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This report presents the feedback from over 180 people who took part in the Healthwatch Oldham End of 
Life Review.  
 
The review shares the experiences of families and carers who have supported a family member through 
palliative and end of life care. It also provides an insight into what some Oldham residents think would 
be important to them at the end of life and how comfortable they feel talking about dying and sharing 
their wishes with family and friends.  
 
We recognise that talking about death and bereavement can be very upsetting and we want to thank all 
the families, carers, partners and friends who took part in this end of life review. Their willingness to 
share very personal and emotional experiences will help others by informing the recommendations in this 
report and helping to shape end of life services across Oldham.  
 
We would also like to thank the practitioners and organisations who completed the professional survey 
for their honesty and vital insight into the realities of providing care, and for taking the time to meet the 
Healthwatch Oldham team to explain how end of life services operate across Oldham. 
 

 
Please note that the stories within the report are subjective accounts by individuals given on the day 
they were interviewed, and do not represent the views of Healthwatch Oldham. Healthwatch Oldham 
carries out research in line with accredited guidelines set out in Healthwatch England’s Research 
Framework. We aim to identify what matters most to people and use our findings to ensure that people’s 
voices influence and improve the quality of local services.  
 
If anyone has any queries relating to the content of this report, please contact a member of the 
Healthwatch Oldham team via info@healthwatcholdham.co.uk.  
 
 

 
  

mailto:info@healthwatcholdham.co.uk
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Between July and December 2019 Healthwatch Oldham carried out a review of palliative and end of life 
(EOL) services. This was an opportunity for local people to share their experiences, thoughts and wishes 
to help inform best practice and shape local services.  
 

Families and carers shared their stories of supporting a loved one at the end of their life. The review 
gathered the experiences of Oldham residents using Oldham services as well as a small number of 
residents who accessed palliative services in other parts of Greater Manchester. Through in-depth 
interviews we identified recurring themes and challenges faced by families as well as the key attitudes 
and types of care that make a good end of life experience. These findings have informed our 
recommendations. 
 

We also recognise that people can be reluctant to discuss death and dying with family and friends. So, we 
invited the general public in Oldham to tell us what they thought would be important to them at the end 
of their life and what stops them talking about dying.  
 
The review was chosen in response to the following: 
 

➢ Oldham Carers’ Partnership Board highlighting issues faced by carers supporting a loved one at the 

end of their life. 

➢ Saddleworth District Centre Partnership highlighting a lack of community bereavement support. 

➢ The NHS Advocacy Service receiving mixed feedback from families accessing palliative and EOL 

care and an increase in the number of Do Not Attempt Resuscitation (DNAR) complaints. 

➢ Work by the Greater Manchester Health and Social Care Partnership to develop EOL commitments.  
 

The review also recognises several new Oldham initiatives designed to improve palliative and end of life 
experiences for patients and families. Initiatives include the creation of five neighbourhood based 
integrated health and social care teams, the SWAN end of life service at the Royal Oldham Hospital and 
the Hospice at Home service provided by Dr. Kershaw’s Hospice.  
 

 

Palliative care is the diagnosis, treatment, care and support for people with a life limiting 
illnesses that cannot be cured. Palliative care can include help with day to day tasks, managing 
pain, aids and adaptations, emotional and psychological support, and support for carers and 
family. Some people can receive palliative care for several years. 
 

In contrast end of life care involves care and support for people nearing the end of their life. This 
is an important part of palliative care and can include the final year of life but more often it 
relates to the final months or weeks. End of life care also involves talking about and planning for 
what people want and can expect as part of their end of life. 

 

Palliative and EOL care are delivered by a range of different services and organisations across Oldham. 
These include hospital services, social workers, district nurses, GPs, hospice, care homes, private care 
agencies and voluntary, community, faith and social enterprise sector services. 
 

The review found that people going through palliative care regularly deal with at least four different 
services at any given time. So, we wanted to find out how well services are coordinated across different 
settings and how well they work together in the interests of the patient and their family. We also wanted 
to explore how well services respond to the changing needs of patients moving from palliative to end of 
life care and how they always ensure consistent high-quality care. The review is also designed to explore 
the experiences of carers both during their caring role and through bereavement support.  
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Between July and December 2019 Healthwatch Oldham carried out three different EOL surveys:  
 

 

We used the short Healthwatch Oldham 100 survey to ask the general public how comfortable they 
feel talking about dying and sharing their wishes with family and friends. We also asked what factors 
they felt would make a good death. Members of the public completed the questionnaire online or in 
person at one of our community events. A total of 131 people completed the short survey. 
 

 

In depth 1 to 1 interviews were carried out with families to gather their experiences of supporting a 
family member at the end of their life. The questionnaire was also available to complete online 
through our website. We appreciate that talking about death can be upsetting so information on a 
range of bereavement and counselling services was included with the questionnaires and as part of the 
interviews. The survey was advertised through Healthwatch Oldham e-bulletin, social media and 
promoted through the Oldham EOL Partnership. A total of 22 families took part in the survey. 
 

 

The final survey was a short questionnaire sent out to professionals involved in the treatment or 
support of patients accessing palliative or end of life care. The professional survey was launched in 
September 2019 to allow time to analyse data from the first two public surveys and use any recurring 
themes as the basis for the questions. The aim was to seek the views of professionals on these themes 
and explore potential solutions. A total of 31 professionals completed the survey.

 

Families and carers shared many positive experiences about palliative and end of life care in Oldham, 
and 65% of respondents felt that the person they cared for had the best possible end of life.  
 
When it works well care reflects the wishes of the patient and their family and is well coordinated across 
a range of settings including acute hospital services, GPs, community nursing teams and the hospice. 
Families who had a positive experience talked about professionals being patient and taking the time to 
talk, and staff providing care with empathy and compassion. Other key factors include effective 
symptom management and timely pain relief, and easy access to information and advice 24 hours a day. 
Whilst being in their preferred place to die was important, families understood when this was not in the 
interest of their loved one. Being surrounded by family or close friends at the end of life was the most 
important factor.  
 
Families with a good experience of services tended to be those who were diagnosed early and did not 
have any other underlying health conditions to complicate the diagnosis or care pathway. It works well 
when all the care and emotional support for the patient and family are coordinated from one service 
such as the SWAN hospital service or Dr Kershaw’s Hospice, and where the needs of the carer are 
recognised and supported in a timely way. 
 
60% of respondents said they would prefer to die in their own home and for many families this was a 
positive experience. Frustrations with care at home arise when families struggle to access timely 
treatment, information or support. Feedback highlights the unreliable access to pain relief during the 
evening as fewer district nurses are available and this resulted in one patient dying in pain.  
 
Patients with two or more chronic conditions often had a poor EOL experience as a result of confused 
symptoms and being passed around different services without a main point of contact.  
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Perhaps the most telling feedback is the extent to which palliative and EOL services rely on the role of 
unpaid carers to coordinate and in some cases provide practical and personal care 24 hours a day. This 
role can be made more challenging with delays to EOL funding caused by complicated processes or 
disputes between services.  
 

When it works well there is good communication and central coordination of 
services across different settings with professionals working together to 
ensure continuity of patient-centred care. Examples included the GP, 
hospital or hospice each acting as a central coordinating point for multi-
agency support. 
 
Good coordination is underpinned by holistic care plans produced in a timely 
way to identify the practical, social and emotional needs of the patient and 
unpaid carer. When it works well care plans are shared with relevant services 
to ensure teams work together in line with the patient’s wishes and actively 
engage with the family involved in the wider care of the person at end of 
life. Only 23% of families in the review were aware of a care plan for the 
person at the end of life, but this may be due to terminology. 
 
50% of families were responsible for coordinating an average of 4 different 
services providing treatment and care to the person at the end of their life. 
Carers on their own often struggled with the pressure of this role especially 
where the person they cared for had a dual diagnosis and it wasn’t clear who 
to contact.  
 
Feedback from families and professionals raised several communication 
issues.  
 
When it works well professionals take the time to communicate clearly, 
explain medical terms and show compassion and empathy. Families said that 
the way the diagnosis was communicated and having time to talk to 
professionals was key to helping them deal with upsetting news. 53% of 
families in the review said that the diagnosis was handled sensitively. 
 
Families get frustrated when they are asked to repeat their stories either to 
different services that should be working together or to different staff from 
the same service. Examples included poor communication by consultants 
within the hospital setting and between different district nurses looking after 
the same patient. Families felt this was due to poor record keeping on 
patient notes and lack of consistent care. However, some professionals said 
that asking a patient to share their story is often a way to get to know a 
family and help build a relationship. 
 
Families who felt they had a poor experience included those who received 
upsetting information or a diagnosis in a public space and not knowing who 
to speak to for ongoing advice.  
 
Professionals also highlighted their own frustrations about the time wasted 
trying to track down information about patients and families due to different 
referral processes and different IT information systems. 
 

64% of people who took part in the review had more than one diagnosed 
health condition as part of their palliative and end of life care. 
 
Patients with a dual diagnosis often experienced different levels of care 
compared to those with a single terminal condition. Often this was due to 
confused symptoms which delayed the terminal diagnosis or complicated the 



7 | P a g e  
 

care pathway. The delay is important as having a terminal diagnosis appears 
to be the key to a smooth transition from palliative to EOL services and 
treatment. 
 
Families were frustrated where they struggled to manage conflicting 
symptoms and felt they were not being listened to. Examples include 
underlying conditions such as dementia, alcoholism and mental health 
delaying a terminal diagnosis and where the associated challenging behaviour 
impacted on the quality of care.  
 
Timely and holistic care plans are needed that actively address each 
condition and proactively identify and address the management of any 
challenging behaviour as part of the EOL care.  
 

Families said they would welcome more flexibility of EOL services and easier 
access to EOL advice and support 24 hours a day.  
 
 45% of families who took part in the review experienced end of life care at 
home. Being able to die in their preferred place was often the key to a good 
end of life experience. However, families who felt they had a poor end of 
life experience at home were those who struggled to access support, timely 
pain relief during the night, and where delayed end of life funding left 
carers providing all the care 24 hours a day without any other support. 
Families were also frustrated by the inflexibility of care packages which 
have fixed daytime visits and a limited night sitting service. Some carers 
wanted more support at night so they could get some sleep. 
 
Professionals also said that improved 24 hour access to hospice, district 
nurses and specialist palliative nurses would improve EOL care for patients 
and their families. Some families also wanted easier telephone access to the 
district nurses and Macmillan nurses. 
 

Feedback from families highlights how the quality of EOL care varies across 
different settings. It also varies depending on the individual professionals 
working with the family.  
 
For many the district nurses and GPs provided a lifeline and families shared 
examples of best practice about individuals and teams coordinated from the 
neighbourhood clusters. However, experiences were very mixed.  
 
Families were frustrated by rushed visits where the district nurse focused on 
a single task and ignored any wider care issues for the patient or carer. Some 
district nurses were aware of this and shared their frustrations at the lack of 
time they can spend with families which means wider issues are often 
ignored because they don’t want to ‘open a can of worms’.  
 
Families were also frustrated where GPs failed to engage with the family to 
support the person at the end of life. Often this was because the GP was not 
aware the person was at EOL. Feedback from professionals highlight the lack 
of palliative and EOL knowledge within primary care as an issue.  
 

Macmillan 1-1 Support appeared to be the only service that routinely 
provided information and advice to help families prepare for the full range of 
legal and final medical stages of end of life.  
 
Some professionals focused exclusively on the completion of Statements of 
Intent and DNAR (Do Not Attempt Resuscitation). Many families (77%) had a 



8 | P a g e  
 

DNAR in place however nearly half of these were completed without any 
discussion with the patient or family. Some families were frustrated to find 
out about it after the person had died. DNAR guidance and practice varies 
and where it works well doctors follow the NHS England guidelines by taking 
the time to clearly explain their views and talk openly with the patient and 
family to answer any questions.  
 

During the last three months of life 16 carers in our review provided over 
12,000 hours of unpaid care, with 7 of these providing care 24 hours a day. 
 
This situation is often made worse as families struggle to access additional 
support due to delays with EOL funding. Examples included disputes about 
responsibility between services and complex processes for Fast Track 
Continuing Health Care funding that required more than one application 
before it was approved. Professionals making the applications were not 
always aware of the qualifying information such as the medical declarations 
and anticipatory medicine required for the application to be approved.  
 
All this happens at an emotional time for the carer and in one case the delay 
resulted in the carer taking on unreasonable levels of personal care that 
impacted on their own health and wellbeing.  
 

73% of carers who took part in the review felt that they were listened to by 
professionals and 55% felt they had enough information and support to help 
them in their caring role.  
 
When it works well carers receive additional support from family, friends and 
services. Having a regular weekly break to socialise was important as well as 
having support from family to help make tough EOL decisions where the 
person being cared for does not have the capacity to make the decision.  
 
The effects on a carer can be considerable both in terms of their physical 
and emotional wellbeing. Many struggle with the physical demands of lifting 
and moving the person they care for, often trying to prevent pressure sores, 
and said they would welcome help from district nurses who visit regularly 
and access to training covering moving and handling, managing medication, 
and EOL symptom identification and management. 
 

41% of carers who took part in the review were offered bereavement 
support.  
  
The SWAN service at the Royal Oldham Hospital and Dr. Kershaw’s Hospice 
already offer bereavement support to families using their end of life 
services. However, families outside of these services struggle to find any 
bereavement support within the community. 
 
Carers providing care over a long period of time can struggle with loss of 
identity and role as well as grief following a bereavement. Many said they 
would welcome some follow up support. Carers and family members said that 
they would prefer to hear about bereavement support at the point of 
diagnosis or immediately following the death of their loved one.  
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The Healthwatch Oldham recommendations are based on the experiences and feedback of the families, 
carers, and professionals who took part in this review. These recommendations aim to build on the many 
examples of excellent practice by focusing on areas where services can improve the experience of 
patients at end of life. 
 

The recommendations are aligned under the Greater Manchester Health and Social Care Commitments. 
These commitments set out what individuals with palliative and end of life care needs can expect across 
Greater Manchester and provide a baseline to measure the quality of care provided in Oldham.  
 

 Increase the number of people identified as being within or 

approaching the last year of life and increase the number of people with comorbidities receiving 
a prompt terminal diagnosis to support the smooth transition from palliative to End of Life (EOL) 
care. 

 Ensure consistent guidance for producing holistic care plans that include 

the identification and management of all underlying health conditions, the preferred place of 
care and death, and consider the need for a Carers Assessment. Encourage the individual to share 
their EOL wishes with their family, including thoughts on ‘Do Not Attempt Resuscitation’ (DNAR), 
but respect the wishes of individuals who do not want to discuss or plan for their EOL. Religious 
and cultural practices should also be considered in planning care. 

 Provide mandatory training for professionals in all aspects of EOL 

communication from delivering a terminal diagnosis to conversations during bereavement. Ensure 
professionals understand the importance of managing sensitive issues with compassion, giving 
clear information to the dying person and their family about what to expect, and offering time 
for questions. Those with additional communication needs should be considered as part of this for 
example those with Special Educational Needs or with Aspergers.

 Explore options for designated EOL care coordinators within 

neighbourhood multidisciplinary teams to operate across a range of different settings. Options 
should recognise the key role played by primary care and include mechanisms to routinely update 
GPs on their patients who are at EOL to ensure appropriate support is in place. Increase access 
to, and usage of, shared digital records between professionals, including such crucial areas as 
DNAR statements, to improve both continuity and quality of care across services.

 Change the current system to ensure reliable access to pain relief for 

people who choose to die at home, regardless of the time of day or night. Solutions for the 
prescribing and the supply of these medications to enable this must be considered. Where 
possible limit the number of different people involved in the ongoing care of the individual and 
where this is not possible ensure that patient notes are detailed and readable. 

 

 Offer holistic care for people who want to die at home by building in 

additional time for district nurses or other relevant practitioners to proactively identify the wider 
needs of the patient and carer/family. Establish mechanism to routinely feed this information 
back into multidisciplinary teams working in each of the 5 neighbourhoods. Individuals and carers 
should have their situation reviewed regularly to ensure support reflects changing circumstances, 
and to identify carers struggling to manage their caring role at the earliest opportunity.  

 Providers, including the voluntary, community, faith and social 

enterprise sector, to consider how they can increase support for carers to help manage their 
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physical and emotional needs. As a minimum additional support should include training to cover 
lifting and handling, and symptom management. Services should also consider support for working 
carers, older carers and those caring on their own without wider family support. 

 

 Offer consistent information and advice across a range of 

EOL settings to help families prepare for legal, financial and any final medical wishes. This should 
be in a range of languages, formats and be culturally sensitive so as to be fully accessible to all 
individuals and communities.

 Ensure that families know how to access urgent care advice and EOL services 

through a single 24-hour helpline and increase access to hospice, district nurses and palliative 
nurses during evenings and weekends. 

 Improve timely access to EOL funding, particularly Fast 

Track Continuing Health Care (CHC) funding, by simplifying the process or increasing the number 
of trained staff able to complete successful applications. Prioritise care packages for individuals 
in the last weeks of life to allow families quality time with their loved one. Mandatory training on 
DNAR for professionals to ensure a consistent approach where doctors take the time to explain 
their views and talk openly with patients and families.

 Run mandatory training for professionals/GPs within neighbourhood clusters on 

EOL care and the Mental Capacity Act. Ensure professionals feel confident and comfortable with 
EOL conversations, including with those with additional communication needs, and knowledgeable 
about EOL support.

 

 Review the flexibility of funded care packages to 

allow more night sitting support for carers providing 24 hours care and develop training for carers 
to help identify and manage EOL symptom. 

 Ensure consistent access to trained bereavement support for 

carers/families regardless of where the person has died. Bereavement services should also 
include support to address social isolation, financial issues, selling property, legal advice and 
wellbeing and link into wider peer support and mainstream prevention services offered by the 
voluntary, community, faith and social enterprise sector. 

 

  

 
1 Due to Covid-19 this report was delayed in its presentation to the Oldham Council Health Scrutiny Committee. At the meeting on 7/7/20 it 
was noted that the focus on this training recommendation has been reinforced by the more recent Healthwatch Oldham DNAR survey and 
report. 
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The following provides a profile of the 131 respondents who completed the Healthwatch Oldham 100 
Survey plus the 22 families, carers or partners who took part in the more detailed end of life interviews.  
 

A total of 153 people took part in the public survey, however not all the respondents completed all the 
questions. From the data we received we have been able to extract the following information.  
 

 

 

 
 
Those who took part in the survey included Oldham residents using Oldham services; people living outside 
of Oldham using Oldham services; and family and carers living outside of the borough caring for someone 
at end of life living in Oldham. 
 
Of the 153 people who took part in the surveys 69% (105) were White British or White Irish; 8% (12) were 
of black, Bangladeshi, Pakistani or Asian ethnicity and 24% (36) preferred not to answer this question.  
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The following infographic provides a summary of the feedback from 131 people who took part in our 
Healthwatch Oldham 100 survey. We asked members of the public what they thought would be important 
to them at the end of their life and how comfortable they feel talking about dying and sharing their wishes 
with family and friends. 
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This section of the report shares the experiences of the 22 families, carers or partners who have 
supported a friend or family member through palliative and end of life services within the last 3 years. 
Of those who took part in the survey 55% (12) of the families supported someone within the last year.   
  
The majority of those who carried out a caring role were female aged over 65 years whilst the most 
common age for the person at the end of their life was between 81 and 90 (9: 41%).   
 

 

 

 

 
It is important that individuals approaching the last year of life should be identified as early as possible 
by professionals and the formal diagnosis and prognosis should be explained in an accessible and 
sensitive way. We asked families to tell us about the diagnosis of the person they cared for and how they 
were told.  
 
Of those who responded to the survey 36% (8) died within 3 months of their diagnosis and 68% (15) died 
within 12 months of their diagnosis. 
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Of those who responded 55% (12) had a terminal diagnosis of cancer and 64% (14) had more than one 
health condition to manage as part of their palliative and EOL care. The most common underlying health 
conditions were depression (36%: 8), diabetes and alcoholism. Where the patient had a dual diagnosis of 
a terminal condition plus dementia or a learning disability or alcoholism these underlying conditions 
often masked symptoms and delayed the early identification of end of life. Patients with these dual 
diagnoses also experienced different levels of care compared to those with only one diagnosed condition. 
 
Families had mixed experiences about receiving a diagnosis. Of the 15 families/carers who responded to 
this question 53% (8) said the diagnosis was handled sensitively and they had a positive experience 
compared to 47% (7) who felt the news had not been handled sensitively and said there was nothing 
positive about the experience. 
 
When it worked well professionals took the time to communicate clearly, explained medical terms and 
answered any questions the family had. Professionals also gave the diagnosis with compassion and 
empathy. Families who said they had a poor experience received a diagnosis in a public space where 
others could hear and others felt the diagnosis was treated as a routine conversation by professionals.
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Whilst one family preferred to be left alone after the diagnosis overall those who were more positive  
about the experience said it was because they had professionals with them who they could talk to and 
felt well informed. Feedback from families show that the way the diagnosis is given is key to helping 
patients and families deal with upsetting news.
 

Many of the cases involved more than one member of the family contributing care and support and, in 
some cases, this provided vital support to the main carer within the family. Those who struggled tended 
to be family members who had the responsibility of making end of life decisions on their own. Many 
talked about the impact of caring on their own physical and mental wellbeing.  
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For most of the families who responded treatment was not an option either because it was not 
appropriate, or because the diagnosis was made in the latter stages of end of life when it was too late 
for treatment to be effective. Of those who responded they said that the speed of treatment following 
diagnosis was what they expected. 
 
 
 
 
 
 
 
 
 
 

End of life care generally refers to the last year of life or more often the last few months or weeks. The 
22 families told us about their experiences of end of life care in several different settings: 

• Care at home 

• In the hospice 

• In a care home 

• In hospital 
 
When it works well people approaching end of life are offered a personalised assessment designed to 
capture their wishes and ensure a smooth transition between palliative and end of life care. The Care 
Plan is reviewed regularly to respond to any changing needs and also takes into account the wider 
support needs of carers. Only 5 (23%) families were aware of a Care Plan for the person at the end of 
life. However, this may be due to terminology as most families talked about having regular discussions 
with the GP, social workers or palliative nurses about the care they wanted, but this was not always 
presented as a formal Care Plan.  
 
Palliative and EOL care is delivered by a range of services and organisations across Oldham and our survey 
found that people are often in contact with several services at any given time. So, we wanted to find out 
how well services are coordinated across different settings and how they work together in the interests of 
the patient and their family.   
 
Families shared many positive experiences about the different health and social care services they came 
in to contact with. Often this was due to the attitude of an individual, so we have tried to capture the 
characteristics that make a particularly good or poor experience.  
 

Where it works well there is clear communication and central coordination between generalist and 
specialist care services who are working in the interests of the patient and the family. This includes 
multi-disciplinary teams working together to address the practical, personal and emotional needs of the 
patient and their family or carer as well as providing consistent care regardless of any underlying health 
conditions or time of day. 
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For many families the GP provided a lifeline and when it worked well the GP took time 
to listen to concerns, provided reassurance, communicated well, carried out thorough 
checks before prescribing medication and coordinated community services following 
discharge from hospital. In short, they actively engaged with the family in the care of 
the person at end of life.  

 
Families were frustrated when the GP failed to engage with the family to support the person at end of 
life either because they were not aware that the person was at this stage or because they saw this as the 
responsibility of specialist services. Families and professionals recognise and value the central role 
played by GPs, and they want the GP to know which patients registered with their practice are at end of 
life and consider this when families contact for support. 
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Overall families expressed satisfaction with the pharmacy service and valued their 
knowledge and advice about medication and the fact that some individuals ‘went the extra 
mile’. However, some families were frustrated with the lack of privacy and were not 
comfortable discussing sensitive issues such as incontinence, in a public space. 
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Most of the feedback involved Oldham residents being treated at the Royal Oldham 
Hospital (ROH) and just a few being treated at other hospitals across Manchester.  
 
Families spoke highly about the SWAN end of life service at the ROH. The service uses a 

swan symbol next to the patient’s bed to represent end of life and allows relatives open visiting around 
the clock. The swan also acts as a reminder to staff to be extra caring and to pay extra attention to 
relatives and friends whose loved ones are in the last stages of life.  
 
However people without an EOL diagnosis accessing palliative care on a general ward had mixed 
experiences. Families were frustrated when they had to repeat their information several times to 
different doctors on the same ward and where they experienced long delays when they were told they 
were about to be discharged home.  
 
Some families also praised the ambulance service which took them into hospital both for their speed of 
response and ability to remain calm under pressure. 
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The feedback about the District Nursing service was very mixed. When it worked well 
the district nurse (DN) provided holistic support for the patient and the family or carer, 
ensured regular contact, and was easy to access regardless of the time of day. The DN 
Team in Oldham’s South Cluster were praised for allocating the same nurses to one 
family ensuring continuity of care and a trusting relationship.  

 

The key concern for families providing EOL care at home was the uncertain access to pain relief 
particularly through the night when there were fewer nurses available. Families were also frustrated if 
they felt the DN focused on a single task for the patient and did not take into account the wider needs of 
the family or consider how the carer was coping with the physical and emotional demands of their caring 
role.  
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Feedback about Dr Kershaw’s Hospice was overwhelmingly 
positive. Families praised the quality of care, empathy and 
compassion shown by the staff for the patient, carer and wider 
family.  
 

Families also valued their focus on maintaining the patient’s tidy appearance and dignity and recognising 
what is important to them. Hospice staff also ensured timely and effective pain relief.  
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Many Oldham families shared positive experiences of the Macmillan 1 – 1 Support 
Service. Families praised their role in the coordination of services and the time spent 
with families discussing, explaining and helping to plan everything to do with the end 
of life care and support for those with cancer. However, there were mixed experiences 
about accessing the Macmillan nurses. 

 

There was also praise for the specialist palliative nurses and social work team based within the Oldham 
Community Health Service. 
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Many families caring for a loved one at home relied on home care services coming in each day. These 
were paid for by the patient/family, social care or Continuing Health Care (CHC) Funding or through a 
combination of funding. Some families struggled with complex ‘Fast Track’ funding processes that 
resulted in unnecessary delays to home care services during the final weeks of life. Other families found 
the system very inflexible with CHC funding up to 4 visits during the day and a maximum of 3 night 
sitting services per week. For carers caring 24 hours a day some said they would prefer fewer daytime 
visits in favour of the night service so they could get some sleep.  
 

When it worked well the person at end of life was supported by the same care workers and there was 
time to chat and build a good relationship. Families were frustrated where there was a high turnover of 
care staff, rushed visits and poor time keeping.  
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Feedback from families about the ambulance transport was overwhelmingly positive. When it worked 
well families could accompany the family member in the ambulance and there was good communication 
between services and the family. Families were frustrated with long delays or where hospital transport 
was not provided, and the family were left to make alternative arrangements. 
 

 

50% of the families (11) who took part in the survey coordinated the care services. Carers without wider 
family support struggled to coordinate all the different services and treatments, and those caring for 
someone with a dual diagnosis struggled to find a single point of contact who could offer holistic advice.  

 
 
To add to the confusion some services have a designated phone number whilst others have a single point 
of access which means going through more than one person. When it worked well care following hospital 
discharge was coordinated across acute hospital and community services by the Royal Oldham Hospital, 
Dr. Kershaw’s Hospice or the GP.  
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Few of the families who took part in the review received information or advice to help prepare for the 
legal and/or final medical stages of end of life. For many, discussions about the preferred place of care, 
preferred place to die and final medical wishes were initiated and managed within the extended family. 
The real challenge was for family members caring on their own who lacked any wider support. Some said 
there were times when they needed expert advice to help make difficult decisions. 
 
 
 
 
 
 
 
 
Of the families who responded 17 (77%) said that all the legal documentation was in place prior to death 
so they could start making the funeral arrangements. However, the most contentious issues related to 
DNAR (Do Not Attempt Resuscitation) and Statements of Intent.  
 
The DNAR is a legal document that needs to be signed by the doctor during end of life and added to the 
patient’s medical records. The issue appears to be about communication and consistency of practice. 
NHS guidelines state that the decision to be resuscitated rests with the patient and the doctor, provided 
the patient has the capacity to make the decision. However, some doctors see this as a clinical decision. 
This has led to confusion for families and of the 15 (68%) DNARs in place 6 families said that these were 
not discussed with the patient or family and many were upset to find out about the decision after the 
person had died. 
 
Where it works well doctors take the time to explain the DNAR and avoid medical jargon, talk openly 
with patients and families about their views, and answer any questions. As a result, families feel 
involved in the process and understand the implications. This is where it is important to have a timely 
discussion about end of life care and make family members aware of any wishes not to be resuscitated.  
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Families praised the Macmillan 1 - 1 Service who provided information on all these issues. Often 
professionals focus on the completion of DNAR and Statements of Intent as these are required to secure 
some end of life services and access Fast Track Continuing Health Care Funding. There needs to be an 
equal focus on supporting families with EOL planning information. 
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Of the 22 people who took part in the survey 14 (64%) died in their preferred place of death. For those 
who could not die in their preferred place this was usually because the person was too ill to be moved 
from the hospital or hospice back home.  
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Families who felt it was a poor end of life experience listed issues such as inadequate or timely pain 
relief and the lack of care and attention by nursing staff. 
 
Families who felt it was a good experience for the person at the end of life valued the fact that they 
were pain free, had family and close friends around, nursing staff who were caring and considerate, and 
the person dying with dignity. Being able to die in their preferred place, often at home, was also 
important but families understood when this was not in the interest of the person at end of life. Some 
families also valued the opportunity to sit with their loved ones after death.  
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Of those who responded 13 (59%) were caring for their spouse/partner or adult child.  
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When it worked well the main carer received support from wider family and friends. Families also 
praised the information and support provided by the Macmillan nurses, Dr. Kershaws, care home staff 
and palliative nurses. Only 2 families received any training to help them manage their caring role and 6 
families said training to ‘move a person safely’ and to understand and recognise EOL symptoms would 
have been helpful. 
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Of the 16 carers who responded to this question over 12,400 hours of unpaid care was provided over the 
final 3 months of life for the person they cared for. Caring roles ranged from 7 carers providing care 24 
hours a day every day; carers juggling daily care with a full-time job; and carers who visited the person 
they had been caring for in the hospice or hospital during the last weeks of life. 
 
Spreading the hours equally across the 16 carers is the equivalent of each carer providing 9 hours of 
unpaid care every day over a 3-month period. 
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Some carers highlighted the impact of caring on their own health and wellbeing and how this affected 
them beyond the death of the person they cared for. Others struggled with a loss of identity. 

Of the 12 carers who responded to this question the majority said they would want to know about 
bereavement support at the point of diagnosis or immediately following the death of the person they 
have cared for. Carers were split in their views about how they would want the information with 7 (58%) 
preferring a personal telephone call or email with information whilst 5 (42%) said they would prefer a 
leaflet so they could read it when they felt that the time was right for them. 
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The questionnaire was completed by 31 professionals employed in the following roles: 
  

 

Based on their experience we asked a range of professionals to list the three most important things for 
patients and their family at end of life: 
 

➢ That care is provided with empathy and compassion  
➢ Professionals take the time to talk to families and provide relevant information and advice  
➢ Offer timely care and support that responds to the needs of the patient  
➢ Where possible ensure end of life care respects the patient’s wishes  
➢ Smooth transition between services 
➢ Provide emotional and practical support for family members providing care 
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We asked Professionals to list the three things that they felt would improve the experience of patients 
and their families: 
 

➢ Better mental health support for end of life patients  
➢ Earlier discussions with families about end of life care planning 
➢ Timely and flexible approach to end of life funding for care packages 
➢ Increased choice and availability of care 
➢ Consistency of staff working with the patient and family 
➢ Twenty-Four-hour access to hospice, district nurses and specialist palliative care 
➢ Designated worker responsible for coordinating care  
➢ Improved recording and information sharing to avoid repeating the same information 
➢ Bereavement support 
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Professionals highlighted the following barriers: 
 

➢ Resource constraints and staffing levels  
➢ Lack of time to spend with families 
➢ Unrealistic expectations by families for the preferred place of death  
➢ Lack of palliative knowledge in primary care  
➢ Limited understanding of the Mental Capacity Act 
➢ Challenging processes to access NHS Continuing Health Care 
➢ Cultural and system differences between care providers 
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Professionals suggested the following solutions:  
 

➢ Do more to support the physical and mental wellbeing of existing staff 
➢ Reduce the case load of staff to allow more time to spend with families 
➢ Establish a clear EOL care pathway for Oldham and clearer referral processes  
➢ Better systems for sharing patient records and information 
➢ Single point of access available 24 hours a day across district nurse service, specialist palliative 

care nurses and hospice 
➢ Commission/offer more night sitting support for families 
➢ Extend the Hospice at Home Service to cover 24 hours and consider its potential as a key 

coordinator of EOL care 
➢ Programme of EOL training for neighbourhood integrated health and social care teams 
➢ Local Authority to encourage incentives for care homes who specialise in EOL care 

 
Professionals suggested the following:  
 

➢ Good suggestion but would be problematic to cover part time working, leave and/or sickness 
➢ Could end up with an over reliance on one member of staff 
➢ This relies on a good relationship between the family and the named coordinator 
➢ May need to have 2 or 3 named contacts to manage this 
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Professionals suggested the following solutions:  
 

➢ Joint access by services to a central information system  
➢ Adopt a common assessment form which can be used by all professionals 
➢ Better communication at the cluster level with more regular MDT meetings 
➢ Clearly defined communication pathway for EOL 
➢ Some services feel there is already good communication in place so important to highlight where 

it is working well 
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Feedback from professionals highlight the existing bereavement support available through Dr. Kershaws 
and the SWAN bereavement nurses at the ROH. These services are routinely offered to families of 
patients within their service. Families supported by other EOL services can struggle to find bereavement 
support within the local community.   
 
Professionals suggest the following solutions:  
 

➢ Bereavement support should offer a safe space to talk  
➢ Counselling should be flexible so people can access when the time is right for them 
➢ Support should include information about practical issues such as finance, managing and selling 

property, legal advice etc. 
➢ Self-help guides could be produced about support after a Bereavement 
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