 
 
Feedback about recognition that a person was dying includes: 
• “Did ask questions and discuss but didn't realise how ill he was! It would have been helpful to have been warned 

so we could have stayed with him longer” 
• “Was never informed right up to the last night I stayed with him (that he might die). Informed after his death that 

he was expected to die the last night I stayed at his bedside… I missed my husband’s last moments.” 
• 18% (14/79) weren’t aware that their loved one was likely to die  

 
Feedback about communication includes: 
• “There was a bit of confusion. Mum died around staff handover. Some of new shift thought we had been 

informed of mum's death when we hadn’t” 
• “Whenever I asked for a doctor they were never available, nurses provided conflicting information. We sat for 

hours waiting for answers” 

 

 



Staff feedback 
There was a pilot survey with Trust staff as part of the National Audit of Care at End of Life (NACEL) audit (2018/19) 

 

 

  Strongly agree / 
agree (%) 

Strongly disagree 
/ disagree (%) 

Staff are confident they know how to: 
Recognise when a patient might by dying imminently within hours to days.  71 9 
Communicate clearly and sensitively to dying patients and those important to them. 80 7 
Involve the dying patient and those important to them in decisions about end of life care in line 
with their wishes and preferences. 

65 12 

Respond to the practical and social needs of the dying person. 69 11 
Respond to the spiritual, emotional and cultural needs of the dying person. 63 16 
Discuss hydration options with dying patients and those important to them 50 15 
Assess and manage patient pain and physical symptoms at the end of life 61 14 
Respond to the practical and social needs of those important to the dying person. 63 14 
Respond to the spiritual, emotional and cultural needs of those important to the dying person 61 16 
Access specialist palliative care advice, if required, when addressing specific end of life care needs 
for dying patients 

78 7 

Staff said: 
They felt supported by the specialist palliative care team that the hospital has access to, when 
addressing specific end of life care needs for dying patients 

80 4 

They had completed training specific to end of life care within the last three years 41 42 
They knew how to respond to requests to die outside of the hospital setting from dying people 
and/or those important to them 

46 23 

They would feel able to raise a concern about end of life care within their hospital  86 6 
They knew that deaths are actively reviewed, and action plans are implemented to improve end 
of life care 

54 5 

Staff work in partnership with the dying person and those important to them in planning and 
making decisions about their health, treatment and end of life care 

77 3 

Priority is given to the provision of an appropriate peaceful environment, that maximises privacy, 
for dying people and those important to them 

66 9 

Staff actively share information about the individuals' end of life care needs 70 4 
We have a culture that prioritises care, compassion, respect and dignity as fundamental in all 
interactions with dying patients and those important to them 

80 4 



Staff experience: END OF LIFE CARE CHAPLAIN 
09:00 
 
 
 
 

At ward handover, our multi-disciplinary team meet to discuss the needs of our patients today. We have 17/18 beds occupied. A 
patient died during the night. We are all reassured to hear that her husband was with her and that everything was very gentle. Her 
husband had received a lot of support from Chaplaincy and an on-call chaplain was called in the night to say last prayers. Another 
patient admitted yesterday afternoon is suffering from existential distress. Please could I pop my head around the door and see if 
she would value support from Chaplaincy?  

 
09:30 One of our nurses has been talking to a patient who has formerly said they didn’t need chaplaincy support but is in a state of deep 

spiritual stress. She is saying things like, “I must be a really bad person for this to happen to me.” I agree to see the patient. 
 

10:00 Arrive at the training suite to teach spiritual care at the end of life. 
 

11:10 Karen is in her 50s. She says very quietly, “I’m not religious you know, you won’t get me into your church.” I respond by saying it’s not 
my job and anyway, if I tried, I’d get the sack. She laughs and shares with me her deep sense of spiritual pain. She is too young to die. 
She wants to see her grandchildren as yet not born. She feels that it is deeply unfair. We explore her feeling that “she must be a bad 
person” to have a disease like this. She makes some observations about the “Christian view of God” which are very negative. She 
asks me what kind of God I believe in. I respond, “a loving God who feels the pain of our situation as much as we do.” She ponders 
that for a while and we talk about what gives her joy. As she talks she lifts. She says to me, “actually I have had a good life I am just 
cross that it is ending.” She is quiet for a long time. I don’t interrupt that quietness. She is processing things deep within herself. 
After about five minutes she asks me to come back tomorrow.   
 

11:55 As I’m making a cup of tea in the sitting room, a relative, Sarah, arrives. She tells me that her brother is to be discharged to a nursing 
home and she is conflicted. She knows it’s the best thing for him. She and his wife have struggled to care for him at home and are 
exhausted but she is feeling terribly guilty. I make her a cup of tea and we sit down. She has children to look after. Both she and her 
husband have full time jobs and she needs to return to work. I listen and reassure her that whilst it is tough, her decision is perfectly 
valid. She has multiple responsibilities and needs to find a balance that works for her 
 

12:20 The on-call chaplain paged me to tell me  that there is a patient in the Renal Unit, who has just received the news that dialysis is no 
longer effective or viable, because of the deterioration in her health. She is now moving into the end of life phase and is deeply 
distressed. She may come to Sobell House. I went to see her. She is clearly in a state of shock and very frightened. She thanks me for 
coming and asks me to pray for her which I do. She is a regular church goer. I offer to ring her Vicar and tell him what is going on. She 
is grateful. 

14:00 Back to office. Write up notes. Telephone Vicar and update her on the situation. She has said she will visit later today. 

 

 



Staff experience: GRAHAM SYKES, CHAPLAIN 
14:05 
 
 
 
 

A Doctor tells me she has visited our patient, Nick, who has recognised that he needs to plan a funeral. Nick has previously told me 
that he is an atheist and doesn’t need a chaplain. I visit him and say, “Nick, I know we got off to a bad start. Let us start again letting 
the past be the past. My only agenda today is to help you make your funeral arrangements in whatever way is right for you.” He says, 
“I think I was very rude to you a few weeks ago, sorry.” I reply, ”It may be my age but I am having difficulty remembering anyway.” 
We both have a smile and a laugh. I help him think through what he might like to happen at his funeral and give him a list of local 
undertakers. We then start to talk of other things. He is passionate about science so we talked about the big bang and quantum 
physics. He shakes my hand and asks if I would come again. 
 

15:20 I’ve received an email from a consultant asking if I can arrange an emergency marriage for a patient who has only days to live and 
wants to be married before he dies. I visit the patient and discuss all of the possibilities and legal requirements. 
 

16:00 The couple decide on a civil wedding so I start to work on making this happen, and contact the Superintendent Registrar. Time is of 
the essence as for him to make a legal marriage he must have capacity which will be tested by the Registrar. The time of the 
marriage is agreed to be 10.00am tomorrow. The doctors write a letter to say how ill he is and how urgent the situation is. Members 
of our staff start planning for decorating the Chapel and sitting room. I remove all religious artefacts from sight in the Chapel to 
agree with the law regarding Civil Weddings. Unbeknown to bride and groom, our Chef is going to bake a cake for them. 
 

16:15 A nurse tells me our patient, Florence, has died and her family would like me to come and say last prayers. I enter the room where 
eight people are gathered. Florence has a deep faith but has told me not many of her family share this. I offer the opportunity for 
anyone who doesn’t want to take part to leave, but they all choose to stay. Before I start, I ask them to think of times when Florence 
was full of life, when she was fit and well and they enjoyed each other’s company. We say last prayers and the family share 
memories about Florence. We talk about what happens next.    

16:45 I am writing up my notes and notice from my office window that an empty ambulance has arrived to collect Ron. He is going to be 
discharged to a Nursing Home close to his family home. He came here thinking he was coming to die but now his symptoms are 
under control and he is going out to live. I go to say farewell to him. He is very grateful for the support he has had from everyone. He 
says, “I’m still an atheist mind,” so I reply, “I didn’t think it would be otherwise.” He says, “May your God go with you, you have been 
a great help.” That was a tear jerker for me as I made my way home. 
 

Please note that names have been changed for anonymity. 
 
There are more examples of ‘a day in the life’ from Sobell staff at: https://www.sobellhouse.org/about-us/who-we-are/a-day-in-the-life/ 
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Relative story 

My husband died on in February 2019. He was only diagnosed in early January, after he had had a fall in summer 2018 and had 

broken ribs. We did not detect the problem for 2 months prior to first attendance at the local practice. When we finally went to 

the GP surgery, diagnosis and assessment at the practice was very slow. It was a month after the first visit to the GP that we first 

went to the hospital and only after intervention by a friend who is a retired medic did we finally get to the ambulatory 

reassessment unit, followed by an appointment at the Churchill 2 weeks later. In total this was certainly over 6 weeks after our 

first worried visit to the GP surgery. No-one (apart from the reassessment unit and the adult nurse at the GP practice) really had 

enough time to address what was clearly a serious issue. 

At the Churchill, the follow up appointment was some 3 weeks later, but beforehand I had to rush my husband to A&E, taking the 

car. The ward he was eventually settled in for about 2 weeks was staffed by excellent, concerned and thoughtful nursing and 

auxilliary staff. He felt safer there. All the doctors did carefully point out that surgery was not an option, chemotherapy at best. 

To give that a chance we had to return home. He did not manage 24 hours. I had to call an ambulance. The ambulance staff were 

first class and did their very best for us. However this meant we were back to A&E. He died 24 hours later. 

  

No one with a serious diagnosis already made such as cancer should be left in A&E for 24 hours, especially hours on a trolley, 

seeing the duty doctor in a corridor in pain with bed sores. Staff shortages are all too apparent. When a bed finally appeared I 

had to stand by it as I was worried it would be whisked away to another deserving patient. People did their best but the situation 

is woeful. I felt as though I was in a third world country. 

  

I cannot comment on aftercare as obviously we never really got as far as palliative care with the exception of the last few hours. 

Without some very supportive friends and family I shudder to think how people manage. In the current state of the NHS, we 

(friends, relatives and medical staff at all levels) are not able to do our best for the people who really need the care - that is the 

patients. 

  

A holistic approach with more time to talk and get to know patients and relatives/friends would help as diagnosis, assessment 

and provision of what is required at all stages would be possible, but I fear you have an uphill battle. 

 

 



Relative story 

My father was admitted to A&E at Horton General Hospital with pneumonia one morning in 
June.  He was seen by Dr K.  My father was a very sick man, and Dr K explained that my father 
was unlikely to survive the day.  That gave my mum the information she needed to tell her 
four adult children to expect the worse, and to come to hospital if they could. Family 
members had to travel up to three hours to get there. The honest explanations and 
information provided by Dr K meant that my mum could prepare in her heart and head; and 
gave the children the best chance of getting there.   
  
My father was obviously dying, and Dr K contacted the EAU ward and asked for a side 
room.  Charge Nurse A organised my father to have a side room.  My father was transferred 
to the side room on EAU and died shortly after in peaceful surroundings, with flowers in the 
window, looking out into the courtyard, with his wife and one of his sons present.   
  
Dr K and Nurse A treated my father and his family with respect and honesty.  Thank you. 
 

 

 



Relative story 
My mother was admitted to A&E in the Horton on a Monday evening in November 2019, and was then moved to the Emergency 
Assessment Unit (EAU). Sadly she died around 10.15pm in the EAU on the following Thursday. About a month before this, she had had to 
come to A&E (with bronchopneumonia), but in discussion with my mother and myself,  the Consultant decided to discharge her with strong 
antibiotics in the hope that she would  have a good (possibly a better) chance of recovery at the Care Home where she was happily living.   
  
My reason for writing is both to record my thanks to ALL the staff who looked after and cared for my mother – including the support staff, 
such as those responsible for cleaning and serving meals, providing vital inputs into the overall care and cleanliness of the hospital - as well 
as to say how deeply impressed I was by the standard of care provided.  I saw for myself, especially in the four days when I was with my 
mother for most of each day, the severe stress the doctors and nurses were under, having to cope with insufficient beds and unable to send 
patients to the wards, with pressures from a range of patients (and their families) coming in with a huge variety of ailments.  In spite of 
being severely overworked, I witnessed from the doctors, registrars, consultants and nurses, nothing but hard-work, professionalism and 
evidence of a deep commitment to the patients they were caring for.  For my part, I really enjoyed talking to and hugely benefited from the 
richness of the ethnic diversity among the staff I met, both doctors and nurses, and truly believe that this diversity constitutes a significant 
building-block of why, in spite of everything, the NHS continues to the “jewel in the crown” of our country.    
  
When it was clear my mother was dying, the consultant called me into a side room to explain that she was nearing the end. I hugely valued 
the manner in which he discussed my mother’s case.  Then, when it was apparent she was close to death, and in spite of the severe 
shortage of rooms and space in the EAU, my whole family was deeply impressed that the staff could give us a private room where we could 
be with my mother alone as she moved closer to death. The team of nurses assigned to us (immediately on call when we needed them) and 
the endless cups of tea offered  were such important “touches” and an indication of the way in which the hospital had clearly discussed how 
to help patients and families in these last difficult hours - and were ably succeeding in achieving this particular goal.   
  
Finally, I have nothing but admiration and thanks for the sensitivity, care and, again, sheer professionalism of your Bereavement Office.  I 
have to admit that I never knew such a service was provided in NHS hospitals, but yours is clearly of the highest standard!  Thanks to them, 
too. 
  
So in summary, while one hears plenty of criticism of the NHS these days for not providing the service the nation expects, I would like to you 
to pass on my, and my family’s thanks to the A&E and the EAU staff for providing such excellent care for my mother in her final days and the 
Bereavement Office for afterwards.   However I would not want my letter to you to be constructed as arguing that staff levels, facilities and 
space are adequate.  Of course they are not – as anyone with any objectivity could see. What is so humbling was to see how well and 
cheerfully your staff are coping while being forced to work in conditions and circumstances which should NEVER have been allowed to 
develop and which need to be addressed with extreme urgency.    

 

 



Improvement plans – End of Life Care project 

• End of life care training emphasises the importance of 
good, honest communication with families about people 
who are dying. Training on end of life care is provided on 
medical and clinical induction days across the Trust, as 
well as forming part of the nursing assistant care 
certificate, the clinical foundation programme, FY2 
education programme and sessions on medical grand 
rounds. Service specific training is also provided 
(ongoing). 

• All clinical areas are encouraged to use the sunflower 
logo (with permission) to highlight that a patient is dying 
(since March 2019). 

• A ‘What to expect when someone is dying in hospital 
leaflet’ has been developed for relatives and staff  
(completed March 2019). 

• End of Life Care Strategy Group meets bi-monthly. 
Attendance is multi-professional and staff across the 
Trust attend, including allied health professionals, 
chaplaincy, bereavement, children’s, ED, Critical Care, 
resuscitation, learning disability and a variety of ward 
staff.  Oxford Health and the CCG also attend and OUH is 
represented on their end of life care reference groups 
(since 2014). 

• The Trust has agreed to continue the funding for the 
expanded specialist palliative care team, which had 
been previously funded by Sobell Hospice Charity for 
three years (August 2019).  
 

• Policies and guidance have been written and ratified, 
including ‘Care of the Dying’ and ‘Care After Death’ 
policies, including time critical release of bodies 
guidance for in and out of hours (July 2019). 

• The Bereavement questionnaire continues to be 
offered to families and the results are presented to the 
End of Life Care reference group. 
 
 

Next steps: 
• In 2020 the palliative care department will continue 

working to further improve care, seek to understand 
patient’s wishes and make those explicit across 
Oxfordshire.   

• Analyse, develop and disseminate the Care of the Dying 
prompt to support a structured approach to caring for 
dying patients.  

• Help staff offer patients an Advance Care planning 
conversation.  

• Lead discussion about ReSPECT (Recommended 
Summary Plan for Emergency Care and Treatment) in 
Oxfordshire. 

• Support the introduction of the Medical Examiner role 
in OUH learning from feedback.  

• Review the Bereavement questionnaire  following the 
appointment of the Medical Examiner.  
 

 

 

 



Improvement plans – Emergency departments (EDs) 

• The JR ED staff and palliative care staff have developed four work streams to improve End of 
Life Care. These are: Education, Environment, Experience, Equipment. 
 

• A resource for palliative care in the ED was developed to enable emergency staff to quickly 
and easily access information needed when caring for dying patients. Please refer to 
Appendix 1 for an example resource on symptom management. The resource has been 
available since June 2019. 
 

• There is a training course for doctors and nurses in caring for dying patients in the 
emergency department, including a communications study morning for ED staff. The 
training includes providing a dignified death, managing patients’ symptoms (including pain), 
supporting families, supporting patients to go home where appropriate, and additional 
support (e.g. chaplaincy, palliative care team). 

  
• The new department building will incorporate a new relatives room and bereavement 

room. This will be completed in May 2020.  
 

• A qualitative research project is being undertaken, looking at ED doctor’s experiences of 
providing End of Life Care on a case-by-case basis.  
 

• There is also a review of available ‘anticipatory medications’ available in the ED to ensure 
necessary medications are readily available.  

 

 

 



Conclusion:  
• End of life care is provided across the Trust, with patients, families, and staff supported by specialist staff. 

 
• End of life care was mostly reported to be compassionate and respectful.  

 
• The relative stories illustrate that it is important that people who are dying are given a side room where possible, to 

give them and those important to them privacy during their last moments. 
 

• Relative feedback emphasises the importance of recognising when a person is dying and that there is clear 
communication about their condition and care to those important to them.  
 

• There is extensive work ongoing, including the focus on End of Life Care within the Patient Experience Delivery Plan, 
to ensure that we provide the best care possible to people at the end of their lives and support those important to 
them. 
 

Recommendation: 
The Trust Board is asked to reflect on the lessons learnt and assurance gained from listening to feedback from people 
important to people who have died in our hospitals. 
 
Sam Foster, Chief Nursing Officer, Executive Lead 
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Appendix 1: resource for ED staff on symptom management in dying patients 

16 


